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ABSTRACT 

 

This thesis explores the lived experience of children defined as atypical.  The ethnographic 

focus of the study spans an initial cohort of nine children from private schools in 

Johannesburg diagnosed variously with learning disabilities, ADHD, developmental delays, 

speech disabilities, sensory challenges, anxiety, and autism. In-depth observational work was 

also conducted with autistic children at a boxing programme based in the inner city, from 

more diverse socio-economic backgrounds.  A final level of insight was gained from ódeep 

hanging outô amongst atypical adults in online óbioô social media groups spanning autism, 

ADHD, learning disabilities and Ehlers Danlos Syndrome. Using the philosophy and 

methodology of phenomenology, I developed a model that illustrates a cycle of atypical 

embodied engagement with the world, spanning stages or phenomena of Presence, 

Perception, Control, Participation, Flow, Communication and Adaptability.  While there is 

much contestation over the homogenisation of óneurodiverseô brains (Ortega 2009), the lived 

experience of atypical children that I observed during my research had a high degree of 

consistency. 

Using a range of creative interactive methodologies, I collaboratively explored what is 

understood and misunderstood around each of these stages or phenomena from the 

perspective of those defined as atypical.  Much of the dominant academic and popular 

discourse surrounding atypicality focusses on either a medical or social model of disability.  

By mapping medical diagnoses to a social model of engagement, a new holistic perspective 

was revealed.  This traversed the physical, intellectual, emotional, and social motivations, 

behaviour and agency of the children illustrating their unique and different ways of being in 

the world.  New enabling characteristics were identified in behaviours previously defined and 

diagnosed as disabilities. 

This exploration brings to light the meaning that atypical children derive from their various 

stages of engagement with their world. A new kind of spectrum emerged that moved beyond 

disabling biomedical labels to one of enablement.  The vectors of this spectrum could travel 

in either direction, without implying dysfunction or defectiveness. My research revealed a 

multitude of cultural and social creativity and invention, which the children continue to 

expand in the óbiosocial borderlandô that they occupy. 
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CHAPTER 1 

I NOW PRONOUNCE YOU DISABLED  

óDisabilityô, in the form of neurodevelopmental disorders,1 has been part of my life 

for many years. I was born at around 36 weeks gestation2 and displayed some cognitive and 

developmental delays in auditory processing in my early years.  I was diagnosed with 

ódyslexiaô, now referred to as a óspecific learning disabilityô (SLD), and óconcentration 

difficultiesô (Attention Deficit Hyperactivity Disorder - ADHD), at the age of nine and had to 

repeat grade three. What followed were many years of remedial therapy to assist with 

ófrequent visual discrimination errorsô, óa weak analysis and synthesis of wordsô and the fact 

that my reading and spelling accuracy and rate were well below chronological age.3  In grade 

ten, I completed a test which indicated that my reading and comprehension rate was only 120 

words per minute; however, to pass grade twelve, I would need to read in excess of 350 

words.4  Today, this would be diagnosed as slow cognitive processing, and my difficulties 

with schoolwork, which prompted the test, as executive functioning challenges. I reluctantly 

returned to remedial therapy, which I had stopped at the end of junior school, hoping that I 

was óbetterô.  In the first therapy session, I was horrified to be given a speed and 

comprehension tests that I recalled from grade three, implying that I was of the same 

scholastic level as a nine-year-old child. I recall the abject humiliation, but more devastating 

was the fear that I may never achieve my goal of going to university.  I was eventually 

granted the highest level of additional time accommodation (fif teen minutes per hour) in my 

final school exams which, coupled with extensive remedial support, enabled a university pass 

and attendance.  

As a child, I struggled with upper respiratory tract infections and chronic allergies 

leading to the removal of my tonsils and adenoids aged six, and my nickname óSleepyô. This 

was testament to my ability to fall into a deep sleep absolutely anywhere, which I did 

 
1 Neurodevelopmental disorders span intellectual disability, communication disorders, autism 

spectrum disorder, attention-deficit/hyperactivity disorder, specific learning disorders and motor 

disorders (DSM-5 2013). 
2 Late preterm births (34ï36 weeks) have increased mortality and in hospital morbidity including 

respiratory difficulties and long term cognitive, school performance, behaviour and psychiatric 

problems (Cheong 2012). 
3 Remedial assessment and diagnoses conducted age 9 by educational psychologist, Dr Elizabeth 

Wheeler. 
4 Reading and comprehension test conducted age 16 by Educent, remedial education and training 

centre.  
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frequently, especially at school during tests and exams. In grade nine, aged 14, I contracted 

Epstein-Barr virus, which led to a debilitating bout of chronic fatigue syndrome (CFS) and 

more than half a year of bed rest, unable to do anything other than watch TV and sleep.  I 

suffered relapses of CFS every year until the age of 20. In addition to my learning difficulties 

and health challenges, being repeatedly referred to as óslowô and ólazyô by teachers, I became 

extremely rebellious and was frequently sanctioned for oppositional defiant behaviour.  I 

obsessively sought out older children as friends to prove my social maturity, which resulted 

in risky behaviour and experiences throughout my adolescent life.  In later years I have been 

diagnosed with anxiety and depression, with which I believe I struggled throughout my 

childhood, but was undiagnosed and therefore untreated. 

This story of physical and emotional disability does not, however, represent the 

vibrant, creative life I recall leading as a child and my experience of adulthood.  Although 

still suffering from sensory sensitivity, my acute awareness of my environment and atypical 

way of seeing the world has led to a successful career in marketing and communication. My 

specialist focus of óhuman behaviourô, which led to my commercial career in market research 

and academic career in anthropology, was driven by my inability to understand why people 

do the things they do, and an intense desire to remedy this. óParticipant observationô is not 

just a skill I developed as a social scientist, but rather a survival strategy that I have employed 

since childhood, to find ways to fit in and cope in a social environment that I often found 

confusing and overwhelming.  Endless hours in front of TV and watching movies to 

understand history, geography, biology, literature and popular culture, due to my challenges 

with reading, provided me with a rich source of data which I still recall in fine detail.  This 

contrasts with the facts and figures I was taught at school, which barely made it into my 

working memory, a typical challenge for people with ADHD.  My need to find alternative 

ways to learn, led to ongoing engagement with strategic thinking tools and approaches that I 

have used in my career as a business and brand consultant.   And finally, my ability to imitate 

appropriate behaviour by mimicking TV or film characters and scenarios, often to mask 

insecurities, led to invaluable skills in workshop facilitation and presentation.  It has been far 

from a disabled life. 

Paralympic medallist and disability activist, Elizabeth Wright, explains how her 

disability as a person born with limb difference (without an arm and leg) is different to that of 

someone who has lost a limb through disease or accident, and has endured amputation, as she 

notes:  
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We look the same because we are missing limbs, but we have very different 

disabilities and very different experiences of these disabilities. It is important that 

you understand why, so that you donôt make assumptions about disability when you 

meet disabled people. (Medium, 24 February 2020) 

Lenore Manderson notes how following the loss of bodily function or mobility, ña 

person needs to establish a new sense of embodiment, cognitively, neurologically and 

physically reorganising the body schemaò (2011:96).  For those born with disability, 

however, there is no need for reorganisation, their lived experience of difference is all they 

have ever known.  Disabilities impact on all our lives, whether we are born with them, 

acquire them, or are part of a disabled personôs family, support system or broader 

community.  The differences are sometimes visible, but as occurs with many 

neurodevelopmental challenges, they are frequently invisible but no less impactful. As each 

person is different, so too is their experience of disability.  For some it is disabling, for others 

it can be enabling; for all whether they either embrace or reject it, it is a core part of their 

identity, and key to their lived experience.  

Childhood vulnerability and disability in South Africa  

 Whilst recovering from postpartum depression after several miscarriages, I saw a 

picture on the front page of a newspaper of a new-born baby girl who had been abandoned 

and died on a rubbish heap in Soweto.5 This led to a new career over the past decade in the 

South African óchild protection communityô6 around the practices of child abandonment and 

adoption. Child abandonment is an ongoing challenge in South Africa, with an estimated 

3500 children being abandoned annually (Blackie 2014).   These children usually have an 

extremely traumatic start to their lives.  They are often born premature, the result of a third 

trimester illegal abortion (NACSA 2017).  They are usually left in unsafe spaces due to the 

illegality of abandonment, and they often spend most of their childhood growing up in 

institutions or in temporary care due to cultural concerns over the practice of adoption 

(Blackie 2014).  In addition, their mothers have often experienced high levels of anxiety and 

 
5 SOWETO, derived from South Western Township, is a large township/suburb situated to the South 

of Johannesburgôs central business district.  
6 Child Protection refers to the need to protect the child from any physical or psychological harm that 

may be caused by (i) subjecting the child to maltreatment, abuse, neglect, exploitation or degradation 

or exposing the child to violence or exploitation or other harmful behaviour; or (ii) exposing the child 

to maltreatment, abuse, degradation, ill-treatment, violence or harmful behaviour towards another 

person (Childrenôs Act 27 of 2005). 
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depression, due to the ócrisisô nature of their pregnancy, which ultimately leads to their choice 

to abandon their child (ibid.). The combination of an anxious mother, premature birth, 

trauma, and institutionalisation has a significant impact on the wellbeing of abandoned 

children.   

In her presentation on the best interests and needs of a child in the first thousand days 

(from conception to two years of age), physician-anthropologist Michelle Pentecost (2016), 

emphasised that early childhood adversity has a marked impact on a childôs long-term 

wellbeing. This adversity can include the lack of a primary caregiver, exposure to violent and 

unsafe spaces, and poor nutrition (Lock 2013). Children in these environments consistently 

experience high levels of cortisol and form insecure attachments which can result in ongoing 

social, educational, and behavioural challenges (Brown & Ward 2013).  What is also evident 

is the interplay of biological and social processes, and their combined influences on a childôs 

behaviour, adaption, and development over time (Grotevant & McDermott 2014).  In the 

context of anthropology, Margaret Lock notes that ñwe must recognise the entanglement of 

nature/nurture that exists throughout every human lifeò, to understand how social 

environments and lived experiences are ñliterally embodied in individual biologyò 

(2013:381). Abandoned, abused, and neglected children are extremely vulnerable and often 

struggle with learning difficulties, developmental delays, behavioural issues, poor self-

regulation, and anti-social behaviour (Blackie 2015). My work in child protection deals 

primarily with organising and conducting community engagement workshops with adults and 

children in underprivileged communities.  I have facilitated a number of workshops in 

childrenôs homes and centres, focussed on personal and community empowerment.  Many 

children in these spaces have been abandoned, and many have been diagnosed with 

neurodevelopmental disorders or have social and behavioural difficulties. Most do not receive 

any form of therapeutic intervention or assistance.   

A study conducted by UNICEF on children with disabilities in South Africa from 

2001 to 2011, identified that nearly thirty percent of children in registered child and youth 

care facilities are reported to have at least one type of disability and most facilities are not 

equipped to cater for them (DSD, DWCPD & UNICEF 2012).  The report identified several 

challenges in how disability is dealt with.  Of the nearly 2.1 million children classified as 

disabled (11.2 percent of the total child population), poverty was found to have a profoundly 

negative impact on children with disabilities.  Disabled children have less access to schools in 

general, and although special needs schools have increased, there are still far too few to deal 
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with the children defined as disabled and in need of high levels of support.  A study 

conducted on schools in the Western Cape found that only 0.1 percent of children are 

diagnosed on the autism spectrum, however, the worldwide prevalence of autism is at least 10 

times higher, at 1 to 2 percent (Spectrum News, 8th September 2017). Professor Petrus de 

Vries, head of Child and Adolescent Psychiatry at the University of Cape Town, believes that 

these numbers are artificially low due to a lack of diagnosis and that many of these children 

are not in school (ibid.).  The UNICEF study also found that children with disabilities were 

more likely to suffer from illness and poor health, are more prone to abuse and neglect, and 

had less access to the criminal justice system.  In rural areas, the majority of disabled children 

do not receive rehabilitation services or the assistive devices that they require for their 

disability. As noted by Watermeyer and colleagues, ñthe primary story of disability in South 

Africa is one of social oppressionò (2016:1).  

A clear and consistently applied definition of disability, and ñthe components that 

make up the experience of disabilityò, is required in South Africa (Watermeyer et al. 

2016:17).  At the Africa Regional International Meeting for Autism Research in 2017, 

multiple teams reported that common diagnostic tests for autism do not translate well to 

African cultures due to the diversity of cultural contexts, although some efforts were being 

made amongst isiZulu speaking children (Chambers et al. 2017).  The research team found 

that a number of words, phrases and cultural practices lack relevance to children in South 

Africa, identifying the need for translated tools and an open source project to address 

screening, diagnosis and therapy (Spectrum News, 11 September 2017). UNICEF 

recommended improvements in the Care Dependency Grant (CDG), assistive devices, 

rehabilitation services, early childhood development services, inclusive education, and access 

to health facilities, but each of these areas experience problems in service delivery.  Central 

to lack of delivery is a non-alignment between government departments, including the 

departments of education, health, and social development, and between state and civil society 

organisations around funds provision.   

In addition to the lack of service delivery and support around disability in South 

Africa, a major underlying challenge identified in the UNICEF report was societal attitudes 

towards disability.  Although there has been a shift in government policy from a medical and 

welfare model to one based on the social model, where human rights are considered, most 

adults and children experience discrimination for their disability in their communities: 

https://www.spectrumnews.org/wiki/prevalence
http://www.psychiatry.uct.ac.za/psych/staff/petrus-de-vries
http://www.psychiatry.uct.ac.za/psych/staff/petrus-de-vries
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Children who participated in the focus group discussions that formed part of the study 

reported that peopleôs negative attitude towards them was one of the most difficult 

things for them to deal with.  Their greatest dislikes were being laughed at, being 

called derogatory names, and being teased about their disabilities. (DSD et al. 

2012:17) 

There has been some policy development, including a White Paper (6) on inclusive 

education and the Childrenôs Act (2005) implemented in 2010.  However, there is an absence 

of a concrete plan for the implementation of these services.  This leaves children with 

disabilities, and especially those growing up in an institutional environment, in a precarious 

and vulnerable position in their communities and society as a whole.  

A combination of my subjectivity, together with an appreciation of the lived 

experienced of disabled children in our many child and youth care centres or homes, 

prompted my desire to conduct an in-depth exploration of how children experience 

neurodevelopmental challenges.  Due to the structural inequalities in South Africa, many 

disabled children remain undiagnosed and have little access to therapeutic support.  My 

research focussed initially on children from middle-class backgrounds, many of whom had 

access to special needs support. A primary point of inclusion was that the children had some 

form of neurodevelopmental diagnosis, and understanding of this diagnosis, and were thus 

able to assent to taking part in my study.  I did gain a more varied perspective in my second 

round of fieldwork which was conducted at an institution for autistic and special needs 

children in Johannesburgôs inner city.  However, the issue of access to and support of special 

needs children from disadvantaged backgrounds, remains a major concern in disability 

studies in South Africa. 

Reframing neurodevelopmental disabilities 

The World Health Organization defines disability as an umbrella term covering 

ñimpairments, activity limitations, and participation restrictionsò7 on its website.  It describes 

disability as not just a health problem, but rather ña complex phenomenon, reflecting the 

interaction between features of a personôs body and features of society in which he or she 

livesò, acknowledging the role that context plays in its definition and experience (ibid.). It 

also points out that overcoming a disability requires interventions to remove both 

environmental and societal barriers.  From an anthropological perspective, this definition 

 
7 http://www.who.int/topics/disabilities/en/ Accessed 20/05/2015 

http://www.who.int/topics/disabilities/en/
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supports the social model of disability that emerged in 1980s, where disability was not 

defined as a medical condition, but rather as the disabling by society of people who are 

deemed different or atypical (Ablon 1981; Oliver 1992; Shakespeare 1996; Kasnitz & 

Shuttleworth 2001; Ginsburg & Rapp 2013). 

Despite this shift of focus, medical diagnosis still plays an important role in 

understanding, treatment, and support of disabilities. My own experience of diagnosis was 

both liberating and disempowering; it helped me understand my challenges and provided me 

with accommodations to deal with them, but living with a label of ódisabilityô and difference 

can impact negatively on oneôs identity and self-esteem.  The most frequently cited 

diagnostic manual amongst practitioners and disability commentators in South Africa is the 

Fifth Edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM-5 2013), 

published by the American Psychiatric Association. The fifth edition of the manual, for the 

first time, indicates possible comorbid conditions.  As noted above, although I was only 

diagnosed with dyslexia as a child, my later diagnoses of ADHD, difficulty with behaviour 

regulation, anxiety, depression, and sensory sensitivity are typical comorbid impairments 

amongst children diagnosed with neurodevelopmental disorders.  

A detailed analysis of the more than 200 possible neurodevelopmental and 

behavioural disorders in DSM-5 reveals that most children have a range of challenges that 

they experience to a greater or lesser degree. Their experience can also depend on context and 

how they are feeling or coping on a particular day. Much of the popular discourse and 

diagnoses are described using the analogy of a óspectrumô.  The spectrum language is used to 

describe many disorders including neurodevelopmental, psychotic, bipolar, depressive, 

anxiety, obsessive-compulsive, trauma, stress, dissociative, somatic, and more. What 

constitutes this spectrum is not always defined in detail, but there is often reference to 

variation in functioning and support needs, especially in the diagnosis of autism spectrum 

disorder.  Although many autistic adults contest the concept of being ólowô or óhighô 

functioning, most do ascribe to the spectrum analogy.  To them, however, this is not seen as a 

linear spectrum, but rather a kaleidoscope of attributes that could impact on a personôs level 

of difficulties in different areas. This is beautifully illustrated in Rebecca Burges simple 

cartoon on the subject titled óUnderstanding the Spectrumô, which she launched for Autism 

Acceptance Week in 2016 (The Art of Autism, 5th March 2019). The cartoon has been widely 

praised by the autistic community as reflecting how they experience their world.  It illustrates 

the multitude of ótraitsô, and how their brains process information, rather than a linear model 
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which defines an individual as either ñvery autistic,ò ña little autistic,ò or somewhere in 

between.  Burges explains that these different traits can be broadly divided into categories 

such as language, motor skills, perception, executive function, and sensory filters, as 

illustrated in Figure 1 below: 

Figure 1. 

Although I have not been diagnosed on the autism spectrum, this illustration most 

aptly depicts my experience of living with a range of disabilities.  It also best represents my 

experience and understanding of engaging with children and adults who have been diagnosed 

with learning disabilities and neurodevelopmental disorders.  

Burgeôs spectrum shows the comorbidity of neurodevelopmental challenges that can 

span intellectual, communication, autism, attention-deficit/hyperactivity, learning and motor 

disorders (DSM-5 2013). Whilst these differences are often challenging, they can provide 

unique and different ways of perceiving and engaging with the world.  The neurodiversity 

movement, conceived by sociologist Judy Singer in 1998, rejects the pathologising of these 

differences, positioning them rather as natural expressions of human diversity (Bagatell 2007; 

Grinker 2007; Lawson 2008; Savarese 2013; Singer 2016). The movement, popularised by 

Steve Silbermanôs cult classic Neurotribes (2015), has becomes a rallying cry for many 

autistic adults and advocates.  However, some parents of autistic children and researchers 

believe it fosters division amongst autistic and non-autistic communities. Neurotypical 
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individuals and the medical research community are positioned as the oppressors in the social 

disabling of atypical individuals (Aeon, 12th September 2019).  In the field of Critical Autism 

Studies, scholars argue that the neurodiversity movement can be viewed as a form of identity 

politics, that ñdichotomises would be alliesò by not representing all interested atypical parties 

(Russell 2016:288).  Conversely, the movement is also believed to undermine the severity of 

challenges that many autistic individuals with severe mental retardation and substantial 

intellectual delays experience in their daily lives (Cortical Chauvinism, 5th January 2015).  

Francisco Ortega (2009) argues that the neurodiversity movement reframes atypical children 

and adults as ñcerebral subjectsò in the tradition of medicalisation and is in danger of 

becoming both a ósolipsisticô and óreductionistô ideology. For all its criticisms, however, the 

neurodiversity movement is still aiming for a non-pathologizing form of identity for 

individuals identified as atypical or different (Russell 2016).  

Whilst the neurodiversity movement helps us to understand the complexity of the 

atypical experience, it still appears constrained by biomedical categories. Research tends to 

focus on specific areas or challenges, rather than a holistic lived experience. Exploration also 

tends to focus on the behaviours that show up, rather than delving into the motivation or 

meaning of these behaviours from the perspective of the diagnosed child or adult. Although 

Burgesô illustration goes some way to explaining the spectrum of an atypical lived 

experience, it still focusses primarily on medical categories of disablement. It does not 

explore how some atypical differences can be experienced as enabling or enhancing. Many 

atypical children and adults identify with their differences, as they enable unique and 

sometimes exceptional ways of perceiving and engaging with the world. This is not to 

diminish the often debilitating physical, emotional, and social challenges that they encounter 

in their day-to-day lived experience, but rather to explore the possible benefits to atypical 

ways of being. Ralf Savarese (2013) refers to this as óNeurocosmopolitanismô, a form of 

global atypical citizenship, with a shared value set that stands up to the pathologizing of 

differences.  His greatest concern, however, is that óneurotypicalsô are often not prepared to 

meet this community half way, and ñapprentice themselves to an autistic neurologyò, instead 

expecting the neurodiverse community to do all the work in this ñcross-cultural and cross-

sensorial exchangeò (Savarese 2013: 192; 193).   
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Thesis map 

As our understanding of neurodevelopmental difference increases, so too does our 

acknowledgement that it is a clustering of characteristics rather than individual biomedical 

diagnoses requiring specific treatment protocols.  In contrast to modern trends of specialist 

focus and interrogation, the appreciation of the lived experience of óatypicalnessô comes from 

expanding our inquiry to all possible inputs at a physical, intellectual, emotional and social 

level.  The assemblage of differences in the context of social and political influence captures 

the true lived experience of someone defined as atypical.  Beyond understanding the 

difficulties and possibilities encountered by the atypical body, an appreciation of how this 

impacts on personal and social identity in the context of an ever-changing world provides a 

far more accurate appreciation of the experience.  It also reveals a new world of biosociality 

of atypical culture, as illustrated amongst growing autism, ADHD, and differently abled 

learning communities. 

In this thesis, informed by anthropological, biomedical, and social theory, I explore 

new ways of conceiving the atypical child.  As with understanding lived experience, the key 

to problematising atypicality lies not in discounting the medical model for a social model of 

disability, developmental models for neurodiversity, or precariousness for biosocial 

empowerment, but rather in understanding how they relate to each other. In the chapter on 

creating a phenomenology of atypical children, I define what Peter Willis (2011) describes as 

óthe thing themselvesô, the phenomena that I wished to explore. Robert Merton (1987) notes 

how in the study of phenomenology, it is important to establish what the phenomenon is, and 

that it does indeed exist.  One then needs to examine óspecified ignoranceô around the 

phenomena, or what is known or unknown about it. Finally, he supports the creation of 

óstrategic research materialsô, or ways of positioning or presenting the phenomena that 

enables ñfruitful investigation of previously stubborn problems, and the discovery of new 

problems for further inquiryò (1987:1). To this end, I developed a model that explores stages 

of engagement or sociality, where atypical behaviours, difficulties or differences are most 

acutely experienced or observed. These stages include presence, perception, control, 

participation, flow, communication, and adaptability. I explore each of these stages in the 

chapters that follow. 

The chapter on presence examines how atypical children óshow upô in their world, and 

how they define their personal and social identity. I start with Puck, one of my atypical 

subjects, and examine his account of his life to date. I then explore the different worlds that 
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atypical children inhabit and how these influence their identity and sense of self.  I also 

examine their embodied experience of their world, when they are feeling strong and healthy, 

and when they are feeling vulnerable and unwell. As many of their challenges are related to 

neurological development, I spend some time understanding their perceptions of their brains 

and of learning. I conclude by exploring what the children dream for themselves in the form 

of their personal vision and beliefs, illustrating the many óanomaliesô they are contending 

with in exercising their agency as atypical children in a neurotypical world.  

The chapter on perception, control and participation explores how atypical children 

experience their world. I start with a detailed account of the childrenôs difficulties in 

accessing or interpreting internal and external sensory inputs. Beyond sensory and emotional 

processing challenges, I examine the difficulties they have in perceiving their world, through 

common comorbid barriers of pain, allergies, and a disconcerting lack of bodily boundaries. 

From a social perspective I explore common atypical challenges of prosopagnosia or face-

blindness, sensory sensitivity, and difficulty in making eye contact. Ultimately, I examine 

how ópermeableô atypical children feel to the world around them.  On the one hand this 

invites new and interesting insights into the world, but on the other, it calls for increased 

levels of self-protection in the form of physical, emotional, and social boundaries. 

The chapter on flow, communication and adaptability explores how atypical children 

respond to a changing world.  I examine the high levels of trauma and complex post-

traumatic stress disorder (cPTSD) in atypical children, due to their extreme sensory 

sensitivity, uncompromising remedial and behavioural therapies, and the relentless bullying 

they often experience on a day-to-day basis.  The constant assault on their vulnerable bodies 

also appears to lead to an increased susceptibility to a broad range of illnesses, syndromes, 

and auto-immune diseases. This is believed to be due to exhausted autonomic nervous 

systems and a seemingly constant sympathetic stress responses to living in a world that is 

perceived as dangerous and alienating. Their tendency to ódisrupt the flow of their livesô is 

examined at physical, intellectual, emotional, and social levels. This includes the childrenôs 

range of eating, digestion and elimination challenges, the disruption to their flow of learning 

due to concentration difficulties, emotional dysregulation and social awkwardness. In the 

section on communication I explore how nonverbal atypical children find new ways to 

express themselves using their bodies and alternative communication devices.  I question 

current theory of mind and empathy models that appear out of touch with atypical 

experiences and argue for a new understanding of empathy that moves beyond cognition 
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between human beings.  Finally, I examine how atypical children can overcome great 

obstacles and adapt to an everchanging environment if they have developed a personal vision 

or purpose.  

I conclude the dissertation by proposing a new model or spectrum to understand 

atypical behaviour, and the meaning of those behaviours, that considers first and foremost the 

perspective of the atypical child.  
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CHAPTER 2 

THE EMERGENCE OF ATYPICAL  

In my child protection community work, I usually start discussions with a simple 

question: ñWhy do we have children, and what is their purpose in our lives?ò The response is 

often a shocked silence, followed by nervous giggles, and finally a litany of reasons as to why 

children play an important role in families and society.  From being a tangible expression of a 

couplesô love for each other, to the passing on of genes, and ultimately the hope of a better 

future, a range of reasons are presented to me.  Sometimes the reasons are less positive: ñthey 

are often a mistakeò, ñbecause my culture expects it of meò, ñthey are a great source of 

labourò and ñthey are a good retirement planò.  I use this exercise to get my participants to 

think about the role of children in society, and to explain that just as an organisation with a 

clear purpose is often far more stable and focussed on building a positive future, so too are 

children.  If a childôs role has been articulated to them in their family, their community and in 

society at large, they are able to fulfil that role.   

 The most interesting responses, however, come from the children themselves.  When I 

ask them, ñwhy do you think you are here?ò and ñwhat do you think your purpose as a child 

is?ò again, there is much laughter and hilarity, but their responses are telling, and often 

different to that of their parents or caregivers.  They speak of their role as catalysts of new 

ways of being in the world, creating a more loving, caring and connected world where they 

are safe and can be who they want to be, without judgement or the need to fulfil otherôs 

expectations of them.  They are the óauthorsô rather than the ósubjectsô of their lives, as noted 

by Manderson and colleagues (2016): 

Children are the subjects of patterns of socialization, formal and informal learning, 

and ritual occasions that ómakeô them human, but they are rarely represented as social 

actors who might contribute to our knowledge of social processes, structures and 

institutions or to our imagination of social life (2016:48). 

Children and their perspectives have been neglected by anthropologists, as they are 

perceived as products of societal structure who are still óbecomingô, rather than fully realised 

human beings, with their own thoughts, feelings and agency (Piaget 1936; Geertz 1960).  

This, however, is changing as more ethnographies are shared that illustrate the plurality of 

childhood and how children are not just passive recipients of adult culture, but rather active 

participants in the complex relationships and social interactions that make up their world.  As 
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noted by Sean Jones in Assaulting Childhood, his exploration of childrenôs experiences of 

migrancy and hostel life in South Africa in the late 1980s, we need an anthropology which 

ñacknowledges and accounts for both childhood in culture and culture in childhoodò 

(1993:6). 

This óanthropology of childhoodô should question ónormative behaviourô, as 

demonstrated in Margaret Meadôs pioneering work Coming of Age in Samoa (1928).  

Although contested by Freeman (1983), Mead illustrated stark differences in attitudes 

towards puberty and sexuality amongst young women in Samoa and conservative America at 

the time.   We need to question how we conceptualise and construct children, childhoods, and 

child participation in different social environments (Reynolds 1989; Le Vine 2007; Lockhart 

2008). We also need to move beyond positioning children in the context of protectionism and 

vulnerability (Burman & Reynolds 1986; Scheper-Hughes & Sargent 1998). Despite the 

United Nations óDeclaration on the Rights and Needs of Childrenô in 1989, the application 

and implementation of these rights differ in cultural contexts around the world (De Sousa 

Santos 2008). Rather than protecting children, the strict implementation of childrenôs rights is 

seen as an attempt to discipline countries believed to be politically and/or ethically 

questionable (Kleinman et al. 1997). However, children often do need to be protected in our 

increasingly óadults centred societyô, as Nancy Scheper-Hughes and Carolyn Sargent argue: 

ñtraditional cultural and moral relativism may no longer be adequate for the complex 

transnational world in which we liveò (1998:9).  They call for a new ethical standard that 

invites ñradically different cultural and philosophical sensibilitiesò in the creation of a child 

centred anthropology (1998:15). 

Childhood and medicalisation 

Childhood has been increasingly medicalised through global health initiatives such as 

breastfeeding, growth monitoring, immunisation, and oral rehydration therapy (Scheper-

Hughes & Sargent 1998; Manderson et al. 2016). The focus has been on global solutions that 

are low cost, require little technology, and that focus primarily on the individual child or 

mother-child dyad.  In her research for the First Thousand Days of Life,8 Michelle Pentecost 

illustrates how ñnew biosocial concepts of life arrive in policy and public spheresò (2018:29). 

The first thousand days, the period from conception to a childôs second birthday, is seen as a 

critical time in shaping a childôs ability to develop and grow.  In her study of epigenetics in 

 
8 http://www.thousanddays.uct.ac.za/ Accessed 28th March 2019. 

http://www.thousanddays.uct.ac.za/
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everyday life, Pentecost notes that nutrition is perceived and used as a medical tool to 

decrease transgenerational risk of non-communicable diseases and improve ñfuture human 

capitalò (2018:4).  

The study of epigenetics, or how the experiences of previous generations can affect 

who we are, highlights the interconnectedness of the biological and the social as objects of 

study.  This is illustrated in social neuroscience research which explores how brain structure, 

function and even ongoing neuron production are partly produced through environmental and 

social relations (Meloni et al. 2018).  Concepts such as neuroplasticity illustrate how the 

brain can change and develop as a person grows older, influenced by factors such as 

nutrition, socio-economic status, stress, toxins in the environment, and the influence of 

previous generationôs lifestyles.  As noted by Richelle Mychasiuk (2015), in her study of the 

epigenetics of brain plasticity and behaviour, ñthe mammalian brain is unique in this respect 

as it develops intimately with the environment, both prenatally and postnatally in the context 

of all experiencesò (2015:848).   From the moment of conception our brains continue to 

develop, evolve, and adapt to a range of stimulus in a continuous and dynamic relationship 

between the epigenome, the environment, and behavioural outcomes.  Recent research 

conducted at Columbia University into the impact of childhood trauma on gut bacteria 

indicates that adversity early in life is associated with increased gastrointestinal symptoms in 

children and may impact on their brain and behaviour as they grow to maturity  (NNR, 1st 

April 2019). There is much epidemiological research into the impact of diet, famine and 

maternal stress on prenatal children and their increased likelihood of long-term 

neurodevelopmental disorders (Mychasiuk 2015). Weary of somatic reductionism from 

ómolecular levelô epigenetic research, Margaret Lock (2013) highlights the importance of 

concepts such as ólocal biologiesô and óembedded bodiesô that contextualise epigenetic 

findings in specific lived experiences complete with historical, social, political and 

environmental influences. As noted by Nancy Krieger (2005) in her work on embodiment in 

epidemiological research, our bodies are actively engaged entities that incorporate the world 

we live in, into our biologies.   

This world is comprised of animate populations and inanimate ecosystems that have 

evolved over time, with the living beings actively shaping and not simply passively 

responding to their environs. (Krieger 2005:351) 
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Krieger (2005) argues that our bodies are able to tell stories about how we exist, which donôt 

always match our stated accounts of this existence, and sometimes, how these stories are able 

to speak for us, when we are unable to.     

The interaction between the biological and social is keenly observed by disability 

scholars, where dominant theoretical perspectives include medical and social models of 

disability. Tom Shakespeare (1996) notes how disability can be viewed as both an active 

verb, as in the process of uncovering disabled people, and in the reflexive sense, where 

individuals identify themselves as part of larger groups or collectives.  He outlines five 

alternatives to identifying disabilities beyond biological determinism of impairment through 

physical difference: the social model; as a minority group; as social policy, in the tradition of 

Weber and Foucault; as definitions derived from social research or surveys; and, as a cultural 

category (1996:96-97). These alternatives illustrate how disability is socially constructed, and 

how people are ómade upô by the state, schools and other agencies that exert power over them 

and label them accordingly (Hacking 1986). Identity can be constructed both medically, 

around the impairment and perceived loss, or socially, as a result of negative social relations. 

In popular culture, disability identity is increasingly being represented as ósuperpowers:ô 

Percy Jacksonôs dyslexia, allows him to decipher ancient texts and clues in Percy Jackson and 

the Olympians series (Riordan 2005-2009); ADHD gives Spiderman the ability to assimilate 

complex physical activities simultaneously in Tom Hollandôs recent depiction of the 

character for Marvel Studios (2017); and autism gives Newt Scamander his sensitivity and 

ability to manage unusual animals in the recent Fantastic Beasts Series developed by J. K. 

Rowling (Warner Brothers Studios 2017, 2018).  However, it is often far more complex than 

this, as impairments create daily struggles that need to be overcome physically, intellectually, 

emotionally, and socially.   

óMedicalisationô describes a process by which nonmedical experiences become 

defined and treated as medical problems, usually as an illness or disorder. Key characteristics 

include universal representations of the ónormal bodyô versus that of the ósickô, ódisabledô or 

ódeviant bodyô.  Lock and Nguyen (2010) note that this is supported by: the systematisation 

of pathological science; the routinisation of physical examinations; population health 

monitoring and control; and finally, ñdividing practicesò, where the sick are divided from the 

healthy, illness from crime and madness from sanity (2010:69).  Medicalisation is usually 

reflected by the creation or construction of a medical category.  This category could be the 

expropriation of a common life process such as childbirth, menopause or anxiety, or what is 
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perceived to be deviant from what is considered normal, such as mental disorders, 

alcoholism, learning disabilities and autism spectrum disorder (Kitanaka 2012; Scheper-

Hughes 1988; Ong 1988; Ha et al. 2014).  Support is then gleaned from individuals, 

organisations, and the state for this new ómedical categoryô.  It is promoted and expanded, 

often with the support of the pharmaceutical industry, endorsed by health authorities, and 

finally what was a new jurisdiction is now a fully-fledged medical industry.  This is 

particularly true in the world of disability where perceived disorders are routinely 

institutionalised and reified.  People with disabilities are repositioned as consumers, and the 

market for rehabilitation continues to grow into a flourishing enterprise (Ingstad & Whyte 

1995:10).   

In the context of neurodevelopmental disorders such as autism, Ian Hacking (1986) 

argues that new categories of people are created and new ways of being identified. Once the 

distinction is made, new social realities of personhood become possible. However, these 

newly defined categories also create a power relation that can marginalise and prevent their 

inclusion and participation in mainstream society.  The term autism, derived from the Greek 

word for self (autos), was first used by Eugon Bleuler in 1912 to describe the social 

withdrawal he observed in schizophrenic adults (Fletcher-Watson & Happé 2019). In 1943, 

Leo Kanner published his article titled, óAutistic Disturbances of Affective Contactô, 

describing his clinical experience with eleven children who displayed many characteristics 

that we associate with autism today.  These characteristics included a ódesire for alonenessô, 

óinsistence on samenessô, óstereotypyô and óecholaliaô (1943:248). Although only widely 

discovered in the late 1990s, Hans Asperger (1991) published his work on óAutistic 

Psychopathyô in 1944.  Unlike Kanner, his definition allowed for a far broader inclusion of 

atypical children into the diagnosis of autism, including those able to socialise and 

communicate. Following Kannerôs hypothesis that autism may be related to a lack of 

emotional bonding between the children and their highly educated and often working 

mothers, Bruno Bettelheim published his now discredited ñrefrigerator motherò theory in 

1967.  This theory shifted autism from a purely medical to a socially derived disability, 

foreshadowing later diagnoses of óreactive attachment disorderô of autistic children due to 

cultural sensitivities in countries around the world (Ha et al. 2014).  The late 1970s saw the 

introduction of autism as a genetically based disorder following research conducted by Susan 

Folstein and Michael Rutter (1977).  The concept of an óautistic continuumô was introduced 

by Lorna Wing and Judith Gould in 1979, which formed the basis for how we understand 
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autism today as a spectrum disorder. From its naming, to diagnostic criteria and its expansion 

as a disability category, autism has evolved as a medically and socially constructed 

phenomenon.  Autistic individuals are now merging into cohesive minority cultural groupings 

with their own distinctive identity, complete with writing, art, and music (Strauss 2013).  Ben 

Belek (2020), in his study of autism as heredity and heritage, notes how autistic individuals 

conceive themselves as part of an autistic lineage, where personal diagnoses reveal new 

insights into family members from previous generations, and the possibility of producing 

autistic children themselves.  He notes: ñAutism can thus be understood as the temporal axis 

along which one imagines not only oneôs own life, but also oneôs familial origins, on the one 

hand, and familial horizons on the otherò (2020:Para 23). 

In contrast to views of kinship and familial heritage, medicalisation focusses on the 

individual (Watermeyer et al. 2016).  As an individualised experience, the structural and 

cultural contexts are not challenged, and differences are fetishised or overlooked in what Tom 

Shakespeare refers to as a ñmedical tragedyò (1996:99). In the classic tradition of Foucaultôs 

biopower of the late 1970s, individuals who do not fit into the norm are perceived as costly to 

society, and in need of efficient remediation back to an appropriate normative band.  

Practices such as rehabilitation, accommodation and special education are exercised as power 

over those who do not ófit inô. These regulatory mechanisms are used to remediate affected 

individuals to an acceptable standard, or to find an appropriate way to exclude them from 

mainstream society, often through institutions (Foucault 1982), as Vu Song Ha notes of 

Hanoi, Vietnam: 

A pervasive attitude expressed towards individuals with ASD is that they are 

worthless and burdensome for their family and society. Further, within the context of 

the recent government emphasis upon population quality within the family planning 

program and promotion of prenatal screening for foetal anomalies, parents of children 

with disabilities are viewed as irresponsible and failing as citizens to contribute to 

society through a quality child (2014:281).  

Within the realm of neurodevelopmental disorders, there has been much contestation 

over the development, revision, and overuse of diagnostic categories (Stone 1984). As most 

of these challenges are diagnosed clinically, through a detailed psychological assessment 

rather than through biomedical tests, there is also debate as to what constitutes an accurate 

diagnosis.  These can fluctuate from mental retardation, to learning disabilities, ADHD, and 
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autism spectrum disorder over the period of a subjectôs life, calling into question the 

effectiveness and accuracy of the process (Rapp & Ginsburg 2012:176).   

A disability diagnosis can have a marked impact on a family and a child.  In the 

global West, a diagnosis óentitlesô you to a range of remedial alternatives and social support 

in an effort to realise notions of equality, rights, and participation.  This support can be 

extensive and for some, it may be viewed as ñpolitical privilegeò (Ingstad & Whyte 1995:9). 

However, the label of disability can also lead to social segregation and invisibility, as 

acceptance turns to fear and an inability to speak openly about the impairment.  Much of this 

fear stems from the tacit belief that everyone is ósusceptibleô to becoming disabled through 

birth, trauma, illness and age, and as Ginsburg and Rapp remark, this challenges assumptions 

of ñstable identitiesò and ñnormativityò throughout oneôs life (2013:43).  In South Africa, 

although remedial solutions are far less accessible than in the global North, there are still state 

funded remedial schools and tax benefits in the private sector, contingent on a diagnosis of 

ómental impairmentô. 

A social model of disability 

Disability is a profoundly relational category, shaped by social conditions that exclude 

full participation in society.  What counts as impairment in different sociocultural 

settings is highly variable.  Recently, new approaches by disability scholars and 

activists show that disability is not simply lodged in the body but created by the social 

and material conditions that ñdis-ableò the full participation in society by those 

considered atypical. (Ginsberg & Rapp 2013:4.1/55) 

This introduction by Faye Ginsburg and Rayna Rapp to their Disability Worlds clearly 

illustrates how the social model of disability is a critique of the medical model and the ways 

that it defines, individualises and categorises atypical subjects.  In the social model, disability 

becomes associated with negative interactions between a person defined as impaired or 

disabled and their social environment.  Devva Kasnitz and Russell Shuttleworth note that 

ñdisability only exists in reference to abilityò, illustrating its social and cultural construction 

(2001:2-17).  Tom Shakespeare notes how questioning normality ñassumes a certain standard 

from which disabled people deviateò (1996:95). The social model of disability explores how 

the social organisation of a personôs daily life shapes their disability and impacts on their 

sense of personhood.  It explores what is enabling and disabling for the person defined as 
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atypical, and what unites them, rather than óessentialisingô their differences (Shakespeare 

1996). Whilst the medical model assumes a negative self-identity as the outcome of a defined 

disability or impairment, the social model tries to understand how their disability influences 

who they are and their way of being in the world.  By way of example, for people diagnosed 

on the autism spectrum there is much contestation over how their diagnosis is framed, and 

how this relates to their identity.  ñI am autisticò versus ñI am a person with autismò have 

distinctly different connotations. The first positions autism as a fundamental part of the 

individual; the second implies that autism is something that is separate to the person, and 

possibly unwanted or in need of remediation and cure. In her article titled, óAutisticô or óhas 

autismô, Fiona Churchman, the mother of an autistic child, explains that ñthe right words can 

show respect and help grow understanding [of autism], the wrong ones can destroy itò (ABC 

Life, 19th February 2019).   Chris Bonello, an autistic teacher, author, and speaker, asked 

subscribers to his website, óAutistic Not Weirdô,9 how they describe their diagnosis.  Of more 

than 11,000 people who responded, the majority preferred óautistic personô to óperson with 

autismô.   

There is a complex relationship between embodied limitations and social 

discrimination which is keenly observed in the language used to describe it.  Ginsburg & 

Rapp (2013) note how we use the terms ñdisabilityò and ñimpairmentò interchangeably in the 

definition and categorisation of normative subjects.  This supports Shuttleworth & Kasnitzô 

statement that the anthropology of impairment-disability ñsuffers from terminological 

confusion, theoretical oversimplification, and a radical relativist biasò (2004:153).  In the 

context of autism, this oversimplification and bias is observed in the used of ófunctioning 

labelsô.  In the DSM-5, the diagnosis for autism is divided into three severity levels: Level 3, 

ñrequiring very substantial supportò; Level 2, ñrequiring substantial supportò; and Level 1, 

ñrequiring supportò (2013:52).  Despite this spectrum focussing on levels of support required, 

many people refer to functioning labels of ólowô, ómediumô or óhighô, or severity levels of 

ómildô, ómoderateô or ósevereô, to differentiate between how they perceive autistic peopleôs 

levels of functional ability or independence in the world.  óHigh Functioning Autismô (HFA) 

is frequently referred to in literature on autism as Aspergerôs Syndrome,10 and is usually 

associated with the results of the Griffiths Mental Development Scales11 and standardised IQ 

 
9 http://autisticnotweird.com/ Accessed 30/03/2019 
10 Identified by Hans Asperger in 1938, this is now referred to as Level 1 Autism in the DSM-5. 
11 https://psychologicalassessmentinsouthafrica.com Accessed 05/04/2019. 

http://autisticnotweird.com/
https://psychologicalassessmentinsouthafrica.com/
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tests.  Murray (2009) notes that the concept of functionality is central to how neurotypical 

individuals understand autistic ways of being in the world, but that this results in the 

oversimplification of óautistic presenceô and intelligence.  Chris Bonello explains how óhigh 

functioningô implies the need for medium and low functioning, which is insulting and 

possibly biologically incorrect for most autistic individuals (Autistic Not Weird, 1st July 

2015). 

Judging an individualôs worth based on their lack of physical or mental ability is not 

uncommon, as disabled anthropologist Robert Murphy notes: ñThe disabled are often vaguely 

blamed for their condition, or at least for not achieving maximum recoverò (1990:152). 

Lenore Manderson explains how ñunruly embodiment is often interpreted not as an artefact 

of a physical event, but as the corporeal symbol of a fundamental failure or decay in 

characterò (2011:35). Autistic writer Jessica Flynn counters the ómorality of the good bodyô, 

glorified in modern society, by stating: ñIôm not embarrassed to admit I need supportéItôs 

not shameful to admit the world was not made for youò (The Mighty, 23rd July 2018). It is 

these perspectives that the social model of disability attempts to question, as noted by Tom 

Shakespeare: ñSocial approaches view negative self-identity as a result of the experience of 

oppressive social relations, and focus attention on the possibilities for changing society, 

empowering disabled people, and promoting a different self-understandingò (1996:97). 

Beyond its framing, terminology and language, the contestation of disability labels 

extends to the validity of diagnoses itself (Arnold 2016; Milton 2016). Neil Greenspan (2018) 

argues that autism is a combination of a number of variations of many different traits: 

ñreferring to this variation as a óspectrumô, defined as a range of values along an axis, 

understates the extent of such variation and can foster incorrect inferencesò (2018:213).  

Neurodiversity scholars argue that at some point, we will need to move beyond the simple 

pathologising of differences and acknowledge that these differences are a result of human 

diversity.  Rather than diagnosing new or expanding categories of neurodevelopmental 

disorders, it is time to expand our definitions of what is perceived as normal and acceptable 

(Bagatell 2007; Grinker 2007; Lawson 2008; Savarese 2013; Singer 2016). Some of the 

concerns surrounding diagnoses reflect the often seemingly arbitrary use of the word 

óspectrumô. Francisco Ortega (2009) argues that whilst concepts such as neuroplasticity help 

to explain the diversity of atypical brains, homogenising neurotypical and atypical individuals 

on a single spectrum is paradoxical.  The óspectrumô analogy also creates space for the 
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appropriation of an autism diagnosis, where neurotypical individuals claim, ñbut arenôt we all 

on the autism spectrum?ò This is found to be extremely offensive by the autism community, 

who argue that if you cannot match an autistic personôs life experience, you should not try to 

claim their identity.  Bonello notes that ñif everyone really were óa little autisticô, people 

would try to understand our social differences rather than trying to solve themò (Autistic Not 

Weird, 2nd October 2017).  A linear spectrum view is therefore considered problematic, as it 

does not account for various combinations of traits. However, even with a kaleidoscopic or 

multi-trait view, there is still much debate around the constitution of this spectrum.  

These conflicting views about autism, its diagnosis, and the epistemological integrity 

of how it is studied and understood, led to the creation of a new field in disability theory in 

the late 1990s, referred to as Critical Autism Studies (CAS).  The formation of CAS focussed 

on three key platforms.  The first was the exploration of the power relationships that construct 

autism. The second was to explore autistic narratives that challenge the dominant medical 

discourse. The third was concerned with creating theoretical and methodological approaches 

that are both emancipatory and respectful of the individual nature of autism and emerging 

autistic culture (Davidson & Orsini 2014; Woods et al. 2018).  However, even CAS is 

contested, with the Re-Thinking Autism Network (RAN) questioning the scientific validity of 

an autism diagnosis and the meaning of this label, especially given the multitude of comorbid 

challenges often diagnosed alongside it  (Woods et al. 2018). The questions of what 

constitutes an autism diagnosis and whose voice should be prioritised (autistic versus non-

autistic but still atypical) are central to the conflicts that have arisen within this field of study, 

which includes both the autistic rights and the neurodiversity movements. The primary fear is 

that by including non-autistic voices, autistic voices will once again be marginalised.  

However, exclusion of the range of perspectives contained in the neurodiversity movement 

that fall outside of a traditional autism diagnosis fails to address the complexity of the lived 

experience of individuals who occupy the broader category of atypicality, as identified in this 

study. In their review of CAS, Woods et al. (2018) propose Mitzi Waltzô definition, which 

prioritises inclusion rather than exclusion, as she notes: 

The ócriticalityô comes from investigating power dynamics that operate in Discourses 

around autism, questioning deficit-based definitions of autism, and being willing to 

consider the ways in which biology and culture intersect to produce ódisabilityô. 

(Waltz 2014:1337) 
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Of primary importance to CAS is the reclaiming of the autistic narrative by autistic persons 

as primary producers of autistic knowledge (Arnold 2013; Waltz, 2014; OôDell et al. 2016). 

Claiming disability rights  

The disability rights movement emerged in the mid to late 20th century with the aim 

of improving the lives, social inclusion, and equality of those diagnosed as disabled or 

impaired.  This social movement included attention to issues such as eugenics, citizenship, 

state policy and human rights (Ingstad & Whyte 2007).  Its goal was, and remains, a desire to 

create a democratic society for those defined as disabled, supporting their rights to social 

access, education, employment and a supportive legislative framework within which to 

realise their best futures (Phillips 2011; Kohrman 2005; Watermeyer et al. 2006).  One of the 

greatest challenges noted by the atypical community, is that their views are often not heard or 

even considered.  This is a major criticism of Autism Speaks, the largest autism foundations 

globally.  The organisations spends in excess of $14 million annually on research; however, 

most of this is dedicated to finding biological markers for autism, causation and prevention, 

including prenatal testing.12  Its advertising campaigns, notably the ñI am Autismò 

commercial, launched in 2009, positions autism as a terrifying presence that will ñbankrupt 

you", "make your marriage fail", and "rob you of your children and your dreamsò. 13  The 

Autistic Self Advocacy Network, whose motto is ónothing about us without us,ô notes: 

ñAutism Speaks uses its platform and advertising budget to portray autism and autistic people 

as mysterious and frightening, their fundraising tactics increase stigma and create barriers to 

the inclusion of autistic people in our communitiesò (Autistic Self Advocacy, April 2017).   

The New York University Child Study Centre launched a poster and billboard 

campaign entitled ñRansom Notesò in 2017, with the aim of creating awareness of 

neurodevelopmental and psychiatric challenges including ADHD, autism, bulimia, and 

obsessive-compulsive disorder, as depicted in Figure 2 below. The posters imply that these 

various disorders ókidnapô children, stating: ñDonôt let psychiatric disorders take your childò.  

They go on to explain that they are dedicated to helping children ñtake back their childhoodò, 

by preventing, identifying, and treating these psychiatric and learning disorders. Anne 

McGuire (2016), in her book War on Autism, illustrates how advocacy groups often position 

autism outside of the child, medicalising it as a separate condition that parents can use as a 

 
12 https://www.autismspeaks.org/about-us Accessed 01/04/2019 
13 https://www.youtube.com/watch?v=9UgLnWJFGHQ Accessed 01/04/2019 

https://www.autismspeaks.org/about-us
https://www.youtube.com/watch?v=9UgLnWJFGHQ
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target for their frustration.  This creates a conflict between the children and adults who 

identify with their diagnoses, and their parents, teachers and therapists who target their 

challenges for remediation and possible cure. 

Figure 2. 

Grinker (2014) observes how the positioning of autistic children as vulnerable and 

weak, allows them to become the object through which adult subjectivities can be imagined 

and performed, as illustrated by the anti-vaccination movement (Hussain, Ali & Hussain 

2018). Following the publication of a now discredited study by British researcher and 

medical doctor, Andrew Wakefield, in The Lancet in 1998, many parents around the world 

choose not to vaccinate their children for incorrectly fearing that the measles, mumps and 

rubella (MMR) vaccine may cause autism in young children.  Despite proving the fraudulent 

nature of the study, the withdrawal of the article from The Lancet, the stripping of 

Wakefieldôs licence to practice medicine, and extensive global research refuting the claim, 

the World Health Organization notes that the anti-vaccination movement is now a threat to 

global health (WHO 2019).  From a social perspective, this movement positions children as 

completely vulnerable and subject to external forces that could damage or destroy them. The 

discourse implies that a diagnosis of autism is worse than contracting a vaccine-preventable 

disease which often results in the death of the child. 
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Autism Speaks, and other cure orientated advocacy groups, are also heavily criticised 

from a therapeutic perspective by the autistic community for its support of Applied 

Behaviour Analysis (ABA).  This therapy is often referred to as abusive by autistic adults, 

despite being supported by many parents of autistic children.  Part of the controversy is 

related to the fact that its original creator, O. Ivar Lovaas, used electric shock therapy to stop 

children from engaging in obsessive, repetitive behaviours commonly referred to as 

óstimmingô (discussed in later chapters).  Milton and Lyte (2012) refer to this therapy as an 

attempt to ónormalise behaviourô, which often results in the psycho-emotional disablement of 

autistic people. Modern ABA practices have largely but not entirely removed these painful 

inducements (ABC News, 2nd July 2018). Autistic author, C.L. Lynch, notes that although 

ABA has evolved substantially over the years, the underlying goals have not changed: ñIt is 

these goals that, like gay conversion therapy, do long-term damage to the human psycheò 

(Neuroclastic, 28th March 2019).  The goals she is referring to include the remediation or 

eradication of autistic behaviours, such as stimming and lack of eye contact, rather than 

addressing the childôs emotional needs, and seeing these practices as forms of communication 

and self-regulation (Baggs 2007, 2010).  Lynch explains that the reason parents and therapists 

do not see ABA practices as abusive, is because they cannot observe the therapy from an 

autistic point of view. 

Cultural relativity and the other  

 The concept of cultural relativity, where a personôs beliefs, values and social practices 

are understood based on their cultural context, is a fundamental principle in the study of 

anthropology.  Key to this principle is how different cultures perceive óothernessô.  The social 

model of disability explores how disabled people are óotheredô by the society within which 

they live. Disability, as a social construct, is about understanding a societyôs standards for 

normative bodies and how disabled bodies are believed to deviate from this (Armstrong & 

Maureen 1996; Holzer et al. 1999; Ingstad & Whyte 1995).  It explores how different 

cultures conceive and understand disability in different ways (Holzer et al. 1999; Littlewood 

2006; Whyte 1995).  Much exploration of the social model supports Erving Goffmanôs 

(1963) foundational views on stigma and how people attempt to manage and/or conceal their 

atypical behaviours and appearance for fear of shame and being discredited socially.  These 

studies span dwarfism, deformity, and genetic disorders (Ablon 1981, 1984, 1999), mental 

retardation (Edgerton 1967, 1984), epilepsy (Whyte 1995) and autism spectrum disorder (Ha 

et al. 2014). 
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Richard Grinker (2007), in his anthropological exploration of autism around the 

world, shares the story of a young isiZulu boy diagnosed with autism at the age of two, in 

South Africa.  The childôs father and mother viewed his óproblemsô as a disability; however, 

his grandparents perceived it as a disease, bad luck or punishment meted out by their 

ancestors and possibly even spirit possession (2007:203).  When the parents finally relented 

and took the child to an inyanga,14 the diagnosis was deemed to be óancestral punishmentô; 

however, this was qualified as ña white manôs disease called autismò (2007:205).  Grinker 

also found that in South Korea, psychiatrists often diagnose children on the autism spectrum 

with Reactive Attachment Disorder (RAD), a retardation of the brain caused by extensive 

neglect, as this is perceived to be more óculturally acceptableô (2007:12).  Anne Fadiman 

(1998) illustrates how a clash of cultural understanding and treatment of epilepsy led to 

devastating consequences for a Hmong child in California.  The doctorôs clinical 

professionalism was viewed as arrogant and indifferent by the childôs parents, who perceived 

the illness as a óloss of soulô, rather than a neurological abnormality.  In Vietnam, Ha and 

colleagues (2014) report similar challenges in the cultural interpretation of autism: 

ASD has been socially constructed as a disease and family problem rather than a life-

long developmental disorder that needs support from government. Social attitudes in 

Vietnam towards people with ASD are based upon stereotypes of people with ASD as 

mentally ill and potentially dangerous and traditional beliefs in rebirth and karma 

which associate disability as a consequence of an ancestorôs karmic demerit. This 

discredits the whole family, a finding reported in other Asian settings such as South 

Korea and China (2014:284). 

The definition of what constitutes disability is often dependent on a societyôs belief 

system and its broader cultural codes for health and wellbeing.  As noted by Grinker, 

ñ(a)utism, like all disorders, does not exist outside of culture, it is culture that sees something 

as abnormal or wrong, names it, and does something about it, and all cultures respond to 

illness differentlyò (2007:12). These dominant social codes have major implications for those 

who do not fit into accepted societal norms and illustrate how disability can be viewed as a 

model for the production and reproduction of social inequality. 

Paraplegic anthropologist, Robert Murphy (1995), attributes much of the social 

exclusion and stigmatisation of disabled people to the psychological mechanisms of 

 
14 The name for a traditional Zulu healer in South Africa. 
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óprojectionô and óidentificationô.  He notes that ñthe disabled arouse in the able bodied the 

fear that impairment could happen to them,ò and possibly even guilt that it has not 

(1995:143).  He argues that the disabled become a symbol of ófailure, frailty, and 

emasculationô, the counterpoint to normality, the quintessential óotherô. óOtheringô evolves to 

invisibility, as people are taught to fear and avert their eyes from those who are different. 

This, however, creates a moral dilemma as people find themselves both wanting to help those 

in need, while rejecting their difference or finding them frightening.  Murphy uses the 

framework of óliminalityô to explain these conflicting values, a concept that is widely 

associated with órites of passageô (1995:153).  In his view, the three phases of rites of 

passage, óisolation and instruction of the initiateô, óritual emergenceô, and óreincorporation 

into society in the new roleô, aptly describes the experience of a person diagnosed as 

disabled.  The ósocial limboô that liminality represents also describes how atypical people are 

viewed outside of formal social systems and the change in their social status (Devlieger 1999; 

Murphy 1990; Murphy et al. 1988; Stiker 1999).  This ambiguous state of liminality may 

remain throughout a personôs life, or they may reject this state and create their own disabled 

culture (Ingstad & Whyte 1995).  For people with hearing impairments and people with sight 

impairments, this ósocial limboô has led to ócreated communitiesô, moving from strategies to 

survive to newly defined minority groups (Becker 1980; Groce 1988; Gwaltney 1970; 

Deshen 1992; Ha et al. 2014).   

Disability in the context of the social is therefore not just related to difference and 

stigma but to personhood itself.   Susan Reynolds Whyte and Benedict Ingstad, in their 

exploration of disability and culture, pose the question: ñare people with impairments, 

impaired people, and are they valued differently than other members of society?ò (1995:10). 

Today in Iceland more than 85 percent of pregnant women opt for prenatal testing for Downs 

Syndrome and termination if results are positive.  This has reduced the incidence of this 

chromosomal condition almost completely.  The national dialogue of óeradicating Downs 

Syndromeô has prompted some to equate the drive with genocide, and the ñdeliberate and 

systematic attempt to erase a certain category of peopleò (The Washington Post, 15th March 

2018).  Nancy Scheper-Hughes (1992) explored a similar theme in her devastating 

ethnography on Catholic mothers in Brazil.  Unable to access safe legal abortions, the 

mothers would neglect their sickly, wasted or congenitally deformed children to death.  

Cultural categories of humanness vary and reflect what is perceived to make people 

óvaluableô to a society.  This could relate to individual accomplishment as we see in the 
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global North or based on social relationships and a personôs role in a community as observed 

in ethnographies in the Global South. In her research of physical disability in Barbados, Ann 

Goerdt (1984) explored how personhood is conceived through a balance of autonomy and 

connectedness (1984:88). Ido Nicolaison (1995) explored how personhood is associated with 

social relations and kinship amongst the Punam Bah of central Borneo, and how a disabled 

person who is productive and can contribute to the community is still seen as valuable. 

However, should a woman not be able to marry or have children due to her disability, her 

humanness is once again brought into question, as she is unable to fulfil kinship 

responsibilities.  Parents of a child diagnosed with autism in Vietnam are often advised by 

health care providers to have another child, as their child with autism ñcould not become a 

personò (Ha et al. 2014:281).  Rupert Isaacson (2014) noted of a San Bushman healer in 

Namibia, who he sought treatment from for his autistic son: 

Besa rarely spoke, and when he did, it tended to be in snatches of song, riddle, rhyme.  

Occasionally he would say something fully lucid, fully coherent, but usually not.  

Often, he would laugh, flap his hands, dance a few jigging steps as if to music in his 

own headéin his culture, a culture where no human resources could afford to be 

wasted, he was a valued shaman, with a wife, children, grandchildren, and a 

successful career. Was he autistic? It seemed so. Yet in his culture such a condition ï 

one foot seemingly in the spirit world, one foot seemingly in our own ï was regarded 

as a job qualification (2014:109). 

 These examples illustrate how a person defined as disabled or different, is valued or 

devalued, incorporated into a community, or dehumanised, allowed to thrive or denied their 

right to live, based on their cultural context. Disability is thus a complex negotiation of 

identity, especially if one is unable to procure the resources they need to support themselves 

due to poverty.   

Across class, race, sexual orientation and gender, disability is an extremely contested 

subject.  In her lecture on disability and race, Karen Nakamura (2018) argues that disability 

studies could be viewed as ówhite disability studiesô, due to the lack of representation of 

people of colour in the field. She illustrates how in recent years disability and mental illness 

have been used as a tool to mask racism, and to rationalise killing black men in police 

homicides in the US. In this context, disability is equated with legal oppression.  In Crip 

Theory, Robert McRuer (2006) examines what he refers to as the ócultural signsô of 

queerness and disability, and the intersectionality of these often-invisible identities. Disability 
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studies and queer theory are both concerned with how bodies, pleasures and identities are 

represented as normal versus atypical. Crip theory attempts to explore how these disciplines 

inform each other, creating new possibilities for identity and resistance.    

From a gendered perspective, a range of historical literature cites the incidence of 

autism and ADHD in far more boys than girls.  More recent research indicates that the reason 

for this gendered view is a lack of understanding as to how these defined disabilities show up 

in young girls and transgender children (Each Other, 4th April 2019). Carol Povey, Director 

of the National Autistic Societyôs Centre for Autism in the United Kingdom, notes: 

The problem is that professionals often donôt understand the different ways autism 

can manifest in women and girls, with many going through their lives without a 

diagnosis and an understanding of why they feel ódifferentô. This is because past 

research has largely concentrated on males, which means the way we understand 

autism tends to be very much based on the experiences of men and boys with the 

condition (Each Other, 4th April 2019). 

The representation of diverse individuals and the diversity of their experiences is 

currently inadequate in disability studies. This is partly due to a lack of awareness of 

disabilities such as ADHD and autism in women, often attributed to their ability to mask the 

many typical and understood signs of the defined disorders.   

People diagnosed as disabled often go to great lengths to hide their disability to 

assimilate into society, and in many instances, this costs them dearly both physically and 

emotionally. Emily Martin (2007), in her research of bipolar disorder, explores how mania is 

idealised as a creative state in American corporate culture.  However, when this slips into the 

opposite world of psychosis, she notes that we fail to critically examine this far less palatable 

mental illness. Martin explores how people use their diagnosis as a ñcloakò to prevent further 

surveillance.  She argues that the standardised categories of diagnostic manuals such as 

DSM-5 allow people to avoid sharing more intimate and divergent psychotic experiences. 

This is reminiscent of Robert Edgertonôs (1993 [1931]) seminal American ethnography, of 

the everyday lives of people diagnosed with mental impairment in institutions and after their 

integration back into society. Edgerton explains how patients had to óunlearnô their 

experience of institutional life, and in turn, to re/learn the new culture of the communities to 

which they were returning (1993:216).  To avoid the stigma of their disability, many of his 

subjects felt the need to deny their cognitive challenges and tried to ópass as normalô, despite 
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the emotional consequences of this.  Dana Raphael, Mike Salovesh and Martha Laclave 

(2001), in their account of living with learning disabilities (LD), note that ñbrain different 

people need to become their own most intense listener, powerfully sensitive to what is 

happening inside their body and their brainò (2001:159). In their experience, most óoutsidersô 

deny or lack any form of understanding or empathy for what the LD sufferer is experiencing.  

Since it is an óinvisible conditionô, it is difficult to explain or gain support for, and people 

with LDs often become experts in accommodation and concealment.  Povey notes that 

ómaskingô ñcan lead to a great deal of stress, and many women and girls go on to develop 

secondary problems such as anxiety, eating disorders or depressionò (Each Other, 4th April 

2019).  

Constructing disabled identities 

Identity is a complex field.  In anthropology, it relates to how individuals construct 

themselves and the people around them.  It relates to the identification of individuals and 

groups of people in the realms of politics, culture, gender, and race, and it is often contested.  

Shakespeare recommends the use of storytelling as a useful tool to understand identity 

creation in the realm of identity politics: ñIdentity connects the social and the personal and 

involves the individual putting themselves in a collective contextò (1996:99). Michael 

Angrosino (1998) captures the complexity of what it feels like to be mentally impaired and its 

impact on self-identity, through a range of short stories about the occupants of a home for the 

disabled, in Opportunity House.  His creative life histories illustrated how disabled people do 

not fit into a linear óculture of disabilityô (1998:30).  Rather, he portrays them as complicated, 

vulnerable, and often humorous individuals who are trying to negotiate their way through a 

world that is widely intolerant of difference. Shakespeare notes how individuals can choose 

the negative identification of the medical model, or a more positive social model, however, 

they cannot make others accept their choice.  Gilson and colleagues (1997) note that 

ñunderstanding how disabled people perceive themselves and how they wish to be perceived 

is essential in defining the emerging identity of disabled peopleò (1997:88).   

Key to identity development is an understanding of the atypical body and its impact 

on both identity creation and as a tool to experience the social world. Distortions of body 

perceptions, perceived functionality of various body parts, and how disorders are somaticised 

into various areas of the body, all influence how an individual perceives themself. Lenore 

Manderson (2011) proposes that all human experiences are incarnated and that we interact 

with our worlds through our bodies.  She explores the experiences of dramatic loss of bodily 



 

 

 39 

function by various individuals, noting that healthy bodies go unnoticed, whilst bodies in 

pain, that have lost function, or are deemed disabled, become visible.  These bodies require a 

great deal of identity construction as they are a primary source of how we represent ourselves 

to the world (2011:24). This has important implications for the disabled or rather differently 

abled body and mind, which are often seen as bad or unhealthy and in need of remediation. 

Maria Tapias (2006), in her work on emotions and embodiment of social suffering in rural 

Bolivia, argues: ñUnderstanding of culture should begin with an examination of the lived-in 

body, because one knows, feels, and thinks about the social world through the bodyò 

(2006:403).  For Tapias, embodiment involves an in-depth analysis of how people experience 

and live their day-to-day lives.  How their bodies relate to other bodies in these social 

environments, including understanding how social suffering through poverty, violence, 

exclusion, or discrimination, can be internalised through the process of embodiment 

(Scheper-Hughes 1988; Farmer 1996; Tapias 2006). Krieger also calls for an ñembodied 

study of human culture, cognition, behaviour, and emotionò, as each of these components 

have a powerful impact on how we ñlive in our bodiesò (2005:352). She notes that such 

research should include our use of language, consumption of food, sexual practices, 

recreation, substance use or abuse, and experiences of violence, emotions, and various forms 

of trauma. She argues that each of these aspects are also impacted by social conventions, 

economic resources, and historical context (2005:352). 

Alternative socialities is a growing field of study in autism, where different views on 

humanity and the social are explored in the context of neurodiversity and different kinds of 

minds (Solomon 2010; Hollin 2014).  Many atypical activists are calling for neurodiversity to 

be seen as part of human diversity and normal variation in the human genome.  It is a 

fundamentally different way of looking at conditions that were traditionally pathologised 

such as autism, ADHD and learning disabilities (Bagatell 2007, 2008; Grinker 2007; Lawson 

2008; Savarese 2013). Although not universally accepted, Neurodiversity is increasingly 

being supported by science.  Scholar and autistic author, John Elder Robison, notes: ñScience 

suggests conditions like autism have a stable prevalence in human society as far back as we 

can measure, we are realising that autism, ADHD, and other conditions emerge through a 

combination of genetic predisposition and environmental interaction; they are not the result 

of disease or injuryò (Psychology Today, 7th October 2013). This new approach focusses less 

on cure and remediation and more on support, accommodation, inclusivity and the possible 

strengths of cognitive variations and different ways of being in the world (Watermeyer et al. 
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2006).  It reinforces the notion that human diversity is critical for human development and 

proposes that eliminating difference could even be harmful to humanity (Silberman 2015).  In 

the context of autism, neurodiversity advocates argue that being óon the spectrumô, is an 

integral part of their way of being in the world. They identify as óAutisticsô, óAutiesô, 

óAspiesô and óAspergiansô (Lawson 2008; Milton & Lyte 2012), and references to prevention, 

cures, remedies, and recovery are deemed intolerant and oppressive (Belek 2019).  

Biosociality and interdependency 

In problematising and theorising disability, the concept of inclusivity needs to move 

beyond the tangible environment.  Rather than pitting the medical model of disability against 

the social model, a biosocial model calls for us to explore the relationship between the two.  

Paul Rabinow (1996) foresaw the development of biosocial connections, where individuals 

with distinct biological diagnoses would come together to form new social or kinship groups 

in a process he called óbiosocialityô.  Through the use of social media this concept has 

exploded in recent years, into a range of biologically based social networks and groups where 

people share experiences, offer advice, and provide general support and friendship to each 

other. Meloni and colleagues (2018) note that these óentanglementsô go beyond established 

social constructionist claims that ñbiological knowledge is shaped by meaning, power, and 

normsò (2018:6). They argue that biological matter, including genomes, brains, diseases, and 

viruses are social in both form and content.  

In moving beyond a biomedical or social model, Bøttcher and Dammeyer (2016) 

explore Lev Vygotskyôs cultural-historical theory of the 1920s to understand development 

and learning in young children with disabilities.  They argue that both the medical and social 

models have limitations, due to their binary approach to understanding the evolving 

consequences of disability.  The medical modelôs strength lies in its ability to explore how 

impairment impacts on an individualôs functional abilities; however, it fails to understand the 

wider context or social environment that impacts on a childôs behaviour. The social model, 

whilst focussing on removing barriers to participation, fails to appreciate the consequences of 

impairments, such as chronic pain or fatigue, on their lived experience. Bøttcher and 

Dammeyer illustrate how a childôs development is formed through a dialectical process 

between biological maturation and participation in cultural forms.  For neurotypical children 

these processes support each other; however, for children diagnosed with disabilities 

óincongruenciesô appear between the two.  Challenges also develop between the childôs 

motivations, and the social environment they find themselves within, such as the need for 
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specialised support versus their desire to engage in a mainstream schooling.  As many social 

expectations of children are based on chronological age, disabled childrenôs social 

participation is often in conflict with this.  We are only able to understand this conflict by 

exploring the relationship between the childôs impairment and their specific conditions of 

social engagement.   

In Nikolas Roseôs (2001) view on biopolitics, human beings have become `somatic 

individualsô. Rose proposes that in a world where personhood is increasingly defined in terms 

of corporeality or the material and physical form of the body, direct relations become 

established between our biology and our conduct. This somatic and corporeal individuality 

opens new choices and responsibility to people in the form of experimentation and 

contestation, and thus a ópolitics of life itselfô.  However, rather than the state monitoring, 

evaluating, and controlling our bodies, it has now become the responsibility of the individual 

to do this. As Rose notes, ñevery citizen must now become an active partner in the drive for 

health, accepting responsibility for securing their own well-beingò (2001: 6).  Risky 

individuals are identified and where possible preventative interventions are instituted, or 

managed in what Rose refers to as ñbiopolitical risk managementò (2011:7): 

Life now appears to be open to shaping and reshaping at the molecular level: by 

precisely calculated interventions that prevent something from happening, alter the 

way something happens, make something new happen in the cellular process 

themselves.  As the distinction between treatment and enhancement, between the 

natural and the prosthetic blurs, the management and maximization of life itself has 

become the lifeôs work, not only of each individual, but of their doctors, together with 

the scientists, entrepreneurs and corporations who make the reworking of life the 

object of their knowledge, inventions and products (Rose 2011:17). 

The combination of biopolitics and our somatic individuality is challenging existing 

ethics around life where vital and social norms collide. Normal bodies and minds are being 

questioned, personhood is being defined not just in terms of our limitations but also in terms 

of our choices and our possibilities.   

In the context of neurodiversity, Rose and Abi-Rached (2014) note how the brain is 

becoming an object through which human beings are governed.  We are no longer persons 

with brains, but rather persons as brains, the ópsychological complexô of the twentieth century 

is being replaced by a óneurobiological complexô in the twenty first (2014:3).   In a process of 
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radical reductionism, we have moved from human beings who were part of a complex human 

sociality, to organs that are managed by psychopharmacology, brain imaging, plasticity, and 

genomics (2014:17).  Yet even as we reduce ourselves to smaller and smaller units of 

understanding and management, we are constantly reminded of our interconnectedness, and 

reliance on each other: 

For humans are, after all, animals, albeit rather special ones, but nonetheless shaped 

crucially by their character as vital, living organisms in constant transaction with a 

milieu that they themselves constitute and transformò (Rose and Abi-Rached, 

2014:18). 

Judith Butler (2018) argues that we are all born into a condition of óradical 

dependencyô.  This dependency follows us into adulthood in a range of different ways 

through our navigation of the built environment, accessing food systems and social support.  

However, in adulthood we imagine ourselves as self-sufficient, rather than dependent.  As 

social beings we are all equally vulnerable, dependent, and dependable, a point clearly 

illustrated in the recent global COVID-19 pandemic.  However, some individuals, or groups 

of individuals, as in the case of atypical children, are made to feel more vulnerable than 

others.  The challenge is not their vulnerability, but how a neoliberal society positions them 

as dependent, inscribing vulnerability onto their identity (Butler 2020). Our very 

understanding of autism, ADHD and learning disabilities is based on functional ability and 

support requirements. Butler argues that to move towards a world of radical equality and 

democracy, we need to appreciate how interdependent we are not just as individuals, but as 

communities and societies.  The world she proposes is one in which all lives are equally 

ógrievableô, and where the loss of any life, including those defined as disabled or different, 

would be intolerable. To achieve this, we need to persist in building appreciation for the 

value of different ways of thinking and being in the world, and the importance of mutual 

vulnerability as a precursor to global interdependency.  Rather than dismissing vulnerability 

as weak and in need of support, we need to celebrate it as a means through which we are able 

to experience our worlds freely through our bodies: ñpersistence in the condition of 

vulnerability proves to be its own kind of strengthò (Butler 2020:201). 
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CHAPTER 3 

CREATING  AN EMPOWERING METHODOLOGY  

In his commentary on óbeing autistic and socialô, anthropologist and father to an 

autistic daughter, Richard Grinker noted: 

We need to focus attention on the anthropological study of a form of difference that has 

previously been conceived of as lying outside the realm of the social. The concept of 

"diversity", with all its positive connotations of acceptance and celebration of 

difference, need not only apply to gender, race, ethnicity, and religion. We can also 

begin to celebrate a diversity of minds (2010: 177-178).  

To celebrate this diversity of minds, unsullied by otherôs perspectives or 

interpretations of their behaviour, I committed to understanding first and foremost the lived 

experience of atypical children. To achieve this, I turned to the philosophy and methodology 

of phenomenology, which allowed me to explore the various structures of consciousness 

experienced by atypical children in a pre-reflexive state. As noted by one of the fathers of 

phenomenology, Maurice Merleau-Ponty: ñThe world is not what I think, but what I live 

throughò (2005 [1945]: xvii).   

As the name denotes, phenomenology is the study of óphenomenaô, or how things 

appear in our experience of them, and the meaning we then attribute to these experiences. 

Phenomenologists argue that there is a structure to how we experience our worlds.  Husserl, 

in Logical Investigations (1901), argued that this structure is dependent on our intentionality 

or consciousness towards what we experience, and the meaning we derive from these 

experiences. Phenomenology seeks to understand a layering of awareness, from the physical, 

to the emotional, to the social and finally to the intellectual. It also examines how supportive 

our environment or context is in ensuring that we realise our potential. Despite requiring 

some level of intentionality, both Husserl and Heidegger (1927) noted that our experiences 

can be conscious, semi-conscious and even unconscious, and that meaning can be derived 

from each.  

Fundamental to phenomenology is the rejection of René Descartesôs Cartesian Legacy 

and mind-body dualism, that he first outlined in his Méditations Métaphysiques published in 

1647.  In Méditations, Descartes rejects óperceptionô as unreliable, and outlines how the body 

is not capable of thinking or interpreting the world.  In contrast, the body is central in 

Merleau-Pontyôs Phenomenology of Perception (1945). For Merleau-Ponty, our experience 
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of our world is greatly influenced by our experience of our body and how it interacts with the 

world around us, they are in fact inseparable, as he notes: 

My body and the world are no longer objects co-ordinated together by the kind of 

functional relationships that physics establishes.  The system of experience in which 

they intercommunicate is not spread out before me and ranged over by a constituting 

consciousness (1945:408). 

Body and mind are one, with a shared consciousness and a shared sense of 

subjectivity.  The body becomes an important tool through which a person views and 

experiences the world around them, and ultimately makes meaning of this. 

As a method, phenomenologists identity several levels of engagement and 

interpretation. The first is how we describe our experience of our world, or what Husserl and 

Merleau-Ponty referred to as the pure description of our lived experience.  Secondly, how we 

interpret our experience in its context, Heideggerôs (1927) hermeneutics, which refers to our 

openness as researchers to appreciating how the individual relates to the whole or context in 

which the experience takes place. Finally, how we analyse the experience and identify areas 

for further investigation.  It is thus a process of detailed description, followed by detailed 

interpretation, and then further investigation.  This interpretation should come from two 

different perspectives. The first is the researcherôs own insight into the phenomena and how 

they have understood and made sense of the experience as explained to them by their 

participants. Second, through a process of reduction, the researcher is able to identify the true 

meaning or essence of the phenomena they are exploring through suspending their own 

preconceived ideas or subjectivity. Critical to my process of analysis was defining emic, that 

is, from the perspective of my participants, versus etic, that is, from my perspective as 

researcher. I identified positions on each phenomenon for exploration.    

My time in the field and in writing this research followed this three-step approach.  

Firstly, my work involved a lengthy engagement over a period of two years with an initial 

cohort of nine children diagnosed as atypical.  Although much of my research was conducted 

using participant observation, in the ethnographic tradition, I did use semi-structured 

interview guides which I developed in an effort to explore and answer my research question;  

these can be found in Appendix C.  Following each interaction with the children, I spent 

several hours detailing not just what was discussed, from my interview recordings, but how 

they engaged physically and emotionally to each aspect of our discussion and interaction. It 
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was at this point that I interrogated differences between how the children responded to a 

particular concept or creative exercise (their emic position) compared with my own views as 

informed by anthropological and social theory on what was being discussed, and my etic 

observations of them.  Invariably, I was not always certain why they responded in a particular 

way and I would often seek clarity from them.  As the children often struggled to articulate 

their thoughts and feelings, I did this by giving them alternative perspectives to select from. 

From a research perspective, providing children with a range of alternatives could appear 

leading and subjective. However, due to their honesty, or rather their inability to conceal their 

true thoughts and feelings, as I discuss in detail in Chapter 7 (see Li et al. 2011), the children 

were very single minded in selecting the perspective that resonated with them. They would 

respond with a simple ñnoò or ñyesò to my exploratory questions, and it was apparent that 

they did not feel the need to support any perspective for my benefit. 

Following my initial engagement with the 9 different children, I then spent several 

months interpreting my subjectsô experience of their world, which provided me with a range 

of phenomena that I wished to explore further.  This further investigation was conducted 

through in-depth participant observation of a number of atypical children in the context of 

sporting activities and workshops over the period of a year.  To understand the meaning of 

certain behaviours in more detail, I also engaged with a range of online atypical communities 

who identified as autistic or with challenges such as ADHD, learning disabilities and Ehlers-

Danlos Syndrome. As these social media groups had been formed to share their lived 

experience with other atypical individuals and their parents or partners, they generously 

engaged on each phenomenon, often through rich debate, informed by their own experiences 

of their childhoods. The final level of interpretation came through sharing childrenôs stories 

back to them.  This allowed for further clarification between emic and etic positions, as I was 

able to explore if my interpretation of how they experienced their world was an accurate 

reflection. This final sharing phase elicited further discussion and input from the children and 

helped me to crystalise the meaning that the children associated with each phenomenon that I 

had observed in their engagement with their world. Each stage of my research with my 

various interlocutors is discussed in detail below. 
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Meeting the superheroes 

Figure 3. 

Through a process of snowball recruitment, I identified nine English speaking 

children, ranging in age from 7 to 15 years in three broad atypical groups: 

1) Specific learning disabilities and ADHD. 

2) Non-specific developmental and behavioural challenges. 

3) Autism spectrum. 

The children I spent time with, in my initial research cohort, were from middle class 

white families, and thus represent a minority Western perspective in the context of South 

Africa.  All the children had been diagnosed with a learning disability, ADHD, 

developmental delays or on the autism spectrum by a qualified doctor, psychologist, or 

psychiatrist. All  were receiving extensive support for these defined challenges raging from 

medication to occupational therapy, physiotherapy, special education, remedial support, 

counselling, and specialised sports coaching. I was able to explore a more diverse range of 

childrenôs experiences when I engaged with the Johannesburg inner city autism boxing 

classes, however, this was in the form of participant observation, rather than individual one-
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on-one sessions.  I have spent some time running workshops with children who present as 

atypical from disadvantaged and predominantly black communities through my child 

protection work, especially in the context of childrenôs homes, however, most of these 

children have not received a diagnosis that would define them as atypical. I was thus unable 

to include them in this study from an ethical perspective; however, this is an area of potential 

research. 

In the South African middle-class private school environment, neurodevelopmental 

disorders are often identified in primary school, when children first start to engage in a 

broader social environment and learn to read, write, and understand mathematical concepts. 

Their challenges can have a profound impact on how they define their identity as they 

become teenagers. I therefore wanted to recruit children who ranged in age from 8 to 15 years 

to explore the atypical lived experience at this foundational stage of their lives. I met most of 

my participantôs mothers at a remedial school close to where I live in the Northern suburbs of 

Johannesburg.  This school offers regular talks and workshops for parents and practitioners in 

the field of neurodevelopmental disorders and associated challenges. One of the mothers 

invited me to attend a weekly support group for parents of children diagnosed on the autism 

spectrum.  I introduced my research topic and approach to the group, and a few of the parents 

informed me that they would like to take part in my study.  The parents were primarily 

interested in my methodological approach and the fact that I wanted to focus not on the 

disabling aspect of their childrenôs diagnoses, but rather their unique ways of being in the 

world, which many spoke of passionately.  Through this support group I was introduced to 

parents in another school that positioned their offering as óprivate individualised educationô.  

I once again presented my research proposal to interested parties, some of whom agreed to 

take part in my research. I met the mothers of most of my learning disabled and 

developmentally delayed participants at two workshops that I attended.  The first, óSensory 

Intelligence in Educationô,15 was for parents and teachers of children with sensory processing 

challenges, and the second, RAVE-O Training,16 was for training in a literacy programme 

specially designed for children diagnosed with dyslexia.  Once again, I shared my research 

proposal with these parents who then indicated that they would like to take part in my 

research. All the parents were particularly interested in my approach of understanding the 

impact of multiple comorbid challenges on their childrenôs lived experience, as all had a 

 
15 Sensory Intelligence in Education, facilitated by Annemarie Lombard, May 2014. 
16 RAVE-O Training, facilitated by Stephanie Gottwald, September 2012. 



 

 

 48 

range of diagnoses that they were trying to help their children navigate.  Once the parents 

indicated that they were interested in taking part in my research, I would follow this up with a 

separate meeting, where I took them through my research process, proposed methodology, 

and consent and asset procedures in detail.  I then conducted a further meeting with the child 

children and their mothers, where we discussed my research, methodology and assent 

process.  Only once all parties had consented and assented did I proceed with my research. 

Of the nine children I recruited, five were boys and four were girls, and although each 

participant fitted broadly into my three separate diagnostic areas, further diagnoses were 

identified during our time together.  Ultimately, five of the children were diagnosed on the 

autism spectrum and all had some form of learning disability. All had concentration 

challenges and some level of ADHD, although not all were being treated for this.  All the 

children suffered from high levels of anxiety, and seven of them were on medication to assist 

with their attention or anxiety levels.   All had sensory challenges with six being significantly 

sensory sensitive, and three displaying sensory seeking behaviour. Seven of the children were 

born prematurely and had challenging birth experiences including intensive care unit (ICU) 

stays.  Coco and Dynamo are twins and were born at just twenty-nine weeks, spending two 

months in ICU.  Dynamo was especially vulnerable at birth as he was diagnosed with 

necrotising enterocolitis in his intestinal tract; he struggles with gut challenges to this day. 

Buzz was born three weeks prematurely with a hole in his heart and had eight major surgeries 

in the first four months of his life.  Four of the children were diagnosed with language 

challenges that included selective mutism at a younger age, non-fluency, and auditory 

processing disorders.  Flashbang had a diagnosis of Ehlers Danlos Syndrome, a hyper 

flexibility and connective tissue disorder, but five of the children showed signs of 

hypermobility.  Five of the children attended mainstream school but had a range of remedial 

support, and four of the children attended remedial schools designed to assist them.  KC was 

adopted into her transracial17 family at eight weeks of age from a baby home, after her 

biological mother formally consented to her adoption. 

On meeting all the children, I assessed their ability, willingness, and informed assent 

to engage in my research process.  This entailed meeting with me weekly, over several 

months, interspersed with a range of outings, usually on their own, to observe the children in 

different social environments. Our weekly meetings involved many creative exercises which 

 
17 óTransracialô is a term used by the adoption community in South Africa, when the race of the child 

being adopted is different from that of the family they are being adopted into. 
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we would complete together and then discuss in detail.  On some occasions, we would just 

play games together, that the children devised.  Play and engaging in various forms of 

creativity were my primary methodology throughout my research. Using the exercises 

outlined below, I created a personal biography or óbrand bookô (photographed below in 

Figure 4) for each child, which I was then able to present back to them for their feedback and 

input. Only once I had completed most of my meetings with the children, did I engage with 

their parents, siblings, teachers, doctors, and therapists.  This was to ensure that the narratives 

were primarily from the perspective of the children.  Later interviews with family members, 

and other people in their broader support system, were used to clarify behaviours, assess their 

frequency, and determine how they differed in alternative social contexts or environments. 

Introductions to the broader family and members of the childrenôs support circles were made 

by my primary family contact, in each case the childrenôs mothers.  The mothers decided 

which individuals I should speak to and introduced both me and my research to them. I 

provided further information about my research as part of my consent procedure.  

Figure 4. 
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Developing empowering ethnographic tools 

Although my methodological starting point was phenomenology, as most of my 

participants struggled with communication and concentration, I realised that I would need to 

develop an innovative approach to assist the children in sharing their lived experience and 

personal narratives. In her exploration of creative methodologies in the development of 

different ethnographies, Dara Culhane, argues that ñethnographic knowledge emerges not 

through detached observation but through conversations and exchanges of many kinds among 

people interacting in diverse zones of entanglementò (Elliot & Culhane 2017:3).  Elliot and 

Culhane (2017) recommend the use of imaginative practices that allow for ñcollaborative and 

co-creative knowledge makingò (2017:3). The National Institute for Disability and 

Rehabilitation Research, in creating a better understanding of the lived experience of 

disability, have called for óparticipatory action researchô (PAR) (Kasnitz & Shuttleworth, 

2001). PAR is a form of applied anthropology, also referred to as engaged or action 

anthropology, and can encompass social support, education, social entrepreneurship, and 

collaborative research.  

This approach empowers subjects to have a role in determining the outcome of the 

research process. Some concerns have been raised about the objectivity of this óengagedô 

approach, however, as Paul Mullins (2011) argues: 

Problem-focussed collaborative research, is an exceptionally powerful mechanism for 

securing meaningful informed consent that dissects research methods and questions, 

articulates anticipated research outcomes, and outlines both researcher and 

community rights and obligations (237).   

French-Gilson and colleagues (1997), in their work on ethnographic research in 

disability and identity argued that ñdisabled people are the most accurate and insightful 

source of who they areò (1990:88).  Michael Agrosino (1997) illustrates the richness of 

personal life histories in understanding the impact of disability on everyday life in his 

collection of short stories about óOpportunity Houseô, a home for adults with intellectual 

disabilities.  These ethnographies present a highly functional but marginalised community, 

that he wanted to represent as accurately as possible from their perspective, as he notes:  

I donôt think you can ever fully enter into the experiential nexus of another person ï 

even someone from your own culture with whom you share many important formative 
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experiences ï but I think you can come close by sharing the experience of creating an 

account of that personôs life (Agrosino, 1997:20). 

This approach of collaboratively creating an account of each of the childrenôs lives 

inspired me. It also called for me to constantly question, compare and then separate my 

personal or autoethnographic experience of disability from that of the children, not just at a 

holistic level, but after every single interaction. 

As an initial framework, I turned to a methodology I developed during my work in 

corporate change management called óInfinite Possibilityô (Blackie 2009).  Following 

extensive desk research on the subject of ópersonal empowermentô, spanning business, 

leadership, religion, spirituality, self-help, counselling, meditation, and mindfulness, I 

identified several themes that appeared to be repeated in each of these contexts.  These seven 

themes included: 1) The definition of personal values or beliefs; 2) The identification of 

partners or collaborators; 3) The building of oneôs self esteem and self-worth; 4) The 

understanding of love, care and community; 5) The creation of a personal vision or purpose; 

6) The building of knowledge and insight; and finally, 7) The development of a detailed 

personal action plan. I have used this methodology in a number of corporate workshops over 

the past decade, and this also formed the basis for my child protection community 

engagement work.   

The central hypothesis for the methodology is that to be empowered, one must build 

both oneôs belief in possibility, and oneôs level of self-awareness and understanding, as 

illustrated in Figure 5 below. An individual with low levels of self-awareness and who does 

not believe in possibility, is defined as óunconsciously disempoweredô. If that individual were 

to increase their belief in possibility, and their level of self-awareness, they could become 

óconsciously empoweredô.   The move from a low to a high belief in possibility relates to 

defining oneôs vision or purpose, building personal knowledge and insight, and creating an 

action plan to achieve this.  The move from low to high levels of self-awareness, relates to 

defining oneôs personal values or beliefs, identifying partners who will support you in your 

endeavours, and building oneôs personal self-esteem and self-worth.  The difference between 

unconscious and conscious levels of empowerment lies in oneôs personal motivation.  If one 

is focussed primarily on the self and personal empowerment to the exclusion of others, a form 

of radical individualism, then one is driven by the scarcity often found in neoliberal 

constructs.  However, if one is driven by a desire to build abundant communities defined by 

an ethic of care and empathy, then radical equality, democracy, and conscious empowerment 
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can be achieved. A form of social interdependency where all are enabled to live their best 

lives. Rather than naµve, the óunrealismô of such imaginary is its strength. Judith Butler 

(2020) argues that the ability to ómake fools of ourselvesô in imagining new possibilities, in 

this instance, the empowerment and celebration of atypical minds, moves us beyond 

conventional realism.  

 

Figure 5. 

In the pursuit of developing an empowering approach to understanding the lived 

experience of atypical children, I developed several creative exercises that encompass all the 

ópersonal empowermentô themes outlined above.  In totality, the interactive exercises 

represented a ópersonal brand storyô for each child.  These stories focussed not just on their 

current reality, but also on the future that they dreamt for themselves and are illustrated in 

detail below. 

In the first session, the children completed the óSuperhero exerciseô, illustrated in 

Figure 3 above, where they drew themselves as Superheroes, complete with special skill or 

ópowersô they believed they had, and any tools or supports they used in their day-to-day lives. 

Despite all being aware of their various challenges, they identified as strong, strategic and 

sensorially powerful, but also atypical and unique.  Most of them chose as their superhero 
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sidekick a special animal with whom they often had a strong and meaningful relationship.  As 

my research evolved, my observation of the childrenôs relationships with animals became an 

important means of exploring their understanding of love, care, and empathy (see Malcolm, 

et al. 2018).  Further insight into the childrenôs lives was generated through developing a 

personal timeline from birth to their current age, detailing their high and low points.  If the 

children struggled with this exercise, where possible, I conducted it as a sharing session of 

family photo albums. Beyond specific events, the children discussed what they viewed as 

their strengths and weaknesses. They also shared how they liked spending their time, in 

contrast to activities that they would rather not engage in.  Using improvisation techniques, 

the children acted out their best and worst days.  In some instances, these were actual days 

that they had experienced; in others, they created a composite day of best and worst activities. 

For each, they explained what had happened to them, the people they met who they liked or 

disliked, the foods they enjoyed eating and those they did not, and how they spent time 

relaxing or entertaining themselves.  

To explore the childrenôs understanding of, and engagement with, their various 

emotional states, I used emoji icons to assist them in creating a mind-map of personal 

emotions.  A summary of some of Echoôs (15) emotional states is detailed in Figure 6 below: 

Figure 6. 
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The maps explored when certain emotions occurred, why they occurred, what they 

felt like, and where and how they were experienced in their bodies.  We then did a ranking 

exercise exploring which emotions they experienced most, and which they experienced the 

least.    

Collaboratively, we conducted a detailed exploration of how the children experienced 

their world through their bodies, when they were happy and well, and when they were 

unhappy or unwell.  Using the outline of a body as a starting point, the children illustrated 

these states using form and colour.  Dynamoôs (7) embodied comparison is illustrated in 

Figure 7 below. 

Figure 7. 

Although the children did not situate their challenges or differences entirely within 

their brains, I felt it important to explore whether and how they experienced their mental 

processing in the context of neurodiversity.  By not providing a template, as with the 

embodiment exercise, the childrenôs perceptions of their brains moved beyond tangible 

material expression, to that of conceptual. Coco (7) and Buzzôs (14) depictions of their 

neurological processes are illustrated in Figure 8 below.  Cocoôs shows a partnership or 
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conflict between soldiers and foxes, and Buzz (14), Rebels in conflict with Stormtroopers, 

from his favourite Star Wars franchise: 

 

To understand the different people and partnerships in the childrenôs lives, I used a 

range of toy animals that we mapped out together on large sheets of paper.  The children 

selected animals for all the people in their lives, based on their perceptions of them.  They 

then created a physical constellation of how they related to each person and their level of 

impact on their lives.  We examined how each relationship worked, exploring the various 

attributes between the children and their circle of family, friends, teachers, therapists, and 

acquaintances, as illustrated in Figure 9 below: 

Figure 9. 
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After an in-depth discussion of their existing learning environments, the children got 

to design their own school.  They did this through creating a collage of pictures that 

represented all the attributes they felt an ideal school should have.  Some children used a 

range of pictures and ideas, whilst others identified existing spaces that they had encountered 

on TV, in books, or in their direct experience, such as a waterpark or spaceship.  The children 

also shared their ótoolkit for learningô, which included strategies, implements, devices, toys 

and even medication, that they used to assist them in staying focused and on task in the 

classroom environment.  Araôs (11) school design is illustrated in Figure 10: 

 

Figure 10. 

The final exercises focused on assisting the children in developing their ófuture dream 

worldô, or the world that they would like to live in when they were grown up.  With my help, 

they developed a vision board using a collage of pictures and phrases. Puckôs (15) vision 

board is illustrated below in Figure 11. In support of this vision board, the children identified 

their personal vision statement or purpose.  We discussed their personal beliefs or the values 

that they felt would guide them in achieving their vision.  As a final step, we identified the 

people and partnerships that they believed would help them along the way, to achieve their 

ófuture dream worldô. The children also created a personal self-esteem bowl in which they 

placed notes and tokens that represented what they thought made them special and unique.   
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Using a kit of creative parts, the children summed up who they believed they were by 

developing a personal crest, complete with a motto.  KCôs (12) crest is illustrated in Figure 12 

below. 

 

Figure 12 

Figure 11. 
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In my final creative interactive session with each child, we discussed the various 

actions they should take to achieve this future dream world that they had defined for 

themselves.  We then developed a personal pledge that they made to themselves to this effect.  

What was compelling was that more than half of the children in my cohort enacted these 

plans in the space between developing them and my presenting their óbrand booksô back to 

them.  Most did this on their own without their parentsô input or support, indicating a high 

level of self-motivation. 

In-depth observation 

 Following my interaction with the initial group of children, I identified several óstages 

of engagementô or phenomena, that I wished to explore further.  Firstly, to assess if these 

phenomena were important to the atypical lived experience, and secondly to dive deeper into 

my understanding of their meaning in the childrenôs lives.  To achieve this, I spent a year 

observing a range of boxing classes with children diagnosed on the autism spectrum and 

running workshops with their coaches and the occupational therapists that supported them.   

 

Figure 13. 
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 I also ran a few workshops with atypical children in remedial schools and community 

spaces as part of my community engagement work, which gave me an opportunity to observe 

their behaviour in group environments.  In the boxing space, I was asked to form part of a 

team to explore the impact of boxing lessons on autistic children.  The boxing programme is 

a partnership between Fight with Insight (FWI) and the Johannesburg Hospital Schoolôs 

Children Disability Centre, based in the inner city of Johannesburg, at the Childrenôs 

Memorial Institute (CMI), photographed in figure 13.   

 The boxing classes are for learners aged 10 to 21 years, all of whom are diagnosed on 

the autism spectrum.  The classes are small with six to twelve learners, grouped by age level 

and support needs (low, medium and high support required).  The boxing programme aims to 

assist their autistic learners with sensory modulation, muscle tone, stamina, and general 

fitness.  My role in the team was to observe and report on the embodied and social experience 

of the children in the classes: how they engaged with their coach, their occupational 

therapists, and each other, from an anthropological perspective.  The value of this stage of 

fieldwork was that it allowed me to observe atypical children from a range of economic 

backgrounds in Johannesburg, as many of the children in the classes came from environments 

as diverse as the inner-city and townships such as Soweto and Alexandra. 

Online atypical communities 

As a final level of insight, and to assess the accuracy of my phenomenological 

assessment, I spent countless hours engaging with atypical online communities on social 

media over the full length of my fieldwork, approximately five years. As mainstream or 

neurotypical communication is often challenging for people diagnosed as atypical, the social 

media environment is a rich biosocial source of dialogue and exploration on the subject 

(Rabinow 1996).  I started by accessing around twenty-five social media groups on Facebook 

which were defined variously as representatives of the autism, dyslexia, ADHD and Ehlers 

Danlos Syndrome communities. Although I continued to scan many broadly, I quickly 

reduced my day to day focus on five key groups, three focussed on Autism and related 

challenges, one focussed on learning disabilities, one focussed on ADHD and one focussed 

on Ehlers-Danlos Syndrome.  A key selection criteria was that the dominant voice of the 

group was that of individuals diagnosed with one or a range of the challenges the group 

identified with, rather than their parents, partners or therapists working in these communities.  

The groups ranged in size from ten thousand followers to over one hundred and twenty 

thousand followers. The primary group I interacted with was South African based and 
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although they had members from around the world, the dominant voices were those of the 

South African autistic community. As with my initial cohort, the participants in these 

biosocial groups held a predominantly Western perspective on the atypical lived experience.  

I conducted in-depth participant observation of thematic discussions in these groups and on 

occasion posed specific themes for interpretation in the context of my research.  In doing this 

I was able to explore each of the phenomena that I had identified amongst the children with 

an adult atypical community, who often found it easier to explain or articulate what they were 

experiencing or feeling.  Many shared insights from their own growing up experience, which 

they had since had time to reflect on.  They were therefore able to offer a rich understanding 

of the meaning of each stage of atypical engagement that I had identified as key phenomena.   

All research participants were allocated a pseudonym in my research notes, analysis 

and this final thesis.  All physical and electronic notes were stored securely to ensure the 

confidentiality of my participants was not compromised.  As far as possible, all my research 

findings were presented to my research participants which elicited further insights and 

discussions and confirmation of my interpretation of the data.  This was conducted both in 

person to the children, their parents, and the team at Fight with Insight, or via social media 

posts with the online biosocial communities with whom I had engaged.  

Professional development courses, conferences, and talks 

To broaden my understanding of atypical challenges from a clinical and therapeutic 

perspective I attended several courses conducted by experts in the field of 

neurodevelopmental challenges.  These included professional development courses on 

dyslexia, ADHD, autism spectrum disorder, childhood anxiety, sensory processing disorder 

and the use of sensory integration rooms.  I also attended and presented a paper on child 

protection at the South African Association for Child and Adolescent Psychiatry and Allied 

Professions for 2019, which gave me access to a number of presentations and professionals 

involved in the biomedical treatment of neurodevelopmental challenges.  

Ethical considerations 

My primary concern was ensuring that I accurately represented the views and 

perceptions of my subjects, rather than those of their family, teachers, carers, or therapists. 

Oliver (1992) argues for a ñcritical enquiry praxisò and ña new emancipatory paradigmò, 

where researchers place their knowledge and skills at the disposal of their research subjects to 

enable them to tell their story (1992:111).  Other researchers argue for a level of empathy that 
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only comes from having experienced some form of disability themselves (Bury 2008:63).  

Having experienced a number of disability labels, I believe I was able to bring this level of 

empathy to my fieldwork; however, it was also important to employ a critical level of self-

reflexivity, to ensure that my personal experience did not cloud my observations of my 

subjectsô lived experience.  I did this through daily journaling where I critically assessed my 

experiences in relation to my subjects.  

Researching children, defined as disabled, brings several ethical considerations to 

bear, as their levels of vulnerability are considerable.  First and foremost, I was guided by the 

specified institutional Codes of Ethics for Research on Human Subjects, as outlined by the 

University of the Witwatersrand.  As an anthropologist, I ensured that I practiced the 

principles outlined by Anthropology Southern Africaôs Code of Ethics (2005) and the 

Singapore Statement on Research Integrity18 throughout fieldwork and analysis.  There is a 

growing call for more childrenôs voices and opinions to be heard at all levels of society, 

especially on issues that impact on their lives (Morrow & Richards 1996:91).  The United 

Nations Convention on the Rights of the Child (1995) and the South African Childrenôs Act 

(2005) both call for the participation of children in issues that concern them. Few social 

studies consider the everyday life experiences of children, from their perspective, and there is 

a need to address this (Alanen 1992; Qvortrup 1987).  There has been an important shift in 

recent years in the social study of children, from focussing on their socialisation and 

development to one that seriously considers their perspective on their lived experiences 

(Morrow & Richards 1996:92).  

Conducting research with children from their perspective is therefore important; 

however, two key precautions need to be considered from an ethical standpoint.  The first is 

informed assent from the child and informed consent from the parents or caregivers, if they 

are above the age of seven years and considered ócompetentô.19  The second is the protection 

of the research respondents during the research process and beyond.  I adhered to both 

principles, ensuring consent from the childrenôs parents or guardians, and developing a 

picture-based assent form, to ensure understanding and engagement of the children, that was 

 
18 Singapore Statement on Research Integrity (2010), developed at the 2nd World Conference on 

Research Integrity www.singaporestatement.org, accessed 22 July 2015.  
19 The legal distinction of ócompetenceô, is referred to as óGillick-competenceô and stipulates that a 

competent child is one who ñachieves a sufficient understanding and intelligence to enable him or her 

to understand fully what is proposedò, and has ñsufficient discretion to enable him or her to make a 

wise choice in his or her own interestsò (Morrow & Richards 1996:94-95).  

http://www.singaporestatement.org/
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reiterated before each session (see Appendix A).  I used pseudonyms for all my participants 

in my research notes, analysis of findings and final thesis, ensuring that any recognisable 

attributes of the children were removed or disguised.  Recordings were kept on my computer 

password protected to ensure confidentiality. Where photographs are shared, I ensured that 

the childrenôs faces were obscured through blurring and gained consent from the parents and 

guardians, and assent from the children in each instance. Many researchers suggest that 

involving a child in the decision-making process of participating in research is a positive and 

empowering move, as most children can assess whether they want to do something or not.  

Their involvement and consent gives them a sense of control over their own individuality, 

autonomy, and privacy (Weithron & Scherer 1994).  I found this to be true throughout my 

research; the children wanted to share their perspective on how they experienced their world, 

to grow understanding amongst their community.   Before conducting any research, I spent 

time with the family and the children, to assess their feelings towards the research and their 

ability to engage with it.  I also used this opportunity to ascertain their level of understanding 

and comfort in discussing their various diagnoses, to ensure that the research process did not 

cause undue stress or anxiety.   

As with research about children, research involving people with disabilities also 

provides an important opportunity to expand knowledge and provide evidence to 

policymakers and legislators of rights-based solutions for those affected.  In line with the 

United Nationôs Convention on the Rights of Persons with Disabilities (2006),20 I ensured 

that my research was framed and conducted in such a way that it respected the human rights 

of the individuals concerned.  Central to this was respect for each subjectôs inherent dignity, 

individual autonomy (including their right to make their own choices) and independence.  

Once again, participatory approaches are recommended to ensure full equality, respect for 

difference and accessibility.  Wiles and colleagues (2004) recommend that researchers are 

mindful of the issues that can arise during the research process with disabled participants.  

This can relate to their needs during the engagement, ensuring ongoing assent or consent, 

managing the relationship throughout the research process, and being sensitive to 

unanticipated and distressing emotions or outbursts (Wiles et al. 2004).  Having experienced 

some of the behavioural consequences of learning disabilities and neurodevelopmental 

 
20 Articles 4 and 21 of the United Nationôs Convention on the Rights of Persons with Disabilities 

adopted by the UN General Assembly in 2006 which was developed in extensive consultation with 

persons with disabilities and their representative organisations. 
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disorders at a personal and parental level, I ensured that I remained extremely sensitive to 

these challenges throughout my fieldwork.  As many of my participants had difficulty with 

concentration, I endeavoured to keep any discussion to regular short informal conversations 

rather than long in-depth discussions.  As most respondents also had challenges with 

communication, I ensured that our conversations revolved around creative workshop 

techniques which made discussions on the various issues far more interactive and engaging.  

All participation in my research was voluntary and given that many struggled with a range of 

challenges, attention was paid to any indications that they might be feeling uncomfortable.  In 

these instances, observation or discussions were ended immediately.   

As part of my research process, I created a distress protocol.  This involved ensuring 

assent from the child participant at the beginning of each research session and reminding 

them that they could stop at any point.  If the child felt uncomfortable at any stage, I stopped 

the interview immediately and sought out their parent or caregiver to ensure comfort levels.  

Together with the childrenôs parents or caregivers, I then discussed if or when the best time 

would be to proceed, or whether the research should be terminated.  I also identified a 

selection of experts who agreed to provide counselling support should the need have arisen 

for either the children or their families during the research process; this was not, however, 

needed.  My research visits became akin to a óplaydateô with each child, who usually looked 

forward to seeing me.  The creative exercises were extremely popular and were particularly 

appreciated when each child received his or her own brand book at the conclusion of the 

research process.   

I had one or two occasions when the children I was working with felt tired or 

uncomfortable, and in each instance, I ended the research process immediately.  I then met 

with their parents to discuss their lack of comfort, and in each instance, it was due to the child 

feeling tired or anxious about issues other than the research.   On two occasions a child 

struggled to keep their emotions in check and lashed out at me, but in discussion with the 

parents, I established that this was not unusual for the child concerned.  I discussed their 

apprehension in-depth with them in a safe and caring manner, and in both instances the 

children explained that they often struggled to manage their emotions.  The method of 

participant observation, the assurance of confidentiality, and my own personal experience and 

sensitivity towards both learning disabilities and neurodevelopmental disorders, all appeared 

to support their and my belief that my research was low risk to the individuals involved.  

However, the findings will be extremely important in understanding and supporting children 
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who have been diagnosed with neurodevelopmental challenges, especially in South Africa 

where research of this nature is limited.   

As part of a broader team observing the Fight with Insight Autism Boxing 

Programme, I formed part of their ethics process.  Informed consent was obtained from both 

the parents of the children who participated in the programme and the Johannesburg Hospital 

Schoolôs Childrenôs Disability Centre.  In addition to observing the children in the context of 

the programme, I participated in many of the sessions as a support coach, to ensure the 

comfort levels of the children.  My observations were shared with all organisations and 

individuals involved in the research, in the form of a detailed report, which was positively 

received.  

Part of my research involved ódeep hanging outô in social media spaces, spending 

meaningful time observing and engaging in social interactions.  Social media, such as 

Facebook groups, are an incredibly rich source of insight into specific social groups, such as 

those defined or diagnosed as autistic, ADHD or struggling with a range of other 

neurodevelopmental challenges.  Murthy (2008) notes that the online social space can 

increase access to these previously marginalised groups. Despite the digital environment 

appearing to be a neutral space, it is still fraught with power relations, and findings are 

influenced by the subjectivity of the researcher and access of participants to the technology.  

The most important question is one of ethics and interrogating the impact and implications of 

research in the social media space on the subjects being observed.  Using a phenomenological 

method calls for the repeated interrogation of observations.  My engagement with social 

media groups gave me an opportunity to explore some of the phenomena that I observed with 

the children and in the autism boxing space, with a broader digital audience.  Where possible, 

I introduced myself to the online community and advised them of my research, which is 

common protocol among many of these social media groups.  Many require some level of 

vetting by an administrative group which enabled a more detailed introduction to my research 

and its objectives. In some instances, I sent my research proposal to the administrative team, 

and received feedback on how to position certain terms, diagnoses and perspectives, as well 

as guidance on how to interact with the group.  If I asked a particular question of any group, I 

ensured that I informed them of how this would be incorporated into my research, sharing 

updates on my findings and analysis where appropriate.  In one instance, I was questioned 

about my research, and I sent a detailed response to the administrator to position its relevance 

in my study. Without exception, participants stated the importance of sharing their authentic 
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experience of neurodiversity as widely as possible and contributed enthusiastically to all the 

debates and questions I proposed. As with all of my other fields of enquiry, I ensured strict 

confidentiality and assigned pseudonyms to all personal comments captured in my field notes 

and this final thesis, in line with the Social Media Ethics Framework outlined by Townsend 

and Wallace (2016). All groups with whom I engaged state their primary aim as increasing 

the understanding of atypical people, their behaviours and motivations.  I am confident that 

my research and dissertation supports these goals and provides an accurate representation of 

their perspective. 
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CHAPTER 4 

TOWARDS A PHENOMENOLOGY OF ATYPICAL CHILDREN  

If we consider that both childhood and disability are social constructs, then the 

concept of óatypical childrenô is both socially and culturally created (Manderson et al. 2016; 

Reynolds 1989; Ingstad & White 1995).  How we view atypical children impacts on how we 

interact with them, how we conduct research with them, and how we care for and support 

them. To problematise the neurotypical or atypical body, Nancy Scheper-Hughes and 

Margaret Lock (1987) proposed a ómindful bodyô approach, where the body is understood 

from three different perspectives.  The first is the lived experience of the individual body, 

using the method of phenomenology.  The second explores how the body is perceived 

socially in its relationship to nature, society, and culture, in the tradition of symbolism and 

structuralism.  The third and final perspective is that of the óbody politicô, where the body is 

viewed as a tool of social and political control, in the tradition of poststructuralism (1987:7-

8).  To examine the phenomenology of atypical children, it is thus crucial to suspend 

preconceived ideas about the body, in both its typical and atypical forms, and explore all 

realities and beliefs from each of these perspectives.  As noted by Scheper-Hughes and Lock, 

the only assumptions that we can make is that the body is ñsimultaneously a physical and 

symbolic artefact, both naturally and culturally produced, and securely anchored in a 

particular historical momentò (1987:7). 

Identifying the phenomena to be explored 

Phenomenology is the investigation into the structure of experience.  A fundamental 

understanding of human consciousness experienced by individuals as they engage with their 

everyday life (Ricoeur 1978; Valle & Halling 1989).  To create a phenomenology of atypical 

children, the pertinent questions are therefore: What makes a child atypical? How do they 

experience their world? How does this make them feel? And how do they then make sense of, 

or derive meaning, from this? To answer these questions, I followed Robert Mertonôs (1987) 

three step approach to identifying ócognitive and social patterns of practiceô. The first step 

involved identifying the phenomena that I wished to explore, which I achieved through a 

detailed assessment of the various diagnoses and atypical behaviours that I observed amongst 

the children in my cohort and online atypical community.  I then assessed the óspecified 

ignoranceô that exists around each phenomenon, the dominant discourses in both biomedicine 

and popular culture, related to each diagnoses or perceived problematic behaviour.  Finally, I 
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developed a structure that positions the range of phenomena in a way that makes them easy to 

understand and engage with.  Merton referred to this practice as developing óstrategic 

research materialsô, which enabled both my exploration and revealed new areas of enquiry 

(1987:1).  I refer to this structure as an óatypical engagement modelô, which aims to highlight 

key stages where challenges or differences showed up most acutely amongst my participants 

during my research.  As an additional level of enquiry, I then mapped all the diagnoses 

detailed in the DSM-5 (2013), and a range of other medical journals relating to 

neurodevelopmental disorders, back onto the model to illustrate how this biomedical view 

links to the phenomenological model of engagement that I had observed.  This process 

allowed me to identify the phenomena that I wished to explore, what was known and 

unknown about each area, and provided a framework for the analysis of meaning that atypical 

children and adults derived from their lived experience. 

On stigma and atypical labelling 

In studies of labelling theory and deviant behaviour, individuals who were assigned a 

social identity, such as being labelled as a delinquent or criminal, would often respond to this 

stigmatisation by entering careers that were considered deviant (Lemert 1951; Becker 

1973[1963]; Erickson 1964).  As noted by Howard Becker, in his seminal book Outsiders: 

ñtreating a person as though he were generally rather than specifically deviant produces a 

self-fulfilling prophecyò (1973 [1963]:34).  For atypical children, what makes them atypical 

is not necessarily what they think about themselves, but rather how others perceive and label 

their behaviour.  A review of the extensive popular literature and brochures which highlight 

the ósignsô of autism, ADHD, and learning disabilities reveals a list of labels assigned to 

children who are considered atypical.  Descriptors of behaviour include words such as 

óinappropriate', ôstrangeô, óunusualô and óexcessiveô, and all speak to how atypical children 

are perceived (illustrated in the brochures, Figure 14, on the following page). 

In the tradition of labelling theory, these themes indicate where atypical behaviour is 

most acutely observed.  However, they do not provide any insight into how these atypical 

patterns of behaviour emerged in the first place.  As noted by philosopher Kenneth Burke, ña 

way of seeing is also a way of not seeingò (1935:70).  By focussing primarily on the 

behaviours that society finds óinappropriateô, we have neglected to understand their origins, 

and possible uses or benefits to the children.  This lack of understanding has led to a need to 

remediate or remove these behaviours, without considering how they could be important to 

the children and how they navigate their world. 
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Figure 14. 

Producing atypical children through ADHD diagnosis 

Attention-Deficit/Hyperactivity Disorder (ADHD) was the one neurodevelopmental 

diagnosis and set of behaviours that was consistent for all my respondents, whether they were 

diagnosed primarily with a specific learning disability, general developmental delays, or on 

the autism spectrum. With no reliable biological markers (Thome et al. 2012), ADHD is 

diagnosed using a range of tests after a child has shown some of the recognised symptoms 

over an extended period of time, in what Goffman (1983) termed ófocussed encountersô.  The 

DSM-5 describes ADHD as ña persistent pattern of inattention and/or hyperactivity-

impulsivity that interferes with functioning or developmentò (2013:59).  The inattention 

behaviours relate to a childôs in/ability to focus, sustain attention, listen, follow, or act on 

instructions accurately, organise tasks and activities (even those they dislike), and not to be 

distracted or forgetful. Hyperactivity and impulsivity behaviours are related to fidgeting, 

tapping, squirming, stopping an activity midway, inappropriate running or climbing, and 

being constantly óon the goô.  Impulsive children are noted to talk excessively, óblurt out 

answersô at inappropriate times, refuse to wait their turn, and constantly interrupt or butt into 

conversations, games or activities (2013:59-60).  Although these seem like typical behaviours 

of a ódreamyô or rambunctious child, the question asked is whether these behaviours occur to 
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such a degree that they have a detrimental effect on the childôs development, ability to learn 

and social interaction with others.  ADHD is typical of most neurodevelopmental disorders in 

that finding biomedical markers has proved almost impossible, given the range of behaviours 

and comorbid disabilities or illnesses diagnosed alongside it.  However, through a process of 

ódiagnostic abstractionô, clinicians are able to óproduceô ADHD children (Abbott 1988).  

They do this by removing óextraneous qualitiesô and finding the óright professional categoryô 

for the child to fit into, in this case ADHD (Abbott 1988:40-41).  

An extensive list of comorbid and differential diagnoses is listed next to the category 

of ADHD in the DSM-5. This considerable list includes: oppositional defiance disorder; 

intermittent explosive disorder; other neurodevelopmental disorders; specific learning 

disorders; intellectual disability; autism spectrum disorder; reactive attachment disorder; 

anxiety disorders; depressive disorders; bipolar disorders; disruptive mood dysregulation 

disorders, substance use disorders; personality disorders; psychotic disorders; and 

neurocognitive disorders (DSM-5 2013:63-64). In addition to this list, and not contained in 

DSM-5, is sensory processing disorders (SPD), also known as sensory integration 

dysfunction. SPD is a neurological condition associated with atypical brain responses to 

internal and external sensory messages and is a typical comorbid condition of children 

diagnosed with ADHD (Ghanizadeh 2011).   Beyond defined ódisordersô, ADHD has also 

been aligned with high levels of intelligence. The American Association of Mensa, an 

organisation formed to nurture gifted individuals, found that ADHD is diagnosed in twice as 

many ógiftedô children as in the general population (The Economist, June/July 2019).  

Comorbid disorders are frequent in children diagnosed with ADHD, and in most instances 

more than 50 percent have one or more of the disorders identified above.  Yet many parents 

and even medical practitioners still question whether ADHD is a disorder at all.  Neurologist 

Richard Saul (2014) argues that a number of underlying causes can lead to symptoms of 

ADHD and each of these requires its own specific treatment.  These include sensory 

sensitivity, sleep disorders, anxiety, and depression, amongst others.  His major concern is 

that diagnosing ADHD as a ócatch-all disabilityô leads to the excessive medication of children 

with stimulant drugs such as Ritalin, Concerta (both methylphenidates) and Adderall 

(amphetamine and dextroamphetamine).  

At the South African Association of Child and Adolescent Psychiatry and Allied 

Professions Congress for 2019 (SA-ACAPAP), the entrance exhibition was dominated by 

stalls of representatives from the various pharmaceutical companies selling these ADHD 
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medications, or their generic forms.  Outside the conference, members of the Human Rights 

Commission of South Africa held daily demonstrations with placards reading ñStop 

psychiatric drugging of our childrenò, and ñChildhood is not a mental disorderò, indicating 

the high level of disagreement associated with this particular diagnosis and its treatment. Yet 

for some parents, the medication of ADHD ósymptomsô proved transformational, as one 

mother noted:  

We couldnôt function as a family, my husband was fighting with Craig every night, 

our whole family life became about managing him and his mood swings. Placing him 

on Ritalin has changed our lives.  Heôs a lot less manic and is coping much better in 

school, so I think he is happier (Shelly, mother to Craig, 12). 

For other parents, the medication was profoundly detrimental:  

Andy went into a deep, dark depression, it was almost like I lost my child for the two 

years that he was on Concerta and for some time after that.  He doesnôt like to talk 

about it; he just says it was a very bad time for him.  But that is what the doctors 

prescribed so what could I do?  (Dianne, mother to Andy, 11). 

Estimates place ADHD diagnoses at anywhere between 7.2 percent to 13.5 percent of 

global childhood populations, and these percentages have been increasing steadily over the 

past two decades (CHADD, Accessed 09/07/2019).  Yet there is much confusion around the 

disorderôs definition, its diagnosis, and its treatment.  A noted child psychiatrist at the SA-

ACAPAP congress (2019), and specialist in the field of ADHD, recommended giving 

children a drug trial of no fewer than three months ñif they displayed ADHD type 

behavioursò.  In a seemingly subjective approach to prescription, he suggested that if the 

drugs appeared to help the child, parents should continue with the medication, and if not, they 

should be stopped. Other parents I spoke to were told that they needed to place their children 

on medication for six months to a year to assess its effectiveness, a concerning period of time, 

considering some childrenôs responses, as in Andyôs case. 

Producing atypical children through autism diagnosis 

A similar challenge is noted with children diagnosed on the autism spectrum, where 

billions of dollars have been spent trying to map the genome of over 10,000 autistic children 

and their families, only to find that there are no specific genetic markers (New York Times, 

13th June 2003).  Geneticist Wendy Chung (2014) notes that although most neurological 

doctors and researchers agree that autism is transmitted genetically, between 200 and 400 
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genes have been identified as possible causes.  The DSM-5 defines autism as a combination 

of ñpersistent deficits in social communication and interactionò and ñrestrictive, repetitive 

patterns of behaviour, interests or activities,ò with a range of associated diagnostic features 

and levels of severity (2013:50-59).  As with ADHD, the list of comorbid conditions is 

extensive. Research as diverse as structural imaging of the brain; developmental 

macrocephaly; amygdala activity when scanning faces; autopsy studies of Purkinje cells in 

the cerebellum; hyperseratonemia; prenatal androgen exposure; and a range of environmental 

factors, have found no significant biomedical markers to date (Leventhal 2016).  Diagnosis 

relies on an autism screening questionnaire, followed by diagnostic interviews and 

observation.  Maynard and Turowetz (2019) note of this process: 

The doing of diagnosisé is interactional and ordered through those practices of talk 

and embodied behaviour that clinicians, parents and others, deploy in situated 

relationship with one another.  This means that autism, as an interactive diagnosis, is 

also an interactional production, and that loose coupling between social structure and 

everyday clinic life requires attention to tangible order in talk and concerted 

behaviours (2019:110). 

Ian Hacking (1986) supports this argument through his theory of ómaking up peopleô, 

noting how newly created individuals are influenced or changed by their categorisation.  Over 

time, as understanding and engagement with the category grows, the ócreated peopleô change 

and evolve the rules of the category in a form of ólooping effectsô.  Beyond the diagnosed 

individuals, the looping effect is expanded through institutions, knowledge production, 

families and biosocial communities.  The definition of autism, despite detailed diagnostic 

criteria, is thus far from static.  Eyal and colleagues (2014) argue that the label of autism is 

constantly being renegotiated, as our understanding of the condition evolves.  This has 

prompted many autistic advocates to state: ñIf you meet one person with autism, 

congratulations, youôve met one person with autismò (Silberman, 2015:14). 

The instability of atypical diagnosis 

Many of my participantôs families noted how despite their children having a range of 

comorbid challenges, their initial diagnosis and treatment protocol was usually related to the 

area of specialisation of the doctor or therapist with whom they first engaged.  A child may 

be diagnosed with sensory processing disorder, motor disabilities or hypermobility, if they 

have visited an occupational or physical therapist, noted experts in the óphysical worldô.  
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However, the same individual could be diagnosed with a learning disability, dyslexia21, 

dyspraxia22, dyscalculia23 and dysgraphia24, often coupled with ADHD and executive 

functioning disorders, by an educational psychologist or remedial therapist in the óintellectual 

worldô.  Psychologists and psychiatrists may diagnose anxiety, obsessive compulsive 

disorder, depression, or bipolar disorder in the óemotional worldô, or autism spectrum 

disorder in the ósocial worldô.  Rapp and Ginsburg (2011, 2013), in studying ólearning 

disabilitiesô, observed how diagnoses and labels can change from mental retardation, to 

learning disabilities, to autism spectrum disorder, over the course of a single childôs lifetime. 

My research participants displayed a range of challenges and atypical behaviour across 

physical, intellectual, emotional, and social worlds.  Each of these challenges impacted how 

they experienced their world. However, each had a specific diagnosis and treatment protocol 

which placed them primarily in one world or another.   

Grinker (2014) notes that diagnoses are inherently unstable, as they are usually 

historically and culturally constituted and frequently change over time.  Autism was initially 

framed as a diagnoses of childhood onset schizophrenia in the DSM-1 published in the 1950s. 

This evolved into an extremely narrow definition that focussed primarily on the clinical 

assessment of small groups of middle-class white children in the United States, with little 

appreciation for its expression in other racial groups, economic sectors, or between genders. 

Growth in the popular understanding of autism, coupled with the expansion of diagnostic 

criteria to include a spectrum, saw a rapid increase in ASD diagnoses in the mid-2000s.  The 

merging of ASD and Asperger Syndrome in DSM-5, published in 2013, along with comorbid 

conditions experienced by children on the spectrum, again changed our understanding and the 

possibility of a wider diagnostic scope.  From a social perspective, autism is defined in terms 

challenging contemporary social environments and power imbalances between those deemed 

neurotypical in contrast with those with perceived social deficits, and thus labelled atypical 

(Fein 2015; Milton 2012; Belek 2018).  The emergence of the óneurodiversityô movement 

positions an autism diagnosis in the field of physiological evolution, environmental influence 

on epigenetics, and an appreciation of human diversity (Bagatell 2007; Grinker 2007; 

 
21  A learning disorder that involves difficulty reading, related to challenges identifying speech sounds 

and the decoding of letters and words. 
22 A neurological disorder that impacts a personôs ability to plan and process motor tasks. 
23 A learning disorder that involves difficulty with mathematics, recognizing numbers and symbols, 

analysing measurements of time or money, visualizing numbers, performing mental and spatial 

relation math problems, and applying rules to math problems utilizing formulas and strategies. 
24 A neurological disorder that that affects the fine motor skills needed to write. 
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Lawson 2008; Savarese 2013; Mychasiuk 2015; Silberman 2015). As noted by autistic social 

and medical anthropologist, Ben Belek, ñautism is an emergent product of interrelated social 

as well as biological processesò (2019:4).  

Although a diagnosis is related to and determines the kind of treatment, therapy or 

medication a child with disabilities requires to engage positively with their world, sometimes 

it is simply a means to access medical or social assistance (Ingstad & Whyte 1995).  In South 

Africa, many parents struggle to get the support they need for children with 

neurodevelopmental disorders, primarily due to a lack of understanding around the various 

challenges (Schlebusch et al. 2016).  KCôs mother shared her struggles in trying to access 

support from the National Health Services (NHS) in the United Kingdom.  After nearly a year 

of assessments she was only able to attain a óspeech disabilityô diagnosis for KC, who has 

since been diagnosed on the autism spectrum, with several comorbid challenges. However, 

this diagnosis enabled her to gain access to a special needs school and some remedial therapy 

in their district.  She explained: ñEveryone told me, you just need a pink slip to get into the 

system, even if it isnôt for the main problem you are dealing with, at least you will be in the 

system.ò  The therapy only addressed some of the challenges that KC was experiencing at the 

time, but this was better than no support at all.  This leads us to question whether children are 

being diagnosed accurately and supported appropriately, or if they are just being placed in a 

predefined box that most closely resembles their dominant challenge, as identified by a 

medical practitioner, or the available resources. 

Developing Strategic Research Materials 

To understand the complexity of diagnoses, I conducted a detailed analysis of the 

hundreds of symptoms and related behaviours outlined in DSM-5, for each 

neurodevelopmental disorder listed, taking into account where comorbidity was specified. 

This analysis indicated a high degree of overlap between defined disabilities and their related 

diagnostic criteria.  Each diagnosis appeared to merge into the next, and despite both medical 

practitioners and parents stating categorical differences between challenges such as 

óIntellectual Developmental Disordersô and óADHDô, or óADHDô and óAutism Spectrum 

Disorderô, there appeared to be as many similarities as differences. Arthur Kleinman (2012) 

notes that the category ómental healthô has become overly complex: 

In extending the reach of authorized mental health categories to include both clear-cut 

disease and vaguer, though no less serious, problems of everyday life as well as non-
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medical catastrophes, ñmental healthò became an unwieldy, even unbelievable, odd 

lot- now in DSM-IV (and soon DSM-V) with hundreds of subcategories.  It seems to 

simultaneously trivialize the most serious of medical conditions and medicalize social 

problems (2012:118). 

 In its current format, each diagnosis is presented individually and although 

comorbidity is referenced, there is little understanding of how they may integrate in one 

person and impact their lived experience.  Physical, intellectual, emotional, and social 

challenges are categorised and treated accordingly, rather than exploring where they may 

intersect and impact on each other.   

This radical materialist approach not only individualises the human body but also 

what I term our óhuman tools of developmentô.  These ótoolsô include the physical, emotional, 

social and intellectual aspects that make up our personhood, as first defined by Émile 

Durkheim (1912) in the early 20th century and later by Marcel Mauss (1973) in his essay on 

Techniques of the Body. The clustering of conditions requires a holistic phenomenological 

perspective to ensure a true appreciation of the lived experience of atypical children 

(Williams 2005). To achieve this, I embarked on a detailed analysis of the atypical body and 

its relationship to the world it inhabits.  

A model of atypical engagement with the world 

My first round of analysis helped me to identity the specific areas of embodied 

experience, or phenomena, that I wished to explore further.  The phenomena presented as a 

cycle of seven stages of engagement illustrated in Figure 15 below.  These seven stages I 

describe as presence, perception, control, participation, flow, communication, and 

adaptability. All my atypical subjects experienced each of these phenomena in their day to 

day lived reality of their world.  What was also interesting was that each stage represented 

where the childrenôs óatypicalnessô or difference to typical children, showed up most acutely.  

Each stage of engagement is discussed in-depth in the rest of this chapter, detailing comorbid 

challenges and experiences.  The aim of listing these challenges and experiences on a stage-

by-stage basis, is to illustrate how the atypical lived experience should be considered and 

understood holistically, rather than analysing each diagnosis independently of each other. 
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Figure 15. 

Before exploring each of these stages, and as a further level of enquiry, I was 

intrigued by how my subjects engaged with their world using the previously noted óhuman 

tools of developmentô.  Although acknowledging their interconnectedness, most child 

development theorists follow the trajectory of physical, emotional, social, and then 

intellectual engagement with oneôs world.  My atypical subjects, however, appeared to 

engage differently.  One of my older subjects, Echo (16), described this process perfectly in a 

project he had completed on the topic of óUtopiaô, where he described his óperfect societyô. 

Echo had found a reference to Maslowôs óHierarchy of Needsô25 on the internet, to assist him 

in explaining his views.  However, instead of starting at the bottom and speaking to the basic 

physiological needs of food, water, sleep, breathing and health, he started at the top.  In 

Echoôs view, the first step in development is self-actualisation, or identifying oneôs purpose 

in life, how a person can contribute meaningfully to society and developing the skills to do 

this.  This was followed by a clear articulation of societal values, respect, equality, and 

sanction for any forms of discrimination.  Only once this had been clarified, should people 

 
25 Abraham Maslow first introduced his concept of a hierarchy of needs in his 1943 paper óA Theory 

of Human Motivationô.  This hierarchy argues that people are motivated to fulfil basic physiological 

needs before moving on to other, more advanced needs such as safety, love/belonging, esteem and 

self-actualisation. 
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focus on social needs such as love and belonging to a family or community.  Physiological 

needs were seen as an outcome once all of the above were in place, guided by the value of 

equality, as Echo concluded: ñWe need to build a society on morals and ethics not on how we 

surviveò.   To test this view, I asked my broader online atypical community, and their 

response was overwhelmingly in support of Echoôs perspective: 

I can definitely relate to needing to know the 'why' to want to do something. As for 

Maslow's pyramid, I consider the basic needs, well, basic, but from there I'd probably 

also say that first I need to know intellectually what the whole point is of the thing I'm 

doing.  Then I need my emotional needs met, and then social stuff is the last priority, 

(Michelle, autistic adult) 

My mum always used to say that as a kid, my most important needs were intellectual. 

Like I didn't care about eating that much but I absolutely HAD to know how traffic 

lights worked or I couldn't feel at ease.  (Sarah, autistic adult) 

Talking with my just turning 13-year-old, she definitely begins with the intellectual 

and from there forms values and beliefs based on the information and learning, so the 

values are rooted in her understanding of what is real and right. And these then lead 

the emotional, engaging in ways and circumstances that support the developed beliefs. 

(Evalyn, mother of an autistic daughter) 

Itôs been an interesting discovery to me that most people donôt think this way. That 

ónormalô people are happy to blindly follow instruction with no explanation. (Tim, 

autistic adult) 

My online community explained two different stages to physical engagement with 

their world.  There was the unconscious practice of ójust being in the worldô, over which they 

did not believe they had much control. However, should they need to take conscious physical 

action, such as brushing their teeth, this must be preceded by a solid intellectual argument 

before it is willingly undertaken. The hierarchy of human motivations for atypical children, 

could thus be defined as unconscious physical, intellectual, emotional, social, and then 

conscious physical needs, actions or behaviours.  By combining both the phenomenological 

stages of engagement that I had observed, with the atypical hierarchy of motivational needs, a 

new way of viewing the children emerged. The aim of this alternative methodological stance 

was to create a holistic way of assessing the data I had gathered, and to challenge how I 

viewed it, from an óintegrated perspectiveô, as illustrated in Figure 16 below. 
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Figure 16. 
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Exploring each stage of engagement 

The first stage of engagement is presence, or how atypical children óshow up in their 

worldô.  From a physical perspective, this relates to their physical presence and embodiment, 

or being in their body in the world, and can refer to sleep/wake cycles, body consciousness 

and body sense.  From an intellectual perspective, presence relates to how the children think 

about their brains, how their brains work, the process of learning, and their ability to engage 

intellectually in their world.  From an emotional perspective, presence relates to how they see 

themselves emotionally, their self-esteem and self-worth, and their ability to engage with 

different realities.  From a social perspective, presence relates to what the children believe in 

or value most as individuals, how they define who they are, and their personal identity.  This 

is the stage of engagement or phenomena where the children take a position on who and how 

they will be in the world. 

The next three stages of perception, control, and participation are concerned with 

how the atypical child engages with the world through action, constraint, or behaviour.  In the 

tradition of Bourdieuôs habitus (1977), these stages are also concerned with how the world 

imposes its presence onto the children. Habitus is thus shaped through individual agency, but 

also reflects the social structure within which the individual is acting, and how this structure 

influences their habits, perceptions, actions and how they frame their world.  Without 

exception, my observations revealed that the way atypical children perceive the world around 

them is different to that of neurotypical children.  Jan Wilson, a óuniversal design for 

learningô advocate, shared the atypical perception of her 9-year-old autistic daughter Zoeôs 

interactions with her remedial therapist.  She explained how the therapist was showing her 

daughter pictures of various scenarios and asking her what they represented.  In one of the 

pictures, a mother was nervously waving to her young son as he got on a school bus.  Instead 

of speaking to the narrative of mother and son, her daughter became ñfixatedò on a cat in the 

bottom corner of the picture: 

Despite her therapistôs insistence that her focus was incorrect, Zoe refused to alter her 

gaze and continued to worry about the cat.  To whom did this cat belong? Clearly this 

cat was hungry, who would feed this cat? The therapist grew more frustratedé. Why 

was Zoeôs concern for the cat wrong or misguided? Why was attention to the mother 

and son more valued? Who gets to make this decision?  Zoeôs tendency to create 

knowledge from the margins allowed her to form new meaning about what she was 
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seeing that disrupted and challenged the pictureôs master narratives (TedX, University 

of Tulsa, 21st May 2015). 

This description of how atypical children make meaning in atypical ways reflected my 

experience of how my respondents perceived their world.  Their insights were often based not 

on what would be deemed óappropriateô, but rather, what spoke to them first and most 

acutely, often from the ómarginsô. This was often different to that which neurotypical children 

and adults observed and assigned importance to. 

Perception, in the context of phenomenological engagement, relates to how atypical 

children first experience their world.  From a physical perspective, it relates to how this 

experience is interpreted through their body, what is often referred to as sensory processing.  

Sensory sensitivity or processing challenges were experienced by many of my respondents in 

terms of their senses of taste, smell, hearing, sight, touch, proprioception, and vestibular 

sense of balance, posture, motion, and equilibrium.   Beyond the senses that assist us in 

interpreting our external world, sensory processing also relates to óinteroceptionô, and the 

systems and processes that manage our internal experience of our bodies.  This relates to all 

major systems that regulate pain, temperature, movement, bodily urges, sympathetic and 

parasympathetic nervous systems, moods, and our very ability to survive as human beings.  

Intellectual perception relates to the childrenôs ability to reason, problem solve, engage in 

abstract thinking, and make decisions based on these skills.  Emotional perception relates to 

how the children engage with emotions, both internal to themselves, and connecting to the 

emotions of others through processes such as empathy, sympathy, and compassion.  

Perception in the social world relates to how the children engage with others, perceiving and 

processing social environments and interactions.  

Once atypical children have perceived their environment, and before they can respond 

to it, the concept of control becomes very important to them. The ability to control oneôs 

body, mind, emotions, or social interactions was particularly challenging for the children, as 

this was where their ódifferentô or óproblematicô behaviours were most often noticed, 

criticised or chastised.  Most spoke of a disconnection between body and mind, and feelings 

of ódisembodimentô rather than óembodimentô.  Thirteen-year-old non-verbal autistic teen, 

Naoki Higashida, shared this experience in his book, The Reason I Jump: 

In my gym class, the teacher tells me to do things like óStretch your arms!ô and óBend 

at the knees!ô But I donôt always know what my arms and legs are up to, not exactly. 
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For me, I have no clear sensation of where my arms and legs are attached, or how to 

make them do what Iôm telling them to do.  Itôs as if my limbs are a mermaidôs 

rubbery tail (2014:83). 

Control therefore relates to how atypical children consciously and proactively manage 

their body/mind connect.  From an intellectual perspective control relates to executive 

functioning, organisational skills, and the childrenôs ability to create structure in their lives, 

an ability that most of my participants lacked.  Control in the emotional space refers to how 

the children manage their emotions and tempered impulsivity or compulsiveness. From a 

social perspective, control relates to conduct and how the children behave and engage in 

social interactions.  Atypical children struggle in each of these areas. The very act of having 

to control themselves, often expressed as ómaskingô, saps them of their energy and makes 

them more vulnerable to being completely overwhelmed. Autistic advocate and academic, 

Dora Raymaker (2018), describes this as óautistic burnoutô: ña state of physical and mental 

fatigue, heightened stress, and diminished capacity to manage life skills, sensory input, and/or 

social interactionsò (2018: Slide 28). She explains how burn-out occurs when atypical 

children or adults are subjected to external expectations that they are unable to meet.  Burnout 

can also be a result of changes in environments, where children or adults feel unable to adjust 

or cope with the changed circumstances. 

The next level of phenomenological engagement, in the context of habitus, refers to 

participation, or how children act on what they have perceived.  Participation is often 

dependent on whether they have managed to institute some level of control over their body, 

mind, emotions, and social conduct, and dictates their ability to participate in a conscious or 

unconscious manner. A mother of a nine-year-old autistic boy shared her experience of her 

sonôs ómeltdownô at Universal Studios on social media.  Her account clearly illustrated the 

relationship between control and participation. In the busy environment of the theme park, 

several delays, and then the cancellation of his favourite Spiderman ride, her son had a very 

public emotional ómeltdownô:   

He began sobbing, screaming, rocking, hyperventilating, and truly struggling to 

breathe. A woman who worked there é rushed overé and while I frantically kept 

trying to get him to stand up so he wouldnôt get trampled on by people, she 

encouraged me to leave him on the floor if that is where he needed to be. Then she did 

this. She got down on the floor with him. She rested next to him while he cried his 

heart out, and she helped him breathe again. She spoke to him so calmly, and while he 
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screamed and sobbed, she gently kept encouraging him to let it all out. She told 

people to keep on walking around them, so they would stop standing there and 

staring. And then she told him it was okay for him to be sad and feel this way. She 

understood. She would feel the same way too. His feelings were validated. And she 

told him he could lay there with her as long as he needed to until he felt better. (Inside 

the Magic, 10th June 2019) 

All  my participants experienced ómeltdownsô, some frequently; none had any 

recollection of what transpired during these episodes.  Their parents and carers, however, 

relayed the abject sadness they felt when witnessing their children in such utter distress.  As 

one shared: ñWhen we asked him what was wrong, he said, óeverything is brokenô.ò 

Participation relates to how the children focus their bodies and then participate in the physical 

world, sometimes referred to as physical regulation.  From an intellectual perspective, 

participation relates to the childrenôs ability to sustain their concentration and participation 

levels when learning or creating.  From an emotional perspective, participation relates to how 

they construct their emotions and regulate them appropriately.  Social participation relates to 

how they regulate their behaviour in social environments and interactions, and how they take 

care of themselves in these spaces. 

The final three stages of phenomenological engagement relate to how atypical 

children manage the changing nature of their environment.  Change was a particularly 

difficult concept for the children to interpret, understand and engage with.  For most it was 

accompanied by extremely high levels of anxiety and chronic stress.  Change relates not just 

to having to change from one activity to another, or from one physical space to another; it 

concerns how items in their home may change after being cleaned or replaced.  Change could 

also refer to a parent changing their appearance, wearing makeup, or different clothes, 

shaving a beard, or getting injured or sick.  The changing of seasons can be experienced 

particularly acutely by atypical children due to fluctuations in temperature, increased 

allergens, and different landscapes to be navigated.  This dis-ease with change is captured 

below: 

My son is five and he gets really upset and frustrated when things break, even if they 

are simple things that are not unique. For example, if he accidentally drops his cracker 

and it breaks, he gets really upset, even if I show him that there are still more 

available in the package. If he spills milk he gets upset, even if I reassure that there is 

nothing to worry about, we just wipe it up. If he falls, he will get overwhelmed and 
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sometimes even repeat the action of falling on purpose immediately afterwards, 

almost like an echo.  If something gets stained, or if we get dirty with paint or 

markers, he will want it cleaned immediately. (Philippa, mother of an autistic boy) 

The need to maintain particular routines and rituals is well-documented for autistic 

children and forms part of the diagnosis, specifically, their órestrictive repetitive behaviourô 

and óinsistence on samenessô (Kanner 1943). Kanner noted how his patientôs behaviour was 

ñgoverned by an anxiously obsessive desire for maintenance of sameness that nobody but the 

child himself may disrupt on rare occasionsò (1943:245). He went on to describe how 

changes in routine, furniture arrangement, or the order in which every day acts were carried 

out, could upset the children intensely. In the DSM-5, this is described as ñan inflexible 

adherence to routines, or ritualized patterns of verbal and nonverbal behaviourò (2013:50).  

Further examples include difficulties with transitions, rigid thinking patterns, greeting rituals, 

and the need to take the same route or eat the same food every day.  Many of these 

óidiosyncrasiesô were observed among the children in my cohort. 

The three phenomenological stages of engagement related to change include flow, 

communication and adaptability.  Change is not seen as a ónecessary evilô, but rather as a 

personal afront, even if the need for change comes from the children themselves. I had 

countless conversations with parents who were frustrated at how their child could be happily 

doing something, and then would suddenly and insistently stop for no apparent reason.  I 

observed this ódisruption of flowô repeatedly.  We would be comfortably drawing together, 

listening to music, or playing a game, and they would suddenly need to stop the activity.  

They could not explain why they wanted to stop, they just needed to move on to something 

else, or possibly return to what they were doing before I had arrived.  Flow relates to how 

atypical children manage their óflow of lifeô at every level of their being; for most this is not 

an easy task.   

From a physical perspective, flow relates to the systems within the childrenôs bodies.  

These include functions such as eating, elimination, temperature control and pain 

management.    From an intellectual perspective, flow relates to how the children engage with 

changing learning environments or subjects and has particular relevance to their working 

versus long term memory.  It also relates to their ability to change from one working 

environment or subject to another.  From an emotional perspective, flow relates to how the 

children managed the flow of their emotions in changing environments or circumstances.  

Amongst my respondents, any change could be accompanied by distinct shifts in emotional 
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states, which were sometimes extreme.  In the social space, flow relates to how atypical 

children build and maintain social relationships and how they allow for the flow of social 

interaction.  As with all other aspects of flow, this was not a comfortable space for them. 

Communication, in all forms, is a particularly difficult skill for atypical children.  

Whether spoken, written, or expressed through their body, all my respondents struggled with 

some or all forms of communication.  A learning-disabled child may be comfortable speaking 

and engaging verbally, but their ability to communicate through the written word may be 

severely challenged.  Many children diagnosed on the autism spectrum struggle with verbal 

communication and exhibit selective mutism or speech apraxia. As communication is a two-

way stream, the process of listening and interpreting otherôs communication, especially 

unspoken, is difficult.  Although highly creative, the children could be distinctly concrete in 

terms of how they perceive their world.  Figures of speech such as metaphors, analogies and 

idioms were completely misunderstood, as were literary devices such as irony, sarcasm, and 

satire.  In the physical space, communication related to the childrenôs physical ability to 

communicate either with or without spoken language.  From an intellectual perspective, 

communication related to how the children to expressed their thoughts, ideas and intellectual 

processing either in written, verbal or visual format.  From an emotional perspective, 

communication related to how well they were able to express their emotional state, and to 

interpret and understand the emotions of others.  From a social perspective, communication 

related to how social interaction impacts on their ability to communicate with or without 

spoken words.   

The final phenomenological stage of engagement involved how atypical children 

adapt to changing circumstances.  In the physical space, how their bodies were able to adapt 

to changing physical environments related to sensory processing, motor function and 

flexibility.  Of particular concern in the physical space is the increase in hypermobility, as a 

comorbid attribute of many neurodevelopmental challenges.  This could present as simple 

over flexibility, but at the extreme, Ehlers-Danlos syndrome (EDS) and Marfan syndrome 

could spell a lifelong disabling condition affecting all connective tissues within the body 

including the skin, organs and circulatory systems (Baeza-Velasco et al. 2018).  As these 

conditions are treated in different medical fields, a clinical link has not been established, but 

the high incidence of comorbidity suggests a distinct relationship between EDS and Autism.   

Adaptability in the intellectual space refers to how the children were able to create new 

solutions, ideas, and innovations to deal with changing circumstances, through strategic 
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thinking and approaches.  In the emotional space, adaptability related to how the children 

were able to manage their emotional wellbeing within changing circumstances or 

environments.  In the social space, I explored how they were able to engage with what is 

referred to as adaptive social functioning and behaviours.  These behaviours relate to life 

skills such as personal care, grooming, dressing, taking care of oneself, handling food, 

working, managing money, making friends, social skills and generally taking ópersonal 

responsibilityô for oneôs life.  They are broadly termed ósocial competenceô and are often 

noted in the context of assessing a personôs ability to live independently despite being 

diagnosed with a disability.  Children and adults on the autism spectrum often present with 

significant challenges in adaptive behaviours, in comparison to their cognitive level (Kim et 

al. 2017). 

Mapping the biomedical to the phenomenological 

Having defined these various levels of enquiry, or phenomena to be explored, I 

revisited the range of diagnoses that my respondents were given, or that were referenced in 

my discussions with them, their families and by members of my online community.  The 

understanding of a diagnosis, comorbid conditions and the support or remediation of these 

conditions, takes up a huge proportion of conversation time in this biosocial world.  The 

primary focus of many atypical groups is for people to share their lived experience of their 

challenges, and to support others who may be struggling with something that they have 

knowledge of.  The purpose of this mapping process was not to focus on the biomedical 

challenges, but rather to be sensitive to the multitude of physical, intellectual, emotional and 

social challenges that my interlocutors often had to overcome or manage in the lived 

experience of their lives. It also revealed the collective experience of each of these conditions 

rather than interrogated them individually in the biomedical tradition.   

By mapping the diagnoses to a stage of engagement, I was able to see how particular 

issues clustered around each phenomenon.  Although there was some overlap of diagnoses, 

and each could be experienced at a physical, intellectual, emotional or social level, for the 

most part, this process indicated how at each stage of engagement, children were often 

dealing with a dominant challenge.  This assemblage of conditions, behaviours, and 

disorders, when viewed by stage of engagement, revealed a new way of thinking about the 

atypical lived experience.  A new type of óspectrumô emerged, one which indicated how the 

children chose to engage with, or disengage from, the world around them depending on their 

level of resilience, or conversely the lack of resilience.   This was my first indication that by 
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simply viewing atypical children differently, in this case from a holistic perspective, a new 

kind of spectrum could emerge. This spectrum of engagement versus disengagement, by 

stage, is illustrated in the chart below (Figure 17): 

STAGE ENGAGEMENT DISENGAGEMENT 

1. Presence 

 

To be present. To be absent. 

2. Perception To perceive, process and 

experience. 

To be oblivious or to avoid. 

3. Control To control and regulate. To be uncontrolled or 

powerless  

to control or regulate. 

4. Participation 

 

To be focussed and 

attentive. 

To be unfocussed and 

neglectful. 

5. Flow  To allow life to flow. To be stuck or to disrupt the  

flow of life. 

6. Communication To express oneself through 

communication. 

To suppress oneself or be 

unable  

to communicate. 

7. Adaptability To be flexible and adapt  

to change. 

To be inflexible and to  

limit change. 

 

Exploring the intersection of diagnoses by stage of engagement gave a particularly 

medical and, in many ways, negative perspective on childrenôs lived experience, as it 

focussed primarily on the ódisablementô of their difference.  However, in assessing the 

medical diagnoses in the context of a holistic lived experience, I identified how their different 

approach to engaging with the world also óenabledô them in many ways. This is explained by 

autistic advocate Tania Melnyczuk, specifically how autistic people can óoptimiseô 

themselves to live their best lives:   

Although autism is actually a physiological type, rather than a disorder per se, the 

only way to get officially labelled as autistic is to have a qualified, knowledgeable 

medical specialist identify enough things that are ówrongô with you to actually 

pronounce you to have an Autism Spectrum Disorder. It is comparable to using 

dysmenorrhea and mood swings as criteria for diagnosing an individual as female. 

They wait until you break, otherwise it doesnôt count.  This means that many people 

who are physiologically autistic do not learn how to optimise themselves, because 

they never end up at a specialist and therefore never find out that there is a name for 

Figure 17. 



 

 

 86 

how they function. Knowing this about themselves could have led to connecting with 

other autistic people and learning from them about how their own lives can be 

enhanced (Tania.co.za 4th June 2013, Accessed 26/03/2020). 

The atypical community primarily supports a social model of disability; however, 

most deal with several very real physical, intellectual, emotional and social challenges in 

their day-to-day lived experience.  Rather than just disabling, the understanding of a 

diagnosis can also be enabling, in how it assists atypical children and adults to manage their 

symptoms.  A brief overview of atypical challenges and differences are detailed below.  A 

full understanding of the different stages of engagement are explored in the chapters that 

follow. 

Challenges with Presence 

From a physical perspective, many of the challenges associated with presence, or how 

the children showed up in their world, related to how well they slept.  Issues such as 

sleep/wake disorders, fatigue, insomnia, narcolepsy, sleep apnoea, challenges with circadian 

rhythm, parasomnias and nightmares were all spoken about. The children had all experienced 

either full or partial shutdowns after challenging emotional episodes or meltdowns, 

sometimes referred to as presence disorders.  Partial shutdowns included: sensory shutdown, 

related to a personôs ability to comprehend sensory input; speech, receptive  and/or 

expressive language shutdown, relating to a personôs ability to comprehend or engage in 

verbal or written language; and motor shutdown, where  a person is unable to engage in 

voluntary movement sometimes referred to as catatonia, stupor or catalepsy (Everything, 17th 

March 2005).  Atypical children are physically cautious, and many struggle with conditions 

such as Chronic Fatigue Syndrome (CFS), Fibromyalgia (chronic pain), and hypermobility, 

all of which impact on how they experience their world. Connective tissue disorders such as 

EDS and Marfan syndrome, are typified with multisystem fragility and proprioceptive motor 

coordination dysfunction, which often leads to high levels of physical trauma and chronic 

pain.  Due to communication difficulties, these syndromes are often not identified in atypical 

children, resulting in them living with extraordinary levels of pain and physical discomfort 

that may be untreated and unsupported (Baeza-Velasco et al. 2018).     

From an intellectual perspective, presence challenges related to deficits in intellectual 

functioning, specific learning disorders and low scores in IQ assessments.  The children also 

experienced challenges with developmental delays, often related to their premature birth.  
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From an emotional perspective, diagnoses related to detachment from the world, included 

reactive attachment disorder, paranoia, schizophrenia, delusions, hallucinations and 

dissociative disorders.  These were not present in my initial cohort but emerged later during 

observational work in psychiatric environments, with clinical practitioners in this area, and 

members of my online community.   All children in my research displayed some level of 

dissociation from their environment, they also had difficulties relating to and interacting with 

others, especially when feeling vulnerable, anxious, or distressed.  From a social perspective, 

challenges ranged from introversion and social avoidance, to paranoia and antisocial 

behaviour.  Issues such as dissociation and being disconnected from oneôs social environment 

were discussed at length among members of my online community.  The new spectrum that 

emerged in the phenomena of presence indicated a conflict between the childrenôs desire to 

remain in their óown worldô versus being forced to engage or interact in the óreal worldô.  

This presence or absence was often not a conscious choice of the children, but rather 

illustrated how they lived their day-to-day lives. Their experience of absence was also not 

necessarily negative, as in many instances this was a time of intense dreaming, creativity, and 

imagination.  These periods of apparent óabsenceô had a profound impact on the childrenôs 

personal identity and sense of self, calling for a more detailed analysis of atypical presence in 

the chapter that follows. 

Challenges with Perception 

In the engagement phase of perception, challenges were once again related to how 

one connects or disconnects from the world, and how individuals managed themselves in this 

space. From a physical perspective, challenges included sensory processing disorders, 

impairments and deficits related to hyper- or hyposensitivity, pleasure disorders and general 

somatic challenges, usually related to pain, fatigue or chronic allergies.  Identified by Anna 

Jean Ayres, Sensory Processing Disorder (SPD) is commonly diagnosed in children with 

autism, ADHD and learning disabilities. Ayres (1972) notes how some children struggle with 

the neurological processes that organise the sensations they receive from their bodies and 

their physical environment, and this leads to a daily battle in social and educational spaces. 

Neurological research conducted by Owen and colleagues (2013) found that children with 

SPD have quantifiable differences in their brain structure, giving credence to a yet 

unrecognised disability in the DSM-5. They refer to children with SPD as óout of sync kidsô, 

due to their related intellectual and social difficulties with communication, emotional 

regulation and concentration.  Occupational therapist Winnie Dunn (1997) described how 
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different children have different sensory profiles which impact significantly on their 

behaviour and participation in everyday life.  Although these profiles occur from childhood to 

adulthood, they are particularly prevalent and more intense amongst people diagnosed as 

atypical: 

The evidence thus far suggests that vulnerable children (e.g. children with autism, 

ADHD, Asperger syndrome, Fragile X syndrome) are much more likely to have 

intense sensory response patterns.  For example, children with autism spectrum 

disorders have a pattern of significantly different registration combined with avoiding. 

With this pattern, these children may fail to notice small stimuli (difficulty with 

registering), and then when the sensory input is strong enough for them to notice, they 

quickly withdraw (demonstrating avoiding).  This pattern would make it very 

challenging for the children to respond appropriately; children have to sustain their 

attention to a stimulus in order to learn (Dunn 2007:90). 

From a phenomenological perspective, Wood and Stuart, in their study on phantom 

limbs, describe sensory processing as the ñmotor resonanceò between our bodies and the 

world they occupy: ñA system of motor capabilities, abilities, and habitus that enable 

movement and the maintenance of posture and which function without the necessity of 

perceptual monitoringò (2009:493). 

Sensory processing challenges are also experienced internally through interoception.  

Khalsa and colleagues describe interoception as ñthe process by which the nervous system 

senses, interprets, and integrates signals originating from within the body, providing a 

moment-by-moment mapping of the bodyôs internal landscape across conscious and 

unconscious levelsò (2018:501).  This óbody mappingô starts in utero, during the third 

trimester of pregnancy, when a baby is moving and kicking its limbs against its motherôs 

womb (LiveScience, 30th November 2018).  This early spatial mapping creates the óneural 

scaffoldingô for all future sensory input, a ómental mapô of the body which lays the 

foundation for the childôs future development (ibid.). The implications for the sensory 

processing abilities of children who are born prematurely or under difficult or traumatic 

circumstances, as with most of my cohort, are profound.  In their study of interoception and 

emotion, Critchley and Garfinkel (2017) describe how human emotions are not only related 

to ófeeling statesô within the body, such as anxiety and a churning stomach, but are also 

caused by them.  DuBois and colleagues (2016) found that although the degree and 

directionality is not yet clear, interoception is atypical in people diagnosed with autism.  
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Wickremasinghe and colleagues (2013) found similar challenges in children born 

prematurely, who scored as atypical in auditory, tactile and vestibular processing.  Any 

dysfunction in interoception can have a marked impact on mental health and disorders 

including anxiety, mood, eating, addiction, and somatic systems (Khalsa et al. 2018). 

In the intellectual space of perception, challenges related to difficulties with 

understanding, reasoning, problem solving and abstract thinking.   Conceptual skills were 

also deemed a problem, as were the childrenôs ability to learn from experience and make 

decisions based on this.  There is a high comorbidity between autism, ADHD and learning 

disabilities (McCarthy 2014), which include dyslexia, dysgraphia, dyscalculia, auditory 

processing, and non-verbal learning challenges. Rapp and Ginsburg (2012) note how the 

concept of ólearning disabilitiesô was only óinventedô by Samuel Kirk in 1963, but it is now 

the fastest growing category within IDEAôs26 14 diagnostic areas in the United States 

(2012:176). In South Africa, the Education White Paper 6 (EWP6), on special needs 

education was introduced in 2001. It defines both intrinsic and extrinsic factors that impact 

on learning challenges, and an extremely broad criteria for the diagnosis of learning 

disabilities27 (Nel &  Grosser 2016).  South Africa does not have a standard and nationally 

accepted tool to measure the prevalence of learning disabilities, or to differentiate disabilities 

amongst children. In UNICEFôs (2012) study of childhood disability in South Africa, 

intellectual and learning disabilities made up just 15.7 percent, the highest being visual 

disabilities at 23 percent, and hearing at 21.2 percent.  In comparison, IDEAôs assessment of 

disabilities for the 2017-2018 period in the United States indicates that learning and 

intellectual disabilities made up 54 percent of total disabilities while hearing and vision 

impairment made up just two percent of the total childhood disability population (National 

Centre for Education Statistics, May 2019).  This suggests that many children with learning 

disabilities are not identified and remain unsupported in South Africa.  Beyond education, 

Rapp and Ginsburg (2012) argue that the differential brain development of learning-disabled 

children impacts profoundly on their academic and social life, forcing them to adjust to 

 
26 The Individuals with Disabilities Education Act (1990) ensures students with disabilities are 

provided with Free Appropriate Public Education (FAPE) that is tailored to their individual needs in 

the United States. 
27 Criteria include: difficulty using cognitive strategies; poor attention, memory, and organisational 

skills; auditory and visual perceptual challenges and fine/grow motor skills; poor sensory integration; 

significant discrepancy between academic potential and achievement; difficulties with receptive and 

expressive language ability;  difficulties with reading and spelling; difficulties with mathematics and 

dyscalculia; social and emotional problems related to academic challenges; and associated behaviours 

with ADHD. 
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bureaucratic school systems and an often-uncertain future.  óImperfectô children and parents 

become members of what they term a ñnew kinship imaginaryò, that resist the worldôs narrow 

definitions of learning achievement. However, whilst they illustrate the creative and unique 

approaches of learning-disabled children, they also highlight the very real challenges that 

these children experience daily. 

From an emotional perspective, all the children struggled with generally disorganised 

emotional states. Alexithymia is present in over 50 percent of all people diagnosed on the 

autism spectrum and describes their inability to understand bodily feelings related to 

emotions, or to verbalise their emotions or moods. Poquérusse and colleagues (2018) 

conducted a detailed analysis of the co-presence of autism and alexithymia, noting that it is 

both a cause and consequence of autistic behaviour.  There has been much research into the 

óemotional competenceô of atypical children, and their ability to perceive, recognise and 

regulate their and otherôs emotions (Ashwin et al. 2006; Lindner & Rosén 2006; Harms et al. 

2010).  Historically, the dominant discourse argues that atypical children, especially those on 

the autism spectrum, lack the capacity to engage with emotions as they are unable to 

recognise or express them appropriately (Rieffe & Stockmann 2000).  There is evidence of 

óemotion recognition deficitsô in children diagnosed with autism, associated with the capacity 

to interpret facial expressions.  However, Brewer and colleagues (2015) found that while 

individuals with autism may struggle to read neurotypical facial expressions, neurotypical 

individuals also struggle to read autistic expressions: 

Individuals with ASD produced atypical expressions, seemingly due to atypical 

representations of emotion, rather than simply having reduced comprehension of the 

use of emotional expressions, or awareness of their facial movements. These atypical 

representations also appear to be idiosyncratic, meaning members of the ASD 

populations may struggle to recognise emotional expressions produced by each other. 

(Brewer et al. 2015:270) 

Beyond alexithymia and emotional understanding, the children frequently expressed 

cognitive ideation typified by feelings of rejection, humiliation, embarrassment, and a fear of 

causing offense due to their atypical behaviour.  They often had challenges with body 

dysmorphia, and their appearance in general, and in some extreme cases personality disorders 

were noted among members of my online community.   
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In the social space, challenges with perception related to difficulties óperceiving the 

socialô. The DSM-5 groups these challenges into deficits in social-emotional reciprocity; 

deficits in nonverbal communicative behaviours; and deficits in developing, maintaining, and 

understanding relationships (2013:50).  The children displayed a particularly concrete view of 

the world, were often gullible to manipulation and most had experienced some form of 

bullying as a result.  Atypical children are also believed to have a limited understanding of 

risk, which impacts on their social judgements and decision making. I did observe some 

questionable social judgements amongst my older participants, often in their efforts to appear 

órebelliousô and ócoolô, or just to fit in.  All children had difficult ies relating to and interacting 

with others, and this was exacerbated by their inability to make direct eye contact and their 

lack of awareness of facial expressions.  There was also discussion of prosopagnosia or óface 

blindnessô amongst my online community, where individuals are unable to recognise even 

familiar faces, with obvious implications for social interaction (Weigelt et al. 2012).   

In the perception stage of engagement, sensory processing, fatigue, allergies, pain, 

and interceptive challenges all impact on how children understand and process their world.  

In the academic space, specific learning disabilities influence their sense of self and ability to 

engage in an óage-appropriateô learning curriculum.  Difficulties with perceiving and 

understanding emotions both within themselves and others, as in the case of alexithymia, 

impacts on their emotional wellbeing and compounds their general challenges in óperceiving 

the socialô.  The spectrum that emerged in the stage of perception appeared to indicate an 

ability to perceive, process and experience the world on the one hand, while being oblivious 

or actively avoiding the world on the other.  However, a more detailed exploration of how 

atypical children óperceive their worldô revealed a far more nuanced experience.  This related 

to how the children managed their bodily boundaries in the process of connecting or 

disconnecting with the world around them and will be discussed in the chapters that follow. 

Challenges with Control 

Diagnoses noted in the stage of control related primarily to the body/mind connection, 

highlighted earlier in this chapter.  Physical challenges in this space relate to epilepsy, vocal 

and motor Touretteôs syndrome, trichotillomania (excessive hair pulling), excoriation 

(excessive skin picking), apraxia, dyspraxia, and dysgraphia.   Both children and adults 

shared that they had no control over these physical challenges.  From an intellectual 

perspective, difficulties with control related to executive functioning, or the childrenôs ability 

to organise and plan their world.  Their ódisorganised thinkingô was exacerbated by the 
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physical challenges of dyspraxia (coordination), dysgraphia (the ability to write), and related 

issues with fine motor movement.  From an emotional perspective, a lack of control related to 

issues such as obsessive-compulsive disorder or emotional outbursts.  Challenges around 

control in the emotional space, resulted in behaviours such as echolalia (constant verbal 

imitation) and/or echopraxia (where the imitation is physical).  In the social space, an 

inability to regulate their behaviour, frequently resulted in an emotional ómeltdownsô or 

óshutdownô. 

Atypical childrenôs and adultôs behaviour regulation is often expressed in repetitive 

motor movements, referred to as óstimmingô.  Stimming can include making sounds, flapping, 

rocking, spinning, grunting, self-hitting and chewing of clothes. It is also referred to as 

óautistic stereotypyô and in the DSM-5, it is noted as typical behaviour of children diagnosed 

with autism.  Using wearable technology, researchers from Boston University proved that 

autistic adults and children use stimming intentionally to manage their experience of their 

environment (Spectrum News, 25th November 2019). Kapp and colleagues (2019) found that 

autistic adults ñhighlighted the importance of stimming as an adaptive mechanism that helps 

them to soothe or communicate intense emotions or thoughts and thus objected to treatment 

that aims to eliminate the behaviourò (2019:1782).  This is an area of great contention in the 

autism community, as this behaviour is most directly targeted for remediation by therapists, 

often in the context of Applied Behaviour Analysis (ABA). The word is derived from the 

concept of óself-stimulationô and is often used as a means of self-regulation.  Autistic 

advocates argue that by attempting to remediate and remove this behaviour, therapists are 

depriving the child or adult of an important tool for self-management.  Most argue that if one 

stim is removed, it is merely replaced by another, more socially acceptable one.  Renowned 

actor, Anthony Hopkins, was diagnosed with Aspergerôs Syndrome at the age of 70; his 

óstimô is his characteristic behaviour of rubbing his hands together.  Beyond a distinctive 

acting mannerism, it represents his concerted effort to find a socially acceptable way to self-

regulate.  He notes of himself: ñA lot of people with Asperger's are highly functional, but 

inconsistent, they have nervous ticks, nervous habits, inconsistently obsessive thinkingò 

(Psychology Matters, 30th July 2017). 

An inability to control oneself or self-regulate can lead to quite serious incidents of 

children óacting outô.  In these instances, they can display behaviours such as conduct 

disorder and destruction of property, and occasionally receive a diagnosis of oppositional 

defiance disorder (ODD).  They are also noted to have difficulties with following rules and 
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using inappropriate language, noises and sometimes crying, which can appear as órebelliousô 

or ódefiantô.  My research participants did not oppose rules in general but did oppose those 

that did not make sense to them. As with all neurodevelopmental challenges, the comorbidity 

of ODD amongst atypical children is extremely high and reflects their frustration at the lack 

of understanding of their way of being in the world. Developmental psychologist, Mona 

Delahooke (2019), argues that ODD as a label should not be used to describe young children 

as their defiant behaviour is often a response to stress.  I observed a few children who had 

been diagnosed with ODD and discussed it at length with psychologists and psychiatrists, 

who often explained the behaviour as a response to ófearing rejectionô.  My observations, 

however, mirrored Delahookeôs views that the children were in a constant state of stress due 

to challenges with their óneuroceptionô and how they bodily perceived threats in their 

environment.  Some of the children I observed had experienced excessive bullying and 

suffered from extreme sensory processing challenges.   Ordinary sensations in their everyday 

lives presented as life threatening, and as a result, they were in a constant state of hyper-

arousal and ósurvival modeô. The spectrum that emerged in the control stage of engagement 

was simply the childôs ability to control and regulate themselves, or to be uncontrolled and 

unable to self-regulate.  However, rather than rebellion, defiance, abuse and destruction, this 

lack of control presented as a sense of frustration and powerlessness. 

Challenges with Participation 

Diagnoses related to the childrenôs ability to participate in the world focussed 

primarily on their capacity to maintain and sustain attention.  From a physical perspective, 

attention difficulties relate to hyperactivity, impulsivity or hypoactivity. This was particularly 

challenging in the intellectual or learning environment, where ADHD type behaviours were 

felt acutely by the children, their teachers, and other learners. Children presented as either 

excessively hyperactive and impulsive, disrupting their class on an incessant basis, or 

conversely, entirely inattentive, dreamy, and appearing disconnected from the class and 

activities around them.  Both these expressions of ADHD had an impact on the childrenôs 

ability to learn and to produce considered, accurate work, devoid of mistakes.  From an 

emotional perspective, participation was associated with manic or conversely cyclometric 

disorders such as passivity and anhedonia, where the children were completely disinterested 

and unable to feel pleasure.  From a social perspective, negative behaviours included 

excessive talking, blurting out of answers, disinhibition where the child was óover-familiarô, 

or conversely entirely disengaged.  The engagement spectrum of participation related to the 
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childôs ability to be focussed, attentive and to participate versus being unfocussed, neglectful 

and either unwilling or unable to participate.  Exploring how the children engaged in the 

world, revealed their daily struggle with energy management.  Children were either dealing 

with excessive amounts of energy, which they struggled to find outlets for, or conversely had 

little to no energy and struggled to get to the end of their day, without being completely 

overwhelmed.   

Challenges with Flow 

As noted previously, the children had a number of challenges and diagnoses related to 

their embodied experience of change.  Flow, in the context of the physical, related to how the 

children managed their daily bodily functions and activities.  Just as they struggle with their 

body/mind connect, general somatic stress was constant. Many struggled with gastrointestinal 

dysfunctions such as stomach cramps, vomiting and diarrhoea which impacted on their 

behaviour and quality of life (Krajmalnik-Brown et al. 2015:1).  In their study of 

gastrointestinal dysfunction in children diagnosed with autism, Kang and colleagues (2014) 

found that problems such as diarrhoea, constipation, bloating, vomiting and reflux existed in 

nearly 50 percent of the children. Penzol and colleagues (2019) found similar incidences of 

functional Gastrointestinal Disorders (fGID), associated with Intellectual Disability (ID), 

sleep problems and those on psychotropic drugs prescribed for behavioural challenges.    

Many parents of ADHD and autistic children support óelimination dietsô, where foods, 

particularly those containing the proteins casein (found in milk) and gluten (found in wheat), 

are eliminated from their childôs diet. Other parents spoke of challenges with ódigestive 

enzymesô in their childrenôs gut and the value of ódigestive enzyme therapyô.  I engaged with 

two parents, who explained that their autistic children had an óopioidô type reaction to eating 

apples, bananas, artificial preservatives, and colourants. They believed this to be linked to 

chemicals, known as exorphins, released by undigested casein and gluten, causing the 

condition referred to as óleaky gutô (RaisingChildren.net.au 1st August 2017, Accessed 

13/02/2020).  The leaky gut and resulting brain disruption were believed to cause autism or 

exacerbate autistic and ADHD behaviours. Though widely questioned by the biomedical 

fraternity, a randomised, placebo-controlled trial of digestive enzymes in children with 

autism found that those who received therapy had significant improvement in emotional 

response, general behaviour, and gastrointestinal symptoms (Saad et al. 2015). Eating 

disorders such as anorexia, bulimia or binge eating were also noted by my online community.  

Eating challenges were exacerbated by sensory sensitivity to food textures, tastes, and smells, 
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and this often led to a very limited diet.  Other difficulties included pica, the eating of non-

nutritive food, and issues with rumination and regurgitation.  There was a high incidence of 

elimination challenges among the children such as bed-wetting and incontinence extending 

from toddlerhood well into childhood.    

From an intellectual perspective, issues around flow related to challenges with the 

childrenôs process of learning and their ability to access their working memory.  Whilst most 

had exceptional long-term memories, especially for facts, movies, or media that they found 

interesting, struggles with short term and working memory made learning, and especially 

examinations, difficult.   Autistic academic, Temple Grandin (2014) likens her memory to a 

vast library of video tapes that she can call on and play through, rewind and playback.  She 

uses this skill to examine the detailed designs she is working on, or to decode social 

interactions that she finds perplexing.  I noted this ability amongst many of my participants, 

especially in relation to their óspecialist interestsô. The childrenôs occupation with óspecialist 

interestsô, which included technology, gaming, design, science fiction and certain historical 

facts or periods, left little space for a more rounded educational curriculum. Most adults 

spoke of how their academic abilities improved as they focused on more specialist subjects at 

a tertiary level of education and in the working world.  

From an emotional perspective an inability to manage the flow of life manifested in 

moodiness, dysthymia (feelings of intense sadness and emptiness), irritability and in some 

cases depression and bipolar disorder.  Emotional distress at disruption and discontinuity is a 

typical comorbid trait of atypical children and adults and is expressed through challenges 

such as complex post-traumatic stress disorders (cPTSD), hoarding and obsessive-compulsive 

disorders (OCD). Over 70 percent of children on the spectrum have a comorbid psychiatric 

disorder, which usually includes OCD, anxiety, and/or depression (Spectrum News, 26th 

September 2019).  Kerns and colleagues (2015) note that autism both influences the traumatic 

stress experienced, and increases the presentation of autistic symptoms. Many of the children 

struggled with pathological demand avoidance (PDA), the extreme avoidance of everyday 

demands and expectations (Autism.org.za 25th September 2019, Accessed 12/02/2020). These 

demands can be as simple as asking a child a question, asking them to choose between two 

options, or to get ready for school. The questions or ódemandsô can trigger a ósurvival 

responseô in the childrenôs highly sensitive neuroception.  Porges (2014) describes 

neuroception as the process our neural circuits go through to distinguish between situations 

that are safe, dangerous, or life-threatening. If a threat is perceived, even if innocuous, the 
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childrenôs defence strategies are triggered. Where perception is a conscious process, 

neuroception occurs without awareness, making any response automatic rather than a choice.  

The range of recognised óthreat responsesô include: ófreezeô, where a child is unable to 

respond and presents as óhypervigilantô (Bracha et al. 2004); óflopô where the child falls 

asleep or shuts down; óflightô, which relates to the child either physically running away, or 

becoming hyper-focussed on another activity to the exclusion of all else; and ófrightô,  which 

can completely immobilise a child and is often seen as a last resort when flight is impossible 

(Kozlowska et al.2015). A final response recognised by some is ófawningô and relates to 

ómaskingô and ópeople pleasingô, where the child places otherôs needs over their own, usually 

after prolonged high stress situations (Walker 2013).  

From a social perspective, allowing for the flow of social interaction was difficult for 

the children, as many struggled with extreme social anxiety.  Relationship building was not a 

skill any had mastered, and friendships, although desired, were often few.  Their social 

challenges were exacerbated with difficulties in learning even simple social skills such as 

appropriate greetings, taking turns and a willingness to share.  Their seemingly obsessive 

attachment to particular objects or rituals epitomised their inability to allow for the general 

flow of life.  The spectrum of flow related to the childrenôs ability to allow things to flow, 

versus their almost compulsive need to disrupt the flow of their lives.  When questioned 

about their ódifficulties with flowô, they noted a disconnect between how they believed things 

should be, in contrast to how they experienced them. Their inability to comfortably accept the 

flow of life reflected their insecurities around their lack of control over their bodies and the 

world around them.  Allowing the world to flow without trying to stop or control it or being 

unable to stop or control their world and how they experience it, appeared to create a high 

degree of anxiety and sometimes depression. 

Challenges with Communication 

From an anthropological perspective, communication and culture are intimately 

linked.  Communication both creates culture through our customs, rituals and how we engage 

with each other socially, and is shaped by culture, through our diversity and different ways of 

being in the world.  Linguist Charles Hocket notes that ñcommunication is those actions by 

which one organism triggers anotherò (1958:573).  In exploring comparative aspects of 

human communication, Clive Kluckhohn (1961) stated that language is both a part of culture 

and a vehicle of culture that forms a matrix for human experience. Sapir (1929) hypothesised 

that a personôs understanding of their world and how they experience it is largely a result of 
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the language habits of their community, and its predisposition to particular choices of 

interpretation.  Our ability to communicate with one another is therefore critical in how we 

make space for ourselves in the world, how we experience our world, and how we make 

sense of our world.  In the engagement stage of communication, physical challenges included 

a range of speech, sound, and language disabilities such as non-fluency, colloquially referred 

to as óstutteringô, vocal and verbal ticks, mutism, selective mutism, and apraxia of speech.  

Apraxia refers to the disconnect between a personôs desire to speak and their ability to 

produce the appropriate sounds. Global research indicates that around 40 percent of autistic 

children are non-verbal, and of the remaining children, many only use very basic functional 

naming words (Rose et al. 2016). 

Beyond the spoken word, non-verbal autistic advocate and academic, Amanda Baggs 

(2010), communicates through her sensory stimming and typing.  Baggs argues that 

neurotypical language is limiting and one dimensional.  Whilst flapping her hands, singing, 

rocking, smelling, listening, feeling, and tasting her environment, she explains: 

My language is not about designing words or even visual symbols for people to 

interpret. It is about being in constant conversation with every aspect of my 

environment.  Reacting physically to all parts of my surroundingséThe way I 

naturally think, looks and feels so different from standard concepts or even 

visualisation, that some people do not consider it thought at all, but it is a way of 

thinking in its own right (Baggs 2007: Video). 

Rather than óbeing in her own worldô, Baggs explains that she is responding to 

everything around her in óreal timeô.  However, as she is unable to engage in verbal 

communication, she notes that her cognitive abilities and even personhood is often 

questioned. Autistic anthropologist Dawn Prince (2010) also describes the language prejudice 

experienced by autistic people: ñIf you couldn't speak the Lingua Franca of the normal, then 

you had to be stupid and, therefore, disposableò (2010: 1055).  If communication both creates 

culture and is influenced by culture, then what Baggs and Prince are proposing is a new form 

of atypical cultural communication that needs to be accommodated and understood by the 

neurotypical world. Belek (2019) notes that through their óunconventional linguistic 

structuresô, Baggs and Prince are attempting to reshape their social environments and what is 

appropriate or acceptable in these spaces.  Movements such as #EmbraceTheStim, 

#StimDancing and the #InternationalDayoftheStim, have all been created by autistic 

advocates to recognise stimming as an authentic form of communication. 
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In addition to speech and language skills, communication challenges include 

echolalia, giving unrelated answers to questions, a limited use of gestures, such as pointing or 

responding to otherôs pointing, and problematic inflection.  Clinicians also note the 

previously mentioned óconcrete view of the worldô, which is thought to explain difficulties 

understanding jokes, sarcasm, teasing, or figures of speech such as irony, hyperbole, or 

personification.  Language disorders also have a negative impact on learning and are often 

coupled with the specific learning disabilities outlined above. In the context of learning, 

therapists sometimes refer to the condition of aphasia, which impacts on a personôs ability to 

produce or comprehend speech and to read or write.  Autism and aphasia are viewed as 

órelated syndromic clustersô and are thus treated similarly (Cohen et al. 1976:605).   

Communication in the emotional space relates to how children express their feelings.  

Challenges can present as selective mutism on the one hand or emotional outbursts on the 

other.  Unable to contain their feelings, often in a state of extreme agitation or frustration, 

anger, aggression, and rage, are sometimes diagnosed as óintermittent explosive disorderô.  

The ability to perceive and communicate empathy can also be challenging for atypical 

children.  This is not to say that they do not experience empathy; however, it is often 

expressed in very different ways to neurotypical children. In my discussions and observations 

with both children and adults, it appeared that empathy was felt too much rather than not at 

all. Autistic adult Stephen notes: ñI experience empathy as physical pain, especially in 

situations of injustice. My whole-body aches with emotion. Sometimes I melt down and 

sometimes I shut down.ò Beyond human interaction and communication, many children and 

adults noted profound levels of empathy between themselves and animals.  Temple Grandin 

explained: ñWhen Iôm with cattle, itôs not at all cognitiveéI know what the cow is feelingò 

(Sacks 1995:268).  Isaacson (2009) noted a similar interaction with his autistic son, who 

appeared to have a ódirect lineô to animals and especially horses. Malcolm and colleagues 

observed the óopening upô of autistic children during equine therapy: ñautistic children came 

to ósurpriseô parents and teachers with their intersubjective, communicative, and empathic 

abilitiesò (2018:21). The researchers argue that the empathy they observed between the 

children and horsesô questions notions of intersubjectivity and the belief that empathy can 

only be experienced cognitively between humans, with the use of language.   

Some researchers claim that autistic children have ómind-blindnessô, or a deficit in 

óTheory of Mindô (ToM), where a child is unable to see a phenomenon from the perspective 
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of anyone other than themselves. Baron-Cohen and colleagues (1985) claim that autistic 

children lack a ótheory of mindô altogether: 

Our results strongly support the hypothesis that autistic children as a group fail to 

employ a theory of mind. We wish to explain this failure as an inability to represent 

mental states. As a result of this the autistic subjects are unable to impute beliefs to 

others and are thus at a grave disadvantage when having to predict the behaviour of 

other people (1985:44). 

Theory of mind is believed to develop alongside communication skills, between the 

ages of two and five years (Milligan et al. 2007).  It describes a childôs ability to focus their 

attention on an object or person, and understand that object or personôs intention, based on 

their beliefs, desires, emotions and knowledge (Premack & Woodruff 1978; Baron-Cohen 

1991). Key to this ability is the understanding that other peopleôs desires and beliefs are often 

diverse, as is their access to knowledge, their ability to hide their emotions and their 

interpretation of ófalse beliefô.  False belief refers to a childôs ability to comprehend a 

particular situation from the perspective of someone other than themselves.  It is this ability, 

that is seen to be deficient in children diagnosed with autism, schizophrenia, nonverbal 

learning disabilities or ADHD (Korkmaz 2011).  Theory of mind is often linked to empathy, 

however, where empathy is regarded as emotional perspective-taking, ToM is defined as 

cognitive perspective-taking (Hynes et al. 2006).  Deficits are thought to stem from a range 

of difficulties.  These include difficulties with imaginative play, which is believed to be 

lacking in children on the spectrum (Leslie 1991), an assumed inability to interpret emotions 

(Hobson 1986), or specific developmental or cognitive delays (Baron-Cohen 1991). DSM-5 

(2013) defines these deficits in ósocial-emotional reciprocityô and órelationship buildingô as 

an inability to adjust oneôs behaviour to suit a particular social environment, to share or take 

turns, to show interest in oneôs peers, and to appreciate how oneôs behaviour impacts on 

others.  Communication cognition, where knowledge is acquired and understood, is believed 

to be impossible without theory of mind (Sperber & Wilson 2001). 

Frith and Happé argue that some autistic individuals have a ñlate acquired, explicit 

theory of mindò resulting from ñeffortful learningò (1999:82).  In questioning autistic 

peopleôs ability to be self-conscious, the researchers were criticised for ódelegitimizing 

autistic narrativesô (Yergeau 2013).  However, the concept of óeffortful learningô resonates 

with some adults in their understanding of social communication and interaction.  This 

learning is often acquired through mimicking others to the point of expertise.  Beyond social 
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engagement, the ability to mimic others accurately can lead to the acquisition of significant 

skills.  Temple Grandin noted how when she needed to learn how to create detailed technical 

design drawings, she watched a draftsman drawing up some plans intently, and was then able 

to recreate this skill: 

I saw how he did itéI went and got exactly the same instruments and pencils as he 

used ï a point-five-millimetre HB Pentel ï and when it was done, I couldnôt believe 

Iôd done it. I didnôt have to learn how to draw or design, I pretended I was David [the 

draftsman] ï I appropriated him, drawing and all (Sacks 1995:266). 

The spectrum that emerged in communication engagement related to the childrenôs 

ability to express themselves and to communicate, either verbally or non-verbally, or to 

suppress themselves, either willingly or more often, unwillingly, and to not communicate.  

This stage of engagement could be conscious or unconscious, or something they had control 

over, or no control at all. The spectrum of communication was strongly associated with the 

childrenôs values and beliefs, and their apparent dedication to honesty and integrity, which I 

discuss in more detail in later chapters.  The children appeared physically unable to be 

duplicitous and struggled to understand this ability in others.  

Challenges with Adaptability 

The notion of adaptability is highly stress inducing and often met with resistance by 

atypical children and adults, especially those on the autism spectrum. Any change that 

interferes with their órestrictive repetitive behavioursô and óinsistence on samenessô can lead 

to high levels of anxiety and maladaptive behaviours28 (Kanner 1943).  In the physical space, 

these behaviours could include stress related repetitive motor disorders such as shaking, 

rocking, head banging, biting, hitting, and stimming that borders on self-harm.  An inability 

to adapt physically to oneôs environment can also be related to the sensitivity and fragility of 

atypical bodies.  A number of chronic conditions, disorders and syndromes were noted and 

discussed amongst my participants.  Medical doctor and psychiatrist Sharon Meglathery  

explains the clustering and overlapping of chronic medical conditions in atypical children and 

adults in her RCCX Theory.29  Her theory identifies a number of genetic mutations and 

structural challenges around the vegus nerve, which manages our sympathetic and 

 
28 Behaviours employed by atypical children or adults to avoid directly confronting the discomfort of 

new situations or environments. 
29 https://www.rccxandillness.com/ Accessed 11/02/2020. 

https://www.rccxandillness.com/
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parasympathetic response to the world. Other syndromes and disorders included: óPostural 

Orthostatic Tachycardia Syndromeô (POTS), which impacts on a childôs ability to manage 

their blood pressure;  óPaediatric Acute-onset Neuropsychiatric Syndromeô (PANS); and 

óPaediatric Autoimmune Neuropsychiatric Disorders Associated with Streptococcal 

Infectionsô (PANDAS), indicated by a sudden onset of OCD symptoms and behaviour.  A 

high incidence of autoimmune diseases such as rheumatoid arthritis, lupus and inflammatory 

bowel disease were noted by members of my online community.  In exploring the links 

between autoimmunity, autoantibodies and autism, Edminston and colleagues (2017) cite 

numerous studies where maternal autoantibodies that impact negatively on neurodevelopment 

were found in autistic children and their mothers. All these conditions have a serious impact 

on how atypical people engage with their world, especially in the rapidly changing and often 

harsh physical and social environments of our contemporary society. 

From an intellectual perspective, adaptability related to the childrenôs ability to 

engage in abstract versus concrete thinking.  Abstract thinking is believed to be a deficit in 

atypical children; however paradoxically, I observed all my participants apply distinctly 

strategic approaches to their management of change.  Rules were created, rituals invented, 

and specific individuals identified to assist them in engaging with their world.  The concept 

of rituals was explored in the popular television series Atypical (2017) about an autistic 

teenage boy. In an episode called ñRitual-Licous,ò lead character, Sam, engages in a number 

of rituals for his sisterôs birthday including: waking her up at her ñhappy birthday minuteò; 

saying óhappy birthdayô to her sixteen times, for each year of her life; and playing a game 

called ñIckle-bickle-bean-stalkò, which their mother had invented for them.  Sam explains 

how it is critical for him to complete all the rituals; on one occasion when he did not, his pet 

turtle died.  He notes: ñRituals are important, itôs how you know everything is ok, because 

thatôs what rituals do, they make everything okò. The National Autistic Society in the United 

Kingdom observes that rituals are common amongst autistic people and can be both a source 

of enjoyment and a cause for distress and anxiety (autism.org.uk Accessed 26/04/2020). 

Some rules and rituals go beyond simple anxiety management into the realm of 

obsessive-compulsive disorder (OCD).  OCD is typified by óobsessionsô and ócompulsionsô 

over which an individual usually has no control. Obsessions refer to recurrent and persistent 

thoughts, urges and images that are intrusive and unwanted and usually cause high levels of 

anxiety and distress. To suppress these obsessions, the individual may engage in compulsive 

behaviour, which can include intense repetition, such as hand washing, or the obsessive 
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ordering and checking of items or activities (DSM-5 2013:237).  Research into the 

comorbidity of autism and OCD is limited and as a result, it is often undiagnosed due to the 

overlapping of symptoms (Spectrum News, 27th February 2019).  Typical OCD compulsions 

are seen as being óstuckô or obsessing over a particular item or behaviour, which can 

sometimes be confused with autistic rituals and stimming.   

Despite both the children and their parents attempting to manage change proactively, 

a sudden and unexpected shift can result in fraught responses.  In the emotional space, these 

included separation anxiety, panic attacks, trauma, excessive fear, pathological avoidance, 

and stressor disorders.  In the social space, children displayed maladaptive behaviours, such 

as pathological demand avoidance, challenges with adaptive functioning and sometimes 

clinical distress.  In trying to ófit inô or pretend that they are coping with change, many 

children and adults will attempt to mask their óatypical behavioursô.  The International 

Society for Autism Research (INSAR), notes that masking, or camouflaging, is a specific risk 

marker for suicidality and non-suicidal self-injury (Cassidy et al. 2018).  Research places the 

risk of suicide and suicidal behaviour for atypical teenagers and adults at nearly ten times that 

of the general population and speaks to the high levels of comorbidity between autism and 

depression (Psychology Today, 10th February 2019).   The spectrum that emerged around the 

stage of adaptability related to the childrenôs ability to be flexible and adapt to change, versus 

being inflexible and attempting to limit change whenever and wherever possible. Through in-

depth observation and understanding, a more nuanced motivation was revealed, connected to 

how atypical children structure, and make sense of their world.  It also, once again, illustrated 

their constant battle with control of their environment and their body. 

Moving on to the lived experience 

The primary focus of this study is to understand the lived experience of atypical 

children from their perspective, rather than how they are perceived and labelled by the 

medical profession, the remediation industry, and popular óneuro-cultureô (Rose 2014).  It 

aims to explore the relationship between their embodied experience of their world, how the 

world impacts on this experience, and how they claim agency in this space.   The detailed 

analysis of challenges, behaviours and diagnoses against a new phenomenological model of 

engagement, is the first step in moving beyond an individualised and medicalised approach to 

understanding neurodevelopmental disorders.  Although predominantly biomedical, it 

illustrates a holistic way of exploring the atypical lived experience, as challenges are 

clustered together around the social, rather than treated independently of each other. The 



 

 

 103 

remainder of this dissertation will explore each of the óstages of engagementô outlined in this 

chapter, from the perspective of atypical children, to uncover the meaning associated with 

each phenomenon identified. 

A detailed summary of the neurodevelopmental and associated disorders discussed in 

this chapter are summarised by stage in the charts below (Figure 18.a and 18.b). The aim of 

this summary is to illustrate the combination of challenges that an individual may experience 

at each stage of interaction with their world. Whilst this approach to presenting information 

may appear to compartmentalise each challenge experienced, my intention is quite the 

opposite.  In my process of detailed analysis, it became important to ósegmentô each stage and 

diagnosis into parts, so that I could then cluster them into a more holistic picture of the total 

phenomenological lived experience of atypical children and adults.  Although I have 

specified diagnoses, challenges and behaviours into physical, intellectual, emotional and 

social categories, the intention is not to separate them out, but rather to show their flow and 

connection, as they are experienced by stage from one to the next.  It would be impossible to 

separate each challenge into a particular component, whether physical, intellectual, 

emotional, or social, as each is experienced often simultaneously by all categories as we 

engage in our lived experience of our world.  
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Figure 18.a 
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Figure 18.b 
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CHAPTER 5 

ATYPICAL WAYS OF BEING IN THE WORLD : ON PRESENCE 

THE STORY OF PUCK30 

Puck was diagnosed with autism at six months of age. His parents noticed that he did 

not like to be held or cuddled, and that they could put him down in his cot and he would self 

sooth rather than need their support.  Challenges emerged around sensory sensitivity, fine 

motor movement, proprioception, learning challenges and attention.  He also displayed 

typical autism traits such as challenges with eye contact, echolalia, and repetitive motor 

movement or stimming with his hands or objects. He struggled with sleep and has had a strict 

regimen for going to bed every night from a young age. He has been diagnosed with epilepsy, 

depression, anxiety and Tourette Syndrome, which has sometimes presented as angry 

outbursts, especially towards his mother, much to his mortification, as he is very close to her. 

These physical and emotional challenges mean that he has been and is on a range of 

medications which he believes have both helped and hindered him.  His use of Ritalin caused 

major depression and significantly slowed his growth rate, leading to shorter stature in his 

teen years: his doctors are trying to remedy this with growth hormones as his lack of height 

concerns him greatly.  The growth hormones and puberty have impacted on his levels of 

aggression, and he is thus also on mood stabilisers that have the added advantage of assisting 

with epilepsy prevention.  Puck is disciplined about his medication and believes it helps him 

with life, learning and engagement in the world.  This is very important to him as he is first 

and foremost a creative performer. 

Puckôs specialist interest is people.  He loves to watch people interacting with each 

other, and especially when there is a bit of conflict, he notes: ñNot in a bad way, but I love to 

see how people are with each other, itôs funny and exciting.ò  Puck is constantly studying 

how people engage with each other. He then files his insights away in his imagination, to 

share at a later stage with his parents or theatre coach as possible characters he could play one 

day.  Puck has attended a childrenôs theatre group: 

 
30 Puck asked me to choose a pseudonym for him. After much thought and interaction, I chose the 

mythical figure of Robin Goodfellow, or Puck, from Shakespeareôs A Midsummer Nightôs Dream.  

Puck is mischievous but endearing, and always keen to shake things up in human interactions to see 

how people will respond. 
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I honestly love my career at the childrenôs theatre, I have been going there since I was 

about twelve. We combine classes, we have physical dance, drama and music, my 

favourite is drama. I like any kind of theatre, like musicals, opera, drama.  I have been 

to the theatre lots of times. Montecasino is one of my best.  

For the most part, Puck has had a challenging time at school. He enjoyed play school 

as it was filled with games and music, he could play classical piano at the age of three, but 

eventually he was sent to a remedial junior school.  Puckôs experience of this school was not 

positive.  He struggled with academic subjects and writing any test would bring on extreme 

anxiety. He would often get up and walk around his class or the school, leading to an 

occasion when he was physically restrained to his chair.  Puckôs parents moved him to a new 

school at the age of twelve, but by this point he was very subdued.  As noted by the 

headmaster of his new school, ñby the time he got to us, he was almost shut down, he didnôt 

want to settle or do anything.ò  Through a process of intense personal engagement, Puck 

started to open up again, interacting positively with his school friends and teachers, especially 

around music and theatre.  The school started a rock band with Puck as base guitarist:  

Music inspires me. My favourite music is not only musical theatre, I also like rap and 

hard rock. I listen to it anytime, like in the middle of class, I would be listening to 

music, like in the middle of maths (his least favourite subject), I would be listening to 

music and studying. 

Physically Puck is extremely cautious. He feels pain acutely, describing his óworst-

dayô as the day he broke his arm during a horse-riding class, aged ten: 

It was unexpected and sudden, and I was very sad, and my arm was very painful.  All 

I can remember was being rushed to the hospital and it was the worst experience of 

my life. Ever since that experience I have been very sceptical about riding another 

horse because I am constantly afraid of falling off. 

Another bad experience he recalled frequently in our conversations was going to Jozi 

X, an extreme outdoor sports centre with an inflatable obstacle courses: ñI donôt like it, I went 

there with my school and I fell off the boxing thing, but I didnôt break anything.ò   

Puckôs body is a constant frustration to him.  Physical exertion is difficult.  He has an 

ataxic gait due to challenges with proprioception and needs to wear special orthopaedic 

shoes, making any form of running or aerobic activity difficult. Puck has extreme sensory 

sensitivity to sounds, smells and textures, but as he notes, ñthankfully my eyes are fine.ò  Any 
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physical irritations such as a piece of food stuck in his teeth are impossible to ignore, and he 

will sometimes hurt himself in his effort to fix it.  His mother recalled that during winter 

when his lips get chapped, ñhe literally physically eats himself, chewing his lips until they 

bleed profusely.ò  When doing the body mapping exercise, Puck drew his stomach in his 

chest and his heart where his stomach should be, possibly indicating his physical response to 

stressful emotions such as being scared or anxious, which can sometimes lead to bouts of 

vomiting or diarrhoea. His brain is his favourite body part: 

The part of my body I like the most is my brain; I love the way it thinks and learns.  

When I am feeling strong, I feel it in my head and muscles, when I am weak, I feel it 

in my legs.  My brain is like a whole bunch of gears working together, it always does 

what it needs to do. 

Puckôs ideal physical environment is wrapped up warm in bed with a heavy blanket 

on top of him.  His mother also noted that bathing calmed him significantly as a child.  When 

he doesnôt need to go to school he will ideally wake up slowly, chatting to himself about his 

day, what he plans to do and how it will unfold: ñI like to day dream a lot, I talk to myself, I 

talk about what I want to happen to me and how I would handle it.ò Puckôs older brother 

described how he would often hear Puck practicing ordering a pizza or meeting someone 

new: ñItôs almost like he is practicing life, before he has to do it.ò  

Puck, like most participants, did not like to talk about negative emotions such as 

feeling sad, angry, scared or anxious.  When pressed to discuss them, he would do so 

reluctantly, and clearly found them overwhelming: ñMy favourite emotions are feeling love, 

calm, happy and excited, I donôt want to feel the bad ones [emotions], I can make them 

[emotions] for myself, I have control over them.ò   Puck feels the need for control acutely.  If 

things are not going according to plan, he will often lash out and resist attempts to calm him 

down.  His mother relayed one of her most distressing experiences with him when his father 

fell ill on a holiday: 

My husband got very ill and we had to get him back to Johannesburg.  When the boys 

woke up, I was packed and ready to go.  But when we got to the airport, Puck threw 

the biggest tantrum out, because when we go to the airport, he either goes to Wimpy 

or Spur to eat something, because he doesnôt eat on the plane.  So, Iôve got the 

luggage, Puckôs dad is in a wheelchair practically passed out, I just grabbed him and 

wheeled him onto the plane.  He was eleven, so we are not talking about a tiny boy, 



 

 

 109 

and he threw a fit.  It was the one time I needed him to be ok and he wasnôt.  He 

didnôt care he was shouting and screaming that his dad would not let him go to 

Wimpy.  The ground staff had to get my luggage because I knew Puck would run off.  

He was screaming ñhow dare you, we are not getting on this fucking plane,ò like only 

Puck can swear.  I had to drag him on the plane, his arm was blue from me pulling.  

After my husband got out of theatre, I went straight to the support group, I needed to 

talk it out.  The therapist was so wise; she advised that the reason he wanted to go to 

Wimpy was because if he went there it meant everything will be fine.  He thought that 

because he didnôt go to Wimpy everything had fallen apart.  The fact that his dad is 

mortal really upset him; he wouldnôt visit him in the hospital and avoided him until he 

was better.  He doesnôt like to be faced with our mortality; it terrifies him. 

One of Puckôs favourite pastimes is meeting and engaging with famous artists.  His 

room is a shrine to various music stars, and he speaks with passion about meeting anyone 

who he considers to be talented and famous. He described his óbest-dayô in a monologue that 

he presented to me: 

One of the best days of my life has to be when I was chosen to perform in an opera 

musical called La Bohème.  What was even more exciting was meeting all my 

favourite opera singers [he named each of them] and many other talented opera 

singers who I am very fond of.  I learnt a lot from the singers and the chorus master.  

This was the best day because I felt like such a theatre star and an experience I shall 

never forget.  Also, one of the perks of being a theatre star is getting presents each 

time you perform and thatôs what I loved the most about being on stage.  Even though 

it was far to drive but that is one of the few endeavours of my life that I will never 

want to replace with anything else in the world.  

Puck is very sociable and enjoys spending time with people if he is not too tired.  

Some days we would spend over an hour together; other days he would barely manage 20  

minutes as he was tired and need some óalone timeô.  This was often related to the content of 

our discussions.  He found it very taxing to talk about school or his emotions; however, if we 

turned to creativity, music or the theatre, his energy would be restored.  On one of our 

outings, we went to the theatre together.  It was an extremely challenging environment for 

Puck as it was loud, and due to the participatory nature of the show, we were subjected to 

windstorms, a giant spiderôs web and bouncing balls over our heads.  Puck loved the show, 

he participated, and managed his sound sensitivity with ear plugs.  On our way home, 
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however, he was emotionally overwhelmed and exhausted and was unable to stop crying.  I 

was extremely concerned and called his mother later only to be told he was fine.  He had 

raced in and asked for his ñred rescueò, a red cooldrink with a beta blocker in it, and once he 

had time to decompress, he was back to his bubbly self, re-enacting the show to his parents.  

From actively seeking out famous artists to engage with, to his family and friends, 

Puck loves to have people around him, but on his terms.  He uses his very close community, -

-- his mother, father, brother, uncles, cousins, friends, teachers, coaches, carers, therapists and 

even pets -- to navigate the world. Each has a role to play from ñchallenging me to think 

differentlyò to ñmaking me feel specialò, and he in turn can be funny, charming and 

extremely mischievous, saying outrageous things just to see what happens next.  He is 

extremely close to his mother, and outright refused to talk about his relationship with her, 

shedding a few tears and telling me, ñdonôt make me go thereò when I tried to explore the 

relationship further.  He adores dogs, not in his home, but as playmates that he can visit for 

play dates [at his uncleôs house]: 

I like dogs, especially Larry and Quincy, they are more fun to play with.  I also like 

Honey the Labrador.  They have a different sense of humour and you can play and run 

with them.  

Puck would often interrupt a conversation by stating, ñI wonder what Larry and 

Quincy would say about this,ò or ñHoney would love thisò.  His father talked about the 

important role that the dogs play in his life: 

The best coping mechanism is talking about Larry and Quincy, so at the airport, when 

he is stressed, he will say, ówhat would Larry do nowô.  I find it very easy to distract 

him with Larry, or Iôll bark at him, itôs kind of like a secret language.  Iôll say to him, 

óPuck, if Larry was here now, heôd be running into that grass looking for a piece of 

boereworsô, it calms him down immediately, itôs like a bubble popping. 

Puck would often talk about how open and honest his dog friends are, ñif they are 

angry or want to shout at you, they bark, but most of the time they just want to play with 

you.ò  Puck has an extremely developed sense of right and wrong, and often gets fixated on 

what he views as bad behaviour, or people being rude or disrespectful.  His parents note that 

he does not stick to this own moral code, but he does expect it of others.  He often asks 

extremely direct questions to complete strangers or makes comments that they may find 
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offensive, such as about their weight or physical appearance. He is also extremely gullible 

and has been manipulated by strangers and ófriendsô alike in his attempts to help them.  

Puck likes to portray himself as a rebel and a risk taker, sometimes placing himself in 

risky situations just to see what will happen, such as ordering alcohol on a holiday or leaving 

his home to go to a mall without his parentsô knowledge.  He would find these experiences 

both terrifying and exhilarating and take great joy in telling his mother to ñtell her what I 

didò, at my next visit.  When discussing his favourite characters, he would always choose the 

óbad guyô as his hero; this was consistent across all my participants: 

My favourite character is Scar in the Lion King.  He is very sly, he is a bit mean, he is 

like the villain.  I like the way he speaks; I mean, I like the bad guys.  A lot of people 

ask me why I like them, and I say because they have a deep voice like me.  I like the 

fact that they get everything, like big songs and stuff.  They have the biggest parts. 

When I asked Puck to describe himself using archetypes, he chose óRebel Creatorô. 

Puck and I spent a lot of time creating a personal brand for himself which included designing 

a personal crest, a collage of his future dream world and a personal vision.  He also defined 

his personal values and identified what he believes makes him special and unique.  We then 

discussed at length the people and actions he would need to take to achieve this goal.  His 

crest combined his love of dogs, the theatre, and the colour red [as an avid Manchester United 

fan].  He summed up his personal motto as ñnever give upò, testament to his determination to 

flout stereotypes of autistic people. For Puck, autism is an important part of his identity; it is 

not situated in his brain but in every aspect of who he is: ñit sits all around me,ò he describes: 

It means I like different things to othersé others like football, I like drama.  People 

usually find out when they get to know me better.  I donôt usually explain it to people, 

I let them find out for themselves.  They just talk to me and realise that I like different 

stuff.  On the boat I had a little autism bracelet [Puck had recently been on a cruise 

ship with his parents].  My parents instructed one of the team councillors that I am 

autistic and then he told everyone else. And everything was fine because they all 

knew.  I got on well with everyone and they got on well with me, because they knew.  

I didnôt have to explain it because I had the autism bracelet. Sometimes I feel sad 

because I think I will lose some of my friends, thatôs why I donôt tell them, they must 

find out for themselves, but I havenôt lost any friends because of my autism yet.  The 

low point is that people closed the lift on me [Puck had an unfortunate experience 
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when a group of people closed a lift door on him so that he could not get on, he 

assumed this was due to his perceived difference]. Then on the last day of the cruise, I 

met this nice African American couple and they held the lift for me and I said, óthank 

you for holding the lift for me and not closing it, because people have been closing the 

lift on meô.  Then one of them said I must go and complain to the concierge and they 

will tell the captain. I told them, óI think they were just being horribleô, and he said 

people had no consideration.  It made me feel disappointed that there was no respect 

for others.  I saw a couple of shows on the ship, óBurn the Floorô and óRock of Agesô, 

which I actually went to see a number of times because it was so good. I think the 

actors also knew I was on the spectrum because they high fived me and stuff.  

In his future dream world and vision, Puck wanted to travel as a creative performer: 

I want to travel the world, New York, London, but I also want to bring creative shows 

to South Africa.  I want to be a triple thread, a singer, dancer and actor. I just want to 

entertain people.  I want powerful roles, where people are a little scared of you.  I 

would love to go to Julliard [School of Performing Arts in New York]. 

Puck described his values as having respect for people and putting them first, having 

imagination and creativity, having commitment, being punctual and never giving up.  He 

believed that what makes him special is his ability to endear himself to people. He also 

believed that he is good at creative writing, has a good sense of humour, is committed, and 

works and trains extremely hard, and he is always on time. Puck believed that the people who 

would help him achieve his vision were his parents, and a range of coaches in theatre, opera 

and dance who could support him in achieving his goal of becoming a performer. 

The most interesting development in Puckôs personal narrative, however, happened 

after we had spent our time together.  I collated the story he had shared with me about 

himself into a book which I took back to him after number of months.  I first shared it with 

his mother who got visibly emotional as I took her through the detail of what Puck had 

envisioned for himself.  She then stated, ñyou donôt know what has happened, do youò, and 

proceeded to tell me a remarkable story of how Puck had used the work we had done together 

to change his lifepath:   

After you stopped working with him, Puck came to us one night and told us that his 

current school, which he was still very fond of, was not going to help him fulfil the 

vision he had for himself. He decided that he needed to go to a school for performing 



 

 

 113 

arts like Julliard if he was really going to become an actor.  He looked up which 

school supplied the child actors to perform at Montecasino, from one of the old 

theatre programmes he has; he keeps all of them.  He then contacted the school and 

asked for a meeting with the headmistress.  He was coming to us [his mother and 

father] because he needed us to attend the meeting with the headmistress!  We met 

with her and she said she did not see why Puck could not join the school.  We advised 

her he was autistic, and she told us that she doesnôt put limitations on her pupils, and 

if he was prepared to try, she was happy to give him the chance.  So, he started at the 

school after the holiday break and he is loving it.  What is amazing is that his 

academic results are improving.  He is also doing ballet and tap to help him with his 

proprioception and so his movement and walking has also improved.  

A few months later, Puckôs mother contacted me to say that he wanted to invite a few 

key individuals to a show that he was doing as part of the school, and he would like me to 

attend.   

Sitting in the packed audience in one of Johannesburgôs largest theatres, I was stunned 

to see Puck taking part in a group dance number.  After the break, Puck then appeared on a 

screen talking about being autistic and how he wanted to become a role model for other 

autistic children who want to become performers.  The lights then went dark and a single 

spotlight followed Puck walking onto the stage in a formal suit.  Puck then sang óYou raise 

me upô, initially on his own and later with a fellow pupil and adult opera singer, whilst a deaf 

choir signed the words in front of them; the performance was breath-taking (see Figure 19). It 

was an incredibly emotional event and despite a few tears, a standing ovation that went on for 

some time, Puck stood proud, confidently embracing his new role as professional actor and 

autistic creative performer. 

When I took Puck through his book that we had created together, he just smiled, 

nodded and then asked if he could dedicate it to Quincy, one of his favourite dogs who had 

recently passed away. 
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Figure 19. 

Presence: a phenomenology of personal identity 

The first phase of phenomenological exploration involved understanding how my research 

participants óshowed up in their worldô.  I explored their physical presence, being in their 

bodies in the world; their intellectual presence, what they thought of their brain, learning and 

their ability to learn; their emotional presence, relating to their self-esteem and feelings of 

self-worth; and their social presence, which incorporated their values, their desired 

personality, identity, and what they envisioned for themselves in their future.  Personal 

identity relates to how individuals develop themselves as self-conscious beings, with a 

distinctive mind-body-self-awareness that is separate from others around them.  It focusses 

on the importance of óselfô and ópersonhoodô:  How people identify themselves from others, 

how they learn who they are, how they communicate their identity to others, and how they 

defend who they are, if they feel their identity is being threatened.  Identity is influenced by 

family membership, gender, age, ethnicity, race, language, culture, wealth, but importantly, 

atypical identity is often influenced by one or a range of disabilities.  With atypical children it 
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is important to explore how they see themselves in a society that sees them as different, and 

how they respond to this.  

Self-narrative plays an important role in establishing the óselfô or óIô, and thus 

personal identity.  Merleau-Ponty (2005 [1945]) argued that who and how one is in the world 

is a combination of a personôs historical and cultural context, and how we respond to this by 

either identifying with or rejecting it.  He termed this a personôs pre-personal and personal 

existence. As noted by Peter Antich, ñnarrative decision is both founded on the life it narrates 

and also defines this life, giving it a precisely determined meaningò (2018:433).  Through 

self-narrative, we make sense of our lives, interpret events in particular ways, and give them 

significance.  Our lives are structured by our pre-personal existence, but by interpreting and 

narrating this in a certain way, we can alter our lives in the development of our personal 

identities, as illustrated by Puckôs story.  In the context of atypical engagement with the 

world, the first question to ask is: in which world do the children live? 

Living in parallel words  

KC (11) often struggled to spend any length of time talking to me about her world, 

and as a result, I spent many hours playing games with her, especially in the garden of her 

family home.  Her favourite game was hide and seek, which involved me counting up to ten 

and KC running to find a place to hide.  She often chose the same hiding spot, on a pathway 

behind her house that was bathed in sunlight during my afternoon visits.  As I usually knew 

where she was, I would make a show of searching high and low and then quietly creep to the 

back of her house where I knew she would most likely be sitting in her favourite place.  On 

more than one occasion I found her sitting quietly with her chin turned up towards the sun, 

eyes closed and a beatific smile on her face, seemingly in rapture.  I would often spend a few 

minutes observing her in this incredibly peaceful state.  As a generally anxious child, it was 

good to see her so completely happy and at ease.  I would finally announce ñthere you areò, 

but rather than squealing in excitement she would often look a bit disappointed, as though I 

had disturbed her.  She would reluctantly leave her seat and walk back inside with me.  When 

I asked her where she went when she closed her eyes in the sun, she would smile and say, ñto 

Joy.ò  

KC loved the Disney movie óInside Outô (2015), an animated fantasy that explored 

various emotions as caricatures in a teenage girlôs head.  The main protagonist in the movie 

was a blue haired pixie character called Joy, named for her eternally positive outlook on life, 
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the embodiment of the emotion joy.  When I discussed her various emotions with her, KC 

described Joy as her perfect way of being in the world; she once exclaimed to me: ñI never 

ever want to feel sad in the whole wide world, I just want to be happy like Joy.ò  Although 

she has a very positive and bubbly personality, KC was usually quite anxious in my 

company, as she was with everyone outside of her immediate and very close family and 

support group.  She was easily overwhelmed by changes in her daily routine.  This could 

include not feeling optimal physically, if anyone asked her a question, or in reaction to loud 

unexpected noises such as a dog barking.  Any of these could lead to an emotional meltdown 

when she would display extreme anxious behaviour, babbling to herself incessantly and 

completely panicked.  Her facilitator noted of these emotional episodes, ñshe puts her hands 

to her head like itôs going to explodeò. Her meltdowns present as abject sadness with much 

crying and a feeling of complete helplessness. It often takes days for her to return to her 

bubbly self again.   

Many respondents had the ability to ascend into an almost zen-like state, completely 

oblivious to the world around them.  Blaze complained that she was constantly admonished 

by her parents and teachers to ñget your head out of the clouds,ò but as she noted, ñthe clouds 

are my happy placeò.  Dynamo expressed similar frustrations: ñI like it in the clouds, that is 

where my ideas come fromò.  Once the children entered this calm, dream-like state, it was 

sometimes difficult to get them to reengage in the real world.  Parents shared stories of how 

they could call their children loudly, only to be ignored completely.  The children would not 

even register that they had heard something and may require a physical shake to return to the 

present. Most participants described these altered states of consciousness as their own 

personal worlds, where they could be exactly who and how they wanted to be.  These óown 

worldsô were described in various forms to me. I was often surprised at how real they were, 

almost like a movie that played in their heads, where they had the leading role.  The children 

described how they could enter their óown worldô state and engage almost as if they were in a 

video game.  If they were disturbed, they could metaphorically push pause and return to their 

adventure later.  

An online post to an autistic community asked if any autistic followers had imaginary 

friends whilst growing up.  Over 45 adults shared vivid stories of dream worlds and 

imaginary friends from as young as three years of age, who they recalled in detail.  Some 

explained that their friends left them in their teen years, but a few still had them well into 

adulthood.  These imaginary friends and worlds were inspired by their own imagination, 
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books or films that had resonated and come to life for them, or toys that they were 

particularly connected to.   Some had different friends in different spaces, such as bedrooms 

or gardens, who provided company, support and even alter egos, as one respondent described: 

ñThe girl in the mirror was my best friend, her name was Nicky and she was my opposite in 

every wayéI was aged 3 to 10 years of age.ò   

Whilst I was conducting fieldwork, the Stephen Spielberg movie Ready Player One 

(2018) opened.  It illustrated a futuristic world where people engaged primarily in a virtual 

fantasy space called the óOasisô, rather than their dystopic real world. All my older 

respondents watched the movie, and the boys especially spoke animatedly about how this 

represented their experience of playing video games.  I observed most of them extensively in 

these virtual online spaces and their characters were entirely different to the ones that I 

engaged with in the physical world.  Shy, cautious children, often with severe speech 

challenges, would become confident characters in their virtual games, interacting with other 

adults and children through their online character and live dialogue through headsets, without 

a second thought or speech disturbance.  KC struggled to verbalise how she felt or 

experienced different emotions.  However, playing Minecraft took her through a full range of 

emotional states, complete with running dialogue as she built and engaged with this blocky 

world.  She told me how much she loved Meme (her dog), and she illustrated much 

excitement and enthusiasm in building a structure that would take care of her, stating: ñLetôs 

do this, letôs build this wallò.  She was furious at the Creepers (zombie type characters) for 

trying to hurt Meme and destroy her structure, exclaiming: ñGo away you horrible zombie, 

get away from my Meme! Donôt worry Meme, I will save you!ò  I have spoken to a few 

parents, especially fathers, who have used video games as a way to engage with their autistic 

children.  Keith Stuart, author of A Boy Made of Blocks (2016), described how he used 

Minecraft to connect and play with his autistic son: 

Heôd spend as long as weôd let him just wandering the blocky wilderness, building 

little shacks, or just digging for precious materials like iron and gold. It was lovely to 

see him so happy, and so engaged in somethingé Whenever we asked him about 

school, or how he was feeling, heôd usually respond with a few words, or a shrug, or 

ignore us, but if we asked about Minecraft, he completely lit upé After several years 

of medical examinations and occupational therapy and hearing tests and visits to 

paediatricians, the problems that Zac faced had become our sole focus. Minecraft 
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helped us to see and appreciate him as a funny, imaginative, and perceptive child ï it 

helped us to meet our boy (WH Smith Blog, 27th March 2017). 

These virtual worlds were not just on video screens. Blaze told me how she spent 

hours staring into her motherôs large dressing room mirror acting out different scenarios and 

plays, as did Puck.  Ara barely spoke to other children between the ages of 3 and 6 years, 

unless they met her in the incredibly elaborate theme park she created in Minecraft.  

Navigating through this creative world, she would give you a detailed personal tour, 

illustrating a mischievous sense of humour otherwise only evident to her family at the time. 

KC had hours of video footage on her iPad that she had taken of herself telling stories, 

introducing the viewer to her world, her toys and anything that was important to her.  These 

virtual worlds are different to the intense dreaming of óown worldsô; it is not quite a dream as 

it still requires consciousness, and physical engagement or interaction.  However, a video, a 

mirror, a camera or a screen is a filter that provides a level of safety and allows the children 

to engage in far more risky social interactions than they would consider in the tangible world.  

As virtual worlds were often related to areas of special interest, the children had a far higher 

degree of confidence and often perceived themselves to be experts, leaders or heroes in these 

spaces.   

The next world in the spectrum was the tangible or real world. This was a difficult 

space for the children to engage with for various physical, intellectual, emotional, and social 

reasons, and was therefore not a place they chose to spend a lot of time.  It was an 

environment that they found difficult to comprehend. They were often overwhelmed by the 

cacophony of sensory inputs, which led to óproblematic behaviourô as they tried to gain 

control and regulate themselves.  The tangible world was a space of conflict, judgement, 

guilt, and embarrassment.  It was also a space where defiance and rebellion became a means 

of gaining some level of self-esteem and self-worth. 

Beyond the tangible, there were various alternative states where, unlike their óown 

worldsô or óvirtual worldsô, control was limited if not inconsequential to the children. These 

altered states often acted as a warning of physiological change, problems with medication, or 

that óburnoutô or óshutdownô was imminent. Some parents also spoke of a similar state just 

prior to their child experiencing an epileptic fit, as one mother noted:  ñJames gets this óaura 

feelingô which gives him just enough time to phone and then lie down in the recovery 

position to minimise harm to himselfò.  These negative states are described by adults as 

ódissociationô where one appears detached from reality, ódepersonalisationô where thoughts 
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and feelings appear disconnected from oneself, and óderealisationô where the experience of 

oneôs world feels hyperreal or unreal, ñlike you are living in a dreamò or ñyou feel floaty and 

completely disconnected from your bodyò.  I observed many children experiencing these 

alternative states, but they were extremely difficult for them to describe. I therefore engaged 

with my online community, who shared their experiences:  

I have this thing where my consciousness feels kind of setback in my head and I am 

profoundly aware of the separation of my mind and body.  My body kind of feels like 

a puppet being controlled by my mind.  A friend of mine calls it "going on autopilotò, 

but for me it's almost like HYPER mindfulnesséI've asked mental health 

professionals and teachers about it in the past and no one knew what I was talking 

about. I once thought maybe it was some kind of disassociation, until I learned what 

that actually meant! Then I realized that it is kind of the opposite of disassociation 

(Amanda, autistic adult). 

There are two different kinds for me. The first usually doesn't last very long, and it's a 

signal to make me understand that I'm about to shut down or meltdown. It can 

sometimes come with a drop in blood pressure that makes my vision go dark and 

makes me feel fainty. The second type can last for days or weeks and makes me feel 

like I'm one step away from my body, controlling it from a distance. Everything feels 

far away and the outside stimuli are all delayed a bit. When I speak, it's like 

somebody else is going through the motions. This state usually happens when I'm 

under a lot of stress and kinda feels nice, because I'm disconnected from all emotions. 

It's a relief, but it most often precedes a depressive episode (Cathy, autistic adult). 

It's a bit like... the usual multi-layered carefully calibrated filters are no longer in 

place, and instead there is just a thick layer of something between me and the world, 

but beyond that, everything happens at once, at the same intensity (Rob, autistic 

adult). 

As a precursor to meltdown, or as a bodyôs approach to protecting them from overtly 

stressful environments, dissociation was clearly another world that most adults and children 

spent time in.  Many adults linked their feelings of dissociation to long term trauma.  They 

believe that this is often misdiagnosed by health care professionals, as there is little 

appreciation of the stress and anxiety of the lived atypical experience in a neurotypical world.  

They noted how dissociation is higher among people in the autistic community due to their 
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general vulnerability, challenges such as ópathological demand avoidanceô, and difficulties 

processing emotions, especially linked to experiences such as emotional abuse and bullying.   

The final worlds that I observed the children experience were those of ómeltdownsô, 

sometimes followed by óshutdownsô.  A meltdown is an intense response to an overwhelming 

situation, which could have physical, emotional or social triggers.  They present differently in 

the children and adults. However, the most common form involved some anger, but mostly 

abject sadness and a sense of helplessness:    

His meltdowns are depressing. He wants to be alone. He locks himself up in the room, 

you donôt know whatôs wrong. I have learned to let him be and give him space.  I 

think the world just gets on top of him.  I wouldnôt know if it was something specific. 

He just comes out of his room and heôs fine and we canôt talk about it (Puckôs au 

pair). 

Tears. Sad tears. You can see he doesnôt look angry; he just looks sad. Thereôs no 

aggressionéI donôt remember exactly what happened, but he complained about 

something and just started crying and I remember thinking why would something like 

this upset you so much (Puckôs teacher). 

She doesnôt scream, she does deep, deep crying.  The tears start rolling down her 

cheeks and they donôt stop.  She doesnôt want anyone to touch her, it is incredibly sad 

(KCôs facilitator). 

Some parents shared experiences of angry meltdowns, but these were often related to 

a deep sense of frustration.  On one occasion, whilst sharing a range of negative experiences 

at his school, one of my participants lashed out and slapped me on the face.  He was 

immediately sorry and apologetic; it was as though his emotions had gotten the better of him 

and needed a physical outlet. Crying, shouting, screaming, kicking, hitting, lashing out, 

biting, running away, or just collapsing on the floor, meltdowns were a manifestation of 

survival or sympathetic responses to the world.  As noted by autistic blogger, Melody Rain: 

ñMeltdowns feel like a release of all the bad things I have absorbed in the past few weeks. 

During meltdowns I feel like my life is ending and nothing will ever be better againò (The 

Art of Autism, 15th January 2020). 

óMeltdownsô were often followed by óshutdownsô, where children quite literally shut 

down their bodies into an almost catatonic state.  Shutdowns did not need to be preceded by 

meltdowns, and could also have physical, emotional or social triggers.  Some adults ascribed 
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shutdowns to a range of mineral and vitamin deficiencies such as choline, magnesium, 

potassium, vitamin B12 or taurine.  It can also be the result of a sensory shut down, which 

has a range of causes that result in inflammation and changes in blood pressure.  It was most 

often associated with excessive anxiety and physical exhaustion, as one adult described: ñIt 

only happens when I'm overwhelmed, and only in publicéMy theory is that I'm trying so 

hard not to have a meltdown in a public space that my brain takes it upon itself to time outò.   

Blaze (14) described how she would often ñblackoutò during exams or tests: 

There was a lot riding on this exam, and it was all about comprehension which has 

never been my strong point.  The panic set in when my teacher put the exam paper on 

my desk.  It was massive, endless pages of writing which I knew I could never get 

through in time.  I started trying to read frantically, but the worst thing was, one of the 

smartest girls in my class was sitting next to me, and she was reading through the 

paper like a machine.  She kept tuning the page and smiling, turning the page and 

writing, I couldnôt stop looking at her.  My chest was pounding faster and faster and I 

started struggling to breathe.  Then I donôt know what happened, itôs almost like my 

body took over from my brain, it was really weird.  I felt this wave of happiness wash 

over my whole body, like I was bathed in warm sunlight, it started in my head and 

washed down to the very tips of my toes.  I lost a bit of time, but when I came too, I 

was completely calm, I looked at the paper, turned it over, put my head down on my 

desk and fell fast asleep. I only woke up when they were taking the papers in. I had 

even dribbled a bit on the paper, it was hilarious, but I got to the point where I just 

donôt care anymore.  

Shutdowns can be full, where a child is catatonic, or partial, where the child 

experiences a loss of memory, sense of time, sense of self and various aspects of cognitive 

thinking or abilities.  Full shutdowns, as Blaze illustrated, involves the involuntary total loss 

of function and subsequent shut down of the body, often followed by sleep for short or longer 

periods of time (Loos & Loos 2004). This shutdown can lead to the childôs body going limp 

or rigid during this period and rather than simple avoidance behaviour, it is associated with a 

significant stress response.  óAsk an Autisticô teenage vlogger, Amythest Schaber describes it 

as: ñthe brainôs method of self-protection, when thereôs too much going on, itôs a self-

preservation technique to withdraw and save yourselfò (Ask an Autistic, 13th November 

2014). 
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I observed the children in my study, in all these parallel worlds, from óownô to 

óvirtualô, to órealô, to ódisconnectedô, to ómeltdownô, and finally to óshutdownô.  All these 

states had an impact on how they experienced their world and how they perceived 

themselves.  This is extremely relevant when one considers the amount of time the children 

spent in each of these worlds.  Shutdown and meltdown occurred relatively infrequently, but 

given the choice, the children would prefer to spend far more time in their óownô and óvirtual 

worldsô than in the tangible or real world.  This is where they felt most confident and at 

home.  These dream or partial dream states were often not possible due to school 

environments or intense remediation programmes, but they were certainly their most desired 

spaces to occupy: 

One of the things I can do because Iôm autistic, itôs an ability rather than a disability, 

is Iôve got a very, very vivid imagination. Let me explain it a bit, itôs like Iôm walking 

in two worlds most of the time.  Thereôs the real world, the world we all share, and 

then thereôs the world in my mind, and the world in my mind is often so much more 

real than the real world (Rosie King, autistic advocate, TEDMED, September 2014). 

Diagnoses of dissociative states are usually treated as abnormal by the biomedical 

fraternity and associated with pathologies such as schizophrenia, multiple personality 

disorder and borderline personality disorder.  However, in many non-Western cultures 

experiencing multiple selves through practices such as spirit possession and altered states of 

consciousness are perfectly acceptable (Scheper-Hughes & Lock 1987:16).  For atypical 

children these altered states of consciousness were critical to their wellbeing, self-regulation 

and contributed to their identity and how they presented themselves to others. 

Cautious bodies, adventurous brains 

 As I have already described, all my research participants had relatively difficult starts 

to their lives.  Many were born prematurely, some had spent time in intensive care units, and 

most presented as physically cautious.  According to their parents, all had displayed some 

challenges meeting their expected developmental milestones, and some had found creative 

ways to make up for this.  Araôs mother described how she never crawled: ñshe used to scoot 

around on her bum using her legs to propel herself forward, much to the amusement of 

everyone who watched her, like a little jack-in-the-boxò.  Puck didnôt say a word until after 

his first year and then started speaking in full sentences.   



 

 

 123 

 The most vulnerable child at birth was Buzz (14): ñThe worst day of my life was 

probably the day I was born.  I had a heart condition and I never left the hospital for a long 

time.  All I remember was there were lots of tubes and stuff and I wasnôt happy about that at 

allò.  Buzz was born at thirty-six weeks, with a hole in his heart, and had nine operations in 

the first year of his life.  These physical challenges have continued well into his teenage 

years. He is not interested in placing his body in any risky situations, and as with all the 

children, his ideal place is in his lounge playing video games, watching his favourite movies 

or wrapped up in bed.  Like Puckôs experience of risky physical environments, Buzz 

explained: ñI donôt like sports, Iôm a bit of a scaredy-cat for ball sports or tackling sports like 

rugby, and my worst nightmare is paintballò.  

My body when it is happy 

I spent a lot of time exploring the childrenôs physical presence and embodiment, and 

what it felt like to be in their body, in the world.  Using the outline of a body, I asked the 

children to draw what they thought was going on inside their bodies when it felt good and 

when it felt bad (see Figures 20 and 21 in the following pages). The pictures they drew and 

the insights they shared revealed an often-fraught relationship between their bodies and 

minds.  Where their bodies appeared fragile and often unpredictable, their minds were 

perceived to be creative, imaginative, and strong. 

In this exercise, most of my respondents struggled to conceptualise what was going on 

inside their bodies, as noted by KC: ñI donôt know what my insides look likeò. However, 

after some discussion, an interesting picture emerged.  Rather than physical exertion and 

pushing their bodies to the limit, as many of their neurotypical friends or siblings did, the 

children felt happy if their bodies felt contained, warm and calm.  They were particularly 

concerned that everything worked as it should, revealing a fear that this may not always be 

the case.  Echo (15) described his happy body as ñeverything is in good working order, my 

lungs are nice and big, my heart is fine and the blood is flowing normally, my brain is red and 

full of blood, itôs goldenò.  Most associated a healthy happy body, with healthy happy 

emotions, as Ara (11) shared: ñWhen my body feels good it feels happy and joyfulò.  
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Figure 20. 

The most important organ to all the children, in a happy body that feels good, was the 

heart, and the blood that it pumps to the rest of their body.  As noted by Blaze (13), ñwhen 

my body feels good, it starts in my heart and spirals out from there, energising my whole 

bodyò. Coco (7) drew a silver flower for her heart and explained: ñI feel strong hereò.  When 

asked where she feels happy, Ara (11) advised: ñI feel it mostly in my heart, it feels like a 

butterfly fluttering around, it can be big or small, it spreads all the way through my bodyò. 

Even KC (11), who had difficulty conceptualising the inside of her body, described how she 

felt happiness in her chest. In addition to the heart, blood is seen as critical for bodily 

functioning and where energy and life emanate from.  Dynamo (7) drew an intricate map of 

vessels reaching throughout his body and explained ñblood is very important to your bodyò. 

Only Puck noted any challenges with his heart, as he explained, ñsometimes it feels not so 

good, it is still red but more intense, it is opening up rather than closing downò, describing 

how even when his heart does not feel optimal, it still feels open to the world.  

The brain was deemed the second most important organ by the children and was 

usually directly connected to the heart.  It was described as a tool of focus and bodily 
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connectedness.  Buzz (14) described his brain a, ñfocussed on the futureò, and drawing his 

brain as a triangle, he explained ñI am very observantò.  Puck (15) explained that his brain 

ñhelps me work and focusò, and that it ñalways does what it needs to doò.  When picturing his 

brain, Puck described how ñalthough itôs all gooey, there is stuff working in there, like gears 

working togetherò.  This connection was mirrored by Blaze (13), who stated: ñMy brain is 

interconnected and powerful, its connected to my heart, where it gets its power fromò.  Other 

organs of power related to lungs, described as ñbig and healthyò, and muscles that can ñmake 

you feel strongò. 

All children shared some level of understanding of sensory processing and how their 

sensory abilities allowed them to engage differently with the world.  As noted by Blaze: ñMy 

senses are an intricate strategic network of triangles and they communicate in a mystical 

wayò.  However, their heightened sensory ability was also seen as a double-edged sword, as 

too much sensory input could cause them to become overwhelmed and experience intense 

pain. The last organ to be spoken about was usually the stomach, which was seen as: ñOk, as 

long as it remains calm and relaxedò (Echo, 15). When exploring the negative aspects of the 

body, the stomach was usually the primary culprit and all areas of concern emanated from it. 

It was viewed as an organ that could not be trusted.  If it can be contained then it was viewed 

positively for its ability to ñhold things togetherò (Blaze, 13), however, as noted by Buzz 

(14), ñmy stomach is a bit anxious even when I am feeling goodò.  

The children also depicted an aura surrounding their body.  In each instance it was 

described as protective, containing the body and keeping everything securely inside, as noted 

by Buzz (14), ñI have a strong protective aura around my bodyò.  Dynamo (7) described his 

aura as ñblue, like water washing over meò, and Blaze (13) described hers as ñcalm 

internally, but it radiates sunshine to everyone else, people feel warmed when they are near 

meò.  When exploring the context in which their body felt happiest and most at ease, all 

children described various forms of nature or the natural world.  This was supported by my 

experience of playing with the children, who visibly relaxed when outside, as Dynamo (7) 

explained: ñNature is where my body feels better and happierò.  

My body when it is unhappy 

Exploring the body in the negative sense brought on high levels of anxiety in all the 

children as they recalled injuries, operations, and painfully traumatic experiences that they 

were still struggling to process.  Even drawing showed their distress as they violently stabbed 
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or scribbled on the page.   The children noted a real sense of disconnection in an unhappy 

body, as explained by Buzz (14), ñmy brain, heart and limbs are all square boxes and 

disconnected from each otherò.  Blaze (13) described her unhappy body as, ñfeeling broken 

and spilling out all over the placeò.  Dynamo (8) physically acted out how he feels sickness 

all over his body, and then illustrated how it felt like his life was being ñsucked outò of him 

as he slowly collapsed on the floor in front of me.  Like Puck (15), all the children felt 

particularly sensitive in the morning. Dynamo (8) noted, ñI always want to go back to bedò.  

 

Figure 21. 

From an embodied perspective, the most distressed child was Flashbang (9), who like 

his older brother was battling with the early stages of Ehlers-Danlos Syndrome (EDS).  This 

syndrome is a group of disorders that affect the connective tissue that supports the skin, 

bones, blood vessels and internal organs. Flashbang struggled with both EDS and extreme 

sensory processing challenges. His mother once stated in response to his often-erratic 

behaviour: ñDonôt forget, he is in pain all of the timeò.  The over-flexibility  of joints and 

blood vessels can lead to major problems with blood pressure, frequent subluxation [partial or 

full dislocation and relocation of joints], and almost constant, chronic pain: 
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He has constant IBS (Irritable Bowel Syndrome) and nausea; transit issues, or how 

food moves through the gut, are typical problems with EDS as there is a lot of 

collagen there.  He has cervical instability, you donôt see it as much with Flashbang, 

but his brother is constantly adjusting and clicking his neck [mimics wrapping her 

hands around her neck and chin and twisting upwards until it clicks loudly]. I believe 

his dysautonomia (a disorder of the autonomic nervous system), hypertension (high 

blood pressure) and fibromyalgia (widespread musculoskeletal pain) have to do with a 

compression of his vasovagal nerve (manages para/sympathetic nervous system).  If 

you look up the RCCX theory, there is a Dr Sharon Meglathery, who developed mast 

cell activation, POTS, CFS and a range of other syndromes that overlap with EDS. 

She describes it as a clustering of genes that makes you susceptible to a whole range 

of illnesses, but it is also associated with really gifted children who are often on the 

spectrum. Flashbang is a happy child, he has a plan for himself, but I donôt think 

anyone appreciates what it takes for him just to show up.  Teachers will say heôs just 

not delivering enough but imagine never being completely in control of your body, 

itôs completely unpredictableéThe instability of his body gives him a great sense of 

insecurity, his knee cap is loose, so it sometimes just gives way.  His brother is 

constantly experiencing dislocations and subluxation of his joints, his hip will go out, 

and then because his joints are so loose, it will flop back in again. He pops his collar 

bone back in with his finger, his knee tracks incorrectly and he is at real risk of getting 

hip dysplasia.  No one understands this condition, but now that I know what to look 

for, I see it in lots of children.  As a teacher, I see the kids who are constantly 

adjusting their joints, roaming around the school, fidgeting and falling off their chairs, 

itôs a big issue that we need to start taking seriously (Flashbangôs mother). 

Flashbang attacked both body contour pictures with a high level of aggression, 

indicating the distress he feels in both his happy and unhappy body-states (see Figure 22). For 

the former he wrote ñI am poopò, in a speech bubble, and for the latter, ñI am more poopò, 

suggesting little to differentiate the two.  For his óunhappy bodyô, he forcefully stabbed the 

page with the pencil crayons. He scribbled across the body contours and when I queried this, 

he shared that this was because he often felt like he had no control over his body.   
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Figure 22. 

The primary source of an óunhappyô atypical body starts in the stomach, the seat of all 

their anxiety, often illustrated through the physical act of vomiting. Buzz (14) described how 

anxiety and stress started in his stomach and eventually bubbled out, and he shared how he 

had physically vomited during a recent maths test. KC (11) drew a grey box to illustrate 

where she felt anxious or afraid: ñItôs like a square in my tummyò.  Ara (11) noted how 

anxiety felt like a swarm of bees in her stomach that spreads across her body. Puck (15) drew 

his stomach where his heart was, and vice versa.  He described it as ñlight blue when it works 

wellò; however, ñit sometimes doesnôt feel good like when I get diarrhoeaò which he 

admitted to experiencing frequently.  Although feelings of distress and anxiety start in the 

stomach, they often move up into the head, causing it to ómalfunctionô.  Echo (15) explained 

ñmy brain is all over the place, I canôt do anything, it just bounces all over the placeò.  Blaze 

(13) described her brain as ña sieve with a black hole, where everything important is sucked 

away into nothingnessò.  

Although most children believed they had ósuperior sensory abilitiesô, their sensory 

sensitivity, along with their fear of over stimulation or sensory shutdown, was also a cause 

for concern.  Blaze (13) described how sensory overload can leave her feeling ñcut and 

bleeding and I canôt feel anything, or actually I feel everything too muchò.  Puck (15) has a 

sensory pack that he carries with him to ensure that he does not get overwhelmed by sensory 

inputs, as he notes: 
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I have ear plugs because I have very sensitive ears, gun shots and loud noises hurt 

them.  My eyes are fine, but I donôt like the smell of bad things.  There is a drain near 

my school that is down, and I canôt concentrate with the drain smelling like that.  I 

also donôt like people touching me. 

Most children associated bodily feelings of distress with the breakdown of their body 

and often described it as faulty or letting them down in some way. Echo (15) explained: 

ñWhen Iôm upset it doesnôt matter how much I breathe, Iôm always out of breath, my lungs 

just donôt want to workò. Beyond being unruly, there was a clear sense that when they felt 

distressed, their bodies lacked integrity.  This was most clearly illustrated in the aura that 

surrounds an unhappy body, which was drawn and described as jagged and broken by most of 

the children. Their bodies either ñspilled out into the worldò (Blaze, 13), or due to their 

permeability, were vulnerable to the world infiltrating them.  What was most troubling for the 

children was that they felt they had very little control over these bodily boundaries.  Ara (11) 

noted that her aura was ñall broken upò, and Buzz (14): ñMy protective aura no longer covers 

my whole body, sometimes I just shut downò.  Coco (7) drew her unhappy aura as 

intersecting lines as though it was broken, and Dynamo (7) drew his aura by stabbing red dots 

all around his body that ñallows the sickness in and the vomit outò.  

In contrast to their often-fractious bodies, all the children valued their brains and their 

ability to think creatively and differently.  When asked to describe how their brains worked, 

most children used the analogy of a machine, either gears or a computer, as described by 

Echo (15): 

My brain feels like the biggest computer, there are electrical impulses of ones and 

zeros, all strung together in long lines of code which makes up my memories and 

experiences and thoughts.  My brain naturally pulls everything together into strings 

of code.  

Puck (aged 15) described his brain as an intricate set of gears that whirl around his 

head.   Dynamo (8) drew his brain as a well-oiled machine where race cars pull his blood 

around his body at a very fast pace.  When I asked him how his brain works, he drew a small 

circle with a tiny car inside it and explained ñthat car drives my memories aroundò.  

Flashbang (9) was in awe of how his brain works, noting: ñIt is all that I needò.  When I 

asked him about his future ódream worldô, he explained that he could achieve anything as his 

mind was ñinfiniteò.   
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Both Ara and KC described their brains as having a large control centre with a 

number of levers and buttons that can be pushed to control their brains and emotions.  Ara 

(11) described her memory as a library, run by a librarian: 

When a memory is needed, he goes to the library and asks for the memory and the 

librarian finds a book where the memory is kept.  He returns to the control centre 

opens it and puts the memory in a machine, and then I remember.  But sometimes the 

book is very faded, and I canôt remember. I have no control over my brain when Iôm 

sleeping, it is just resting, but sometimes the guy gets a memory from the library and 

puts a dream in, and thatôs what I dream.  My dreams are so exciting, they should be 

made into movies. 

Some children noted a clear conflict between the structured analytical side of their 

brain, and the creative more imaginative side. Buzz (14) drew a battle between robots and 

freedom fighters, explaining his constant battle between being creative and trying to 

remember things like maths.  Coco (7) drew an intricate picture of soldiers and foxes working 

together to fill a river of blood that takes energy to the rest of her body.  After much 

discussion, it became clear that the soldiers represented structure and the fox was the 

creativity in her life.  The struggle was to try and get them to work together to put blood into 

the river, because, as she noted: ñThey donôt always work together wellò.   

On learning and learning environments 

Despite their predominantly positive views on their brains and how they function, all 

children had been diagnosed with some form of learning disability and spoke at length of 

subjects that they struggled to comprehend and engage with.  Tests were highly stressful 

events, as Buzz (14) noted: ñWhen I see the maths test, I start to feel the vomit bubble up 

inside me until I actually [acts out vomiting on his desk]ò.  Despite all having excellent 

memories, high stress test situations caused them to forget everything, as Ara (11), explained: 

ñWith maths, it just falls out of my head and I canôt remember it. Itôs how your brain works; I 

have to enforce my brain so my memory isn't so faintò.  Learning challenges of dyslexia, 

dyscalculia and dysgraphia were all coupled with difficulties in concentration and ADHD.  

Despite extensive research that illustrates the difference between intellect and the 

neurological circuitry required for reading and mathematics, children are often labelled as 

stupid, lazy and wilful, and this impacts directly on their self-esteem and self-worth (Wolf & 

Stoodley 2007).  
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Maryanne Wolf (2007) argues that human beings were not born to read, and that this 

skill was developed through adaption and evolution over many thousands of years.  Wolf 

explains that through neuroimaging, researchers were able to assess how different brains, 

those of a typical reader and a child diagnosed with dyslexia, ófireô when reading.  The neural 

signature of the dyslexic brain indicates specific disruptions to the posterior reading systems 

that are crucial in the decoding of words and sentences.  Echoôs mother shared her frustration, 

when trying to help him practice for spelling tests when he was around seven years of age: 

I would show him a word and he would get it wrong.  We would practice writing it for 

ages, and then the next day, it was as though he had never seen the word before.  He 

would also constantly reverse óbô and ódô or óaô and óoô, it was very frustrating. 

Wolf (2007) notes how in a learning environment, a child could be shown the word 

óstoneô and rather than that information being sent to the reading circuit of the left brain, it 

shifts across to the right brain, which is associated with conceptual, creative and holistic 

thinking ability.  The child interprets the word as something to do with a round object that 

you can throw and may respond by saying the word órockô.  In a classroom environment, the 

child appears wilful and disrespectful, as clearly, they understood the meaning of the word, 

but have chosen to be disobedient in their response. 

All children shared stories of how they felt misunderstood in the classroom, and many 

had been bullied by both teachers and classmates.  While some had positive experiences, 

most described instances of humiliation, usually in front of their peers: 

In grade two I was struggling to read, and my teacher wouldnôt help me with the 

words.  I couldnôt figure it out and she said you canôt keep asking me [for the 

answers], but I couldnôt do it myself.  I was trying but I couldnôt. Sometimes it made 

me woes [cross], and I struggled to manage my anger.  I didnôt tell my mom and dad, 

cos I thought I could handle it on my own (Ara, 11). 

In grade three we had spelling tests every Friday and I would always get nought out of 

ten for all of them.  My teacher, she had long red nails like talons, started by putting 

me at a table all on my own at the front of the class.  One time she told me to hold my 

hands out in front of me and smacked me across my fingers with a ruler, because she 

thought I was being naughty and switching letters around on purpose.  I repeated 

grade three at another school and I remember spending whole breaks writing the word 

ótheyô over and over again on the black board.  Then I would have to use it in a 
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sentence, and I would write óthayô again, it just didnôt make any sense to me (Blaze, 

13). 

At my old school I had a horrible teacher and cycle tests were hard.  She used to shout 

at us if we made a mistake and I didnôt like that (Puck, 15). 

Most children expressed high levels of frustration at their schoolôs inability to see 

them as multifaceted individuals with diverse interests, as noted by one adult: ñThey just see 

you as clever or stupid and there is nothing in-betweenò.  There was a clear sense of 

exasperation at much of what they were being taught at school, and how this had very little 

relevance to their specialist interests, which they all hoped to pursue as adults.  There was 

also a high degree of conflict between the childrenôs views of their brains and ability to learn, 

and the schoolôs assessments of their abilities through tests and examinations. All the children 

were either in a special learning environment or had to attend a range of remedial support 

solutions.   Some saw the relevance and value of these remedial interventions, but others 

found them to be frustrating and boring.  Their presence in these environments also seemed to 

compound their feelings of difference and ódisablementô in the intellectual space.  This 

appeared to have a marked impact on their self-esteem, and most spent a lot of time trying to 

prove their maturity and intellect.  They did this by either seeking out the company of older 

children or adults to spend time with, or sharing endless streams of facts and information, as 

Echo (15) once proudly informed me: ñMy friends call me Google, because I know so much 

stuffò.  

Technology, although embraced in some learning environments, is often treated as a 

ónecessary evilô rather than a tool to enhance learning.  Parents are regularly chastised for 

allowing their children to have ótoo much screen timeô.  Atypical adults argue that ñscreen 

addictionò is an ñableist viewò.  For most, technology has changed their lives profoundly for 

the better, enabling them to communicate, attend school and make social connections: 

My phone helps me self-regulate in new or overwhelming environments. People 

constantly comment and shame me, but they have no idea how much I freak out 

without it (Amy, autistic adult). 

An activity that occupies the busy parts of my brain, for me, is essential to processing 

information. I get this from playing an online video game or digging around on the 

web. It is as if the logic parts of my brain can't make sense of the information I take 
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in, in the course of the day until I give those parts that crave repetition something to 

do (Ralf, autistic adult). 

I can't handle many relationships in person. I live my life mostly in forums online. It's 

where I am most comfortable talking to people. I also can form my thoughts better in 

writing (John, autistic adult). 

Beyond assisting with writing and spelling, technology provides an important filter 

for many atypical children, assisting them with self-regulation and providing them with a safe 

social space to engage with the world around them.  Rather than a resented accommodation in 

the learning environment, all participants believed their phones and tablets were critical tools 

that enabled them to engage positively with their world. 

Dyslexia is often associated with famous creative and entrepreneurial individuals 

including Thomas Edison, Henry Ford, F. Scott Fitzgerald and Pablo Picasso.  Richard 

Branson, founder of the Virgin group, and renowned Hollywood producer and director 

Steven Spielberg, have spoken about how dyslexia helped them to think differently about the 

world.31  These ósuccessful dyslexicsô are not necessarily the norm, but there is evidence of 

right brain dominance and a preference for careers in creative thinking, performance arts and 

design amongst people diagnosed with this learning challenge (Wolf &  Stoodley 2007). 

Creative abilities are often related to specialist areas of focus or interest, which were present 

in all my participants.  Echo built his own super gaming computer at the age of twelve from 

watching YouTube videos; Dynamo was obsessed with any form of engine or vehicle and 

created Lego constructions that defy belief for his eight years of age (Figure 23): 

 
31 https://www.dyslexiaonline.com/basics/famous_dyslexics.html Accessed 27/09/2019 

Figure 23. 

https://www.dyslexiaonline.com/basics/famous_dyslexics.html
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Coco (8) writes and illustrates childrenôs books; Ara (11) engages in complex design 

projects on her iPad; and Puck (16) has thrown himself into a career on stage.   Brock and 

Fernette Eide (2011), explored these specialist interests and abilities, which they describe as 

different patterns of optimisation and cognitive function. They note a distinct ótrade-offô 

between areas of skill and other cognitive sets, which are required in the learning 

environment.  This trade off in many ways mirrored the childrenôs descriptions of the 

struggle that exists between the creative and structured sides of their brains.          

The children noted that many of their struggles with learning related to their school 

environments, which most found to be extremely stressful.  I asked the children to describe or 

design their ideal learning environments.  The results included libraries, spaceships, creative 

art studios, movies, theatres, playgrounds, waterparks, tech campuses and online settings. All 

children felt they learnt better outside, in nature, than inside a classroom, and all desired a 

learning-by-doing approach: ñI wish everything could turn into Star Wars one day. We could 

explore the galaxy and space. We would get briefed on our daily mission and we would learn 

by doing. We would learn about the ship and how it works. We would explore new worlds 

for scienceò (Buzz, 14).  Many of these ideal learning spaces incorporated sensory 

accommodations and called for multiple approaches to learning: ñThere is lots of white, and 

music is playing in all the classrooms. There are no uniforms, and you can wear comfy 

clothes like your PJs. There are comfy egg chairs that you can hide in and no desksò (Ara, 11, 

describing her ideal school design pictured in figure 10 in the methods chapter). Dynamo (8) 

ran to get a óPlaymobileô brochure when I asked him to explain his ideal learning 

environment.  He showed me a picture of a water park that he had clearly spent a lot of time 

studying.  He described how you could ñsplash around all dayò whilst learning about nature, 

animals and the environment.  The children who struggled with anxiety all desired 

environments that felt more like home, especially their bedrooms.  Of paramount importance 

was the focus on the child, and their unique learning styles, rather than developmental stages 

and milestones.   

Many parents of autistic children choose home-schooling due to the stress, anxiety 

and trauma that they experienced in the traditional school environment:  

The real world of school gave my kid PTSD at age 6. Screw that. We have home-

schooled ever since. She is 13 next week. At home and with home-schooled kids of 

all ages and abilities (with parents present to teach and expect kind behaviour) my 

daughter has had the chance to become strong, happy, and healthy. She has developed 
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the inner resilience to handle the 'real worldô. Something that could not have 

happened while immersed in it. It's like saying someone will learn to swim while the 

sharks are biting at them. They have better chances if they are a strong swimmer 

equipped to handle sharks. Throwing a bunch of same age kids in a box and hoping 

they learn great social skills is nonsense. My daughter plans to attend high school in a 

year. It will be a testing ground, but I think she'll be ready because she has been able 

to grow into herself rather than into whatever a lot of other kids push and pull her to 

be. She was never going to fit in, and she's ok with that. (Denise, mother of an autistic 

teenager) 

Education and learning styles are a highly contested space in the atypical community.  

Most traditional and mainstream schools follow a structured developmental approach to 

learning, founded in a belief of universal development pathways (Piaget 1936; Steiner 1996 

[1923]; Montessori 1966; Gardner 1983).  This approach is often criticised for its lack of 

cultural relativity, its ódeficitô view of children, and its prescriptive approach to teaching 

(Nolan & Rabin 2015). In the world of autism, Applied Behaviour Analysis (ABA) claims to 

be the only evidence-based ótreatmentô for those on the spectrum. However, it is widely 

rejected by the autistic community for its use of behaviour modification theories and 

practices pioneered by Pavlov (1960 [1927]), Skinner (1974) and Bandura (1977).   My 

discussions with children, despite their young age, revealed a desire for multiple pathways to 

learning. Knowledge was viewed as relative, and meaning was obtained through engaging in 

multiple social realities and contexts in the tradition of post-structuralists such as Foucault 

(1972), Bourdieu (1973) and Canella (1997).  This was most keenly observed in Puckôs 

decision to find an educational environment that would support his vision and desired identity 

for himself, and his exercising of agency to pursue this.  The new educational structure that 

he sought was no less complex than a traditional school environment.  The fundamental 

difference was that it focussed on his needs and abilities, rather the dominant biomedical 

discourse of what he was thought to be capable of, as a child on the autism spectrum. 

From sense of self to social identity 

In his debate on the self, identity and culture in anthropology, Martin Sökefeld (1999) 

examines how in a modern world defined by plurality and difference, identity is no longer 

about sameness, group identity and belonging, but rather about how the self relates to groups, 

societies and shared identities.  óAtypical-nessô is about difference, or a collection of 

differences, that sets certain children and adults apart from the neurotypical majority. 
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Sökefeld notes that identity is not static but rather constantly transforming, as we interact and 

engage with others in our social environments creating a ñmaze of competing and 

antagonistic identitiesò (1999:424).  Through our narrative self, we can define what is 

important to us and how we wish to be seen, a ósense of selfô that expresses our agency in the 

world. However, it is also subject to the dominant discourse of society. Personhood can be 

threatened if this dominant view sees a particular óselfô as problematic. We must constantly 

negotiate our individual identity within the context of these different power relations, a 

ñreflexivity between self and everything elseò (1999:430). 

Puck personifies this endless negotiation and has worked hard to overcome feelings of 

negative self-worth and low self-esteem.  From being diagnosed and labelled as autistic, 

ADHD, learning disabled and a range of other challenges, his specialist interest in music, 

dance and theatre has helped him to create a desired social identity.  Despite his natural skills 

in music, his success has largely been due to hard work and perseverance, as defined by his 

personal motto, ñnever give upò.  Rather than being negatively defined by his diagnoses, he 

has embraced his autism, not as a label but as something fundamental to who he is, as he 

explained: ñIt sits all around meò.   Some children were less confident in embracing their 

difference. Blaze (14) noted: ñIt was helpful to know that I am dyslexic, but I hate the way 

people treat me, like I use it as a crutch or something, as though I am just pretending, just so I 

can get special helpò.  For most, their unique way of seeing and being in the world defined 

their identity and personal sense of self.  When asked what they felt made them special, all 

children spoke of their ability to see things no one else could, and the creativity that this 

enabled.  From design to innovation, drawing to writing, they all claimed óenhanced strategic 

abilitiesô. 

Self-esteem is described as confidence in one's own worth or abilities. This is a 

difficult notion to embrace when you are constantly told that you are different and that your 

abilities are possibly sub-standard: 

The idea of seeing myself as more than average is hard. Mostly because I value truth 

so much. Trying to convince myself 100 percent I'm exceptional is incredibly hard 

because I see myself as just... existing (James, autistic adult). 

I donôt think any of us gain autism acceptance for ourselves until we are older and out 

of school. I believe it is because we are forced into a primarily neurotypical space 

where all of our social "oddities" are scrutinised. While I was not diagnosed as a 
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child, I did know I was different. I hated that difference because my peers liked to 

point out that difference. I didn't fit in. Now that I am older and have found my 

community, I am completely happy with my neurology. I am able to reason now that I 

am just like everyone else in that I have strengths and I have weaknesses. But as a 

child I could never have come to that conclusion because the differences were too 

pronounced. It was like being under a microscope and every single thing that made 

me different was ammo for the other kids or at the very least a reason to not be 

included (Mary, autistic adult). 

Being pressured to conform to a society actively engaged in warring on our kind of 

people is pretty damn stressful, and for many of us that war goes all the way into our 

own homes and bedrooms.  Because our families are socialised to perpetuate those 

abuses, large and small, in the very way we are treated by our parents, teachers, 

family, friends and providers. That we are, genetically speaking, already prone to 

anxiety disorders or other health issues that aggravate stress states, doesn't help us at 

all. I think rather than saying fear is the primary emotion felt by autists, we should say 

that the majority of autistic people experience high levels of stress due to internal and 

external factors that are often not addressed appropriately in our current society 

(Amber, autistic adult). 

Feelings of inadequacy can lead to increased anxiety, especially when performance is 

important, such as during tests, exams, or public appearances.  For most participants, general 

and social anxiety was crippling.  Flashbang (9) noted how he felt anxiety almost constantly, 

and because of this, his worst day was ñevery day at schoolò.  Ara (11) described her anxiety 

in her worst day, as a litany of humiliating and painful experiences: ñI do a terrible test and 

the teacher shouts at me and tells me to do better. Girls laughing at me at break because of 

how I did, pushing and shoving me. I fall down the stairs and have to go to hospitalò.  

Ara was particularly fearful of not being able to do things correctly, which led to 

select mutism during nursery school.  She also refused to try any new academic concepts, 

until she had perfected them in the remedial space.  Coco (7) constantly apologised for her 

behaviour, which was not problematic, and Echo (15) struggled for years with ónon-fluencyô 

[stuttering] in all social interactions until his parents started treating his anxiety proactively 

with medication and play therapy. 
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All my research participants spoke at length of their fear of behaving inappropriately, 

as noted by Morgan, an autistic adult: ñThe single most constant feeling I had for most of my 

life was guilt.ò  Her guilt was due to emotional outbursts, expressions of anger and 

meltdowns that she experienced for much of her childhood.  These were, however, usually a 

result of sensory overload and system shut down, none of which she had any control over.  

Popular social work scholar, Brené Brown (2010), who some adults referenced in our 

discussions on self-esteem, describes guilt as óI did something badô and shame as óI am badô.  

For Brown, guilt focusses on behaviour, whilst shame focusses on self. Amongst my 

respondents, these definitions appeared blurred.  The children may feel guilty because they 

believe they have done something wrong, but the response to these perceived indiscretions 

was often communicated to them through shaming, as noted in their recounting of negative 

school experiences. Feelings of shame are exacerbated by practices such as referring to 

individuals on the autism spectrum as ólowô, ómediumô or óhigh functioningô.  To be 

functional relates to an individualôs value, usefulness, and ability to cope.  However, to be 

dysfunctional, is to refer to something that is flawed, broken or defective.   

For many atypical children and adults, guilt and shame were also associated with 

depression, which they frequently linked to their inability to cope with the demands of 

everyday life: 

I have low self-esteem and don't know how to get past it. I've known about it my 

whole life, but I've dealt with severe depression for years because of dealing with not 

being able to handle normal daily stuff like neurotypicals. I sometimes wish I could 

do everyday activities and chores (dish washing, etc) without feeling like it causes 

extreme anxiety and feelings of doom. Iôve never been able to keep jobs in the past 

because working makes me severely depressed and anxious, it severely impacts my 

quality of life. I would work, then quit for a while and finally want to work and I get 

tired of it again in terms of stress (Aimee, autistic adult). 

I had depression for a lot of reasons, and shame about not being able to handle day to 

day stuff was a big part of it (Amber, autistic adult). 

Many adults noted how not being diagnosed and supported as children led to 

increased levels of anxiety and depression: 

I didn't have a diagnosis as a kid, and I think it would have actually helped a bit. That 

óclickô that validates the feeling that I must be different but don't understand why - I 
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got that as an adult, but I think I would've appreciated it as a kid, too. The most 

important bit for me was learning that people's reactions to me were not my fault. It 

wasn't anything I could have changed; it's just who I am, and people didn't get it. I 

find a lot of older generations are opposed to labels, because they feel like labels are 

restricting. But I find younger generations love them, probably because the label helps 

us find community [particularly online now] (Dorothy, autistic adult). 

Conversely, some therapies, treatments or attempts to cure autism could also have a 

profoundly negative impact: ñI don't have depression because I have autism, anymore. I had 

depression when I was being treated for autism, in fact, I only accepted and grew when I left 

my treatment. Self-advocacy is the best for me, as no one knows me betterò (Caren, autistic 

adult). For most respondents, diagnosis was liberating, allowing them to embrace an 

óauthentic selfô,  as Puck explained: ñEverything was fine because they all knew [that he was 

autistic], I got on well with everyone, and they got on well with me, because they knewò.    

One strategy that the children employed to assist them to reconcile their perceived 

difference and to build their self-esteem, was to identify with rebels and rebellion.  Puckôs 

love of the villainous characters Scar (from The Lion King 1994) and the Joker (from Suicide 

Squad 2016) were joined in a rogues gallery that included Deadpool (Marvel 2016, 2018), 

Jafar (from Aladdin 1992), Chick Hicks (from Cars 2006), Bucky (from Captain America, the 

Winter Soldier 2014) and Darth Maul (from Star Wars The Phantom Menace 1999). These 

were all mentioned as heroes by the children.  KC (11), who has an extremely conservative 

worldview, chose female singers performing open rebellion such as Lada Gaga and Taylor 

Swift (Bad Blood) as her heroes.  Her prized possession is a picture of her face superimposed 

onto the character Ahsoka Tano, a rebel warrior from the Clone Wars series (2008).  And 

although she stated that she would like to be a princess in her future dream world, the 

princess turned out to be Leia, leader of the rebellion in the Star Wars franchise (1977 to 

2019).  Atypical behaviour and icons appear to be gaining traction amongst mainstream 

youth, as seen with the meteoric rise of Billie Eilish, self-confessed óBad Guyô and vocal 

activist for mental health challenges.  Eilish shared how the songs on her first album were 

inspired by challenges she encountered as a child and continues to grapple with as a young 

adult, including Touretteôs Syndrome, anxiety, night terrors, sleep paralysis, body 

dysmorphia, panic attacks, self-harming and depression.  The children in my cohort, often 

quite conservative, loved rules and structure in their world, but   when asked which 

personality traits best represented them, all chose the archetype of órebelô first, with 
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additional descriptors of ócreativeô, óexplorerô and ójesterô as secondary dimensions to their 

personalities.  In the autistic boxing programme, l noted how the label of óbeing a boxerô, and 

the perceived óstreet credô this gave the children, had a profound impact on how they viewed 

themselves.  I noted a similar sense of pride when Puck showed me his bass guitar and 

advised me that he was part of a rock band which played ñhard core rock musicò. 

I conducted two visioning exercises with the children to help them define their future 

selves.  The first included the creation of their own personal crest complete with an animal 

and icons that represented how they saw themselves, and a personal motto or tagline (Figure 

24).  I then asked them to create a picture of the world that they would like to live in when 

they grew up.   

 

Figure 24. 

Buzz (15) struggled with both exercises and appeared indecisive and unsure. We 

discussed which animal he thought represented him today, and whether this would change 

when he grew up:  
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I guess today I see myself as a cow. Iôm kind, I love to eat a lot, and Iôm not very big.  

Iôm cute, but I can get aggressive when something irritates me, I can stand my ground.  

In the future, I guess I will have to become a tiger because that is what people expect 

of me.  Itôs proud and aggressive, you need to be that when you grow up. Itôs also 

smart and strong; it really is a beautiful animal.  But it can be scared, its wary of fire, 

and it can be a scary world. 

After much discussion, Buzz confided that he experienced a real conflict between 

who he felt himself to be, and what he thought society expected of him.  When discussing his 

future dream world, he refused to take the exercise seriously, joking around and telling me, 

ñwell maybe I could be a fighter-pilot in Star Warsò.  It became apparent that he could not 

vision a future for himself beyond being seen as ónormalô or trying to ófit inô.  His mother 

noted that he always resisted any discussion about his future: 

I suspect his Aspergerôs is half the problem. Typically Buzz just focusses on what is 

happening now, not tomorrow or the next day.  When I questioned him [about the 

exercise] I tried to find an example for a typical answer, so I asked him if he knew 

what his brother would say if he was asked the same question, he knew the answer 

immediately and mentioned three careers right away, but he still struggled to do it for 

himself.  

Buzz eventually agreed that óbeing caringô was a good thing, and he settled on a 

giraffe to represent himself in his personal crest. In his view, it is a large animal that can 

stand its ground, but it is caring and likes to live with its family.  He chose the tagline ñthe 

gentle giantò, describing what made him special as his love of animals, his patience, and his 

care for his family and others.  Once he had established these points he talked of his love of 

history, strategy and video games, and a more authentic future started to emerge.   

Puck, conversely, was clear on what he wanted to be when he grew up from the start 

and had been working on this vision for many years through engaging in his specialist 

interests of music and theatre.  His parents nurtured his desire to perform by finding him an 

acting group and encouraging his love of all forms of music including singing, piano, 

drumming and bass guitar.  For Puck, the impetus to pursue his vision seriously came from 

picturing the kind of learning environment and the people that he would need to surround 

himself with, to achieve this vision.  His definition of his future world as ña triple threadé a 

singer, dancer and actorò was not new. However, when we discussed who he would need to 
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partner with to help him achieve his vision, his demeanour changed.  As with the other 

children, he spoke of needing his family to help him navigate his world.  However, he then 

identified that he would also need a ñproper theatre coach and opera teacherò, to ensure he 

achieved the future he had envisioned for himself: ñThis is all I need, people who will help 

support and train meò. The children who had identified a óspecialist interestô had a clarity of 

vision that contradicted the struggles they experienced in their day to day life.  From 

designers to scientists, adventurers to performers, they chose careers and life paths that would 

challenge them immensely.  Their current experiences of school appeared to have very little 

relevance or impact on what they wanted to achieve in adult life. 

As a final personal exercise, I asked the children which values would help them to 

achieve their vision, explaining that values are driven by personal beliefs and guide day-to-

day behaviour.  I have run this exercise with many children around South Africa from a range 

of backgrounds, spanning poverty to privilege, and I was stunned at the clarity of thinking 

amongst my atypical cohort. From youngest to oldest, they barely hesitated when I asked 

what was most important to them and proceeded to define a few key values that guided their 

daily  behaviour.  The two dominant values that all the children mentioned included creativity 

or imagination, and family or community, in stark contrast to dominant medical discourses on 

autism.  More than half of the children spoke about being loving and caring, with some 

mention of happiness and joy.  Honesty was a further value that all of them subscribed to, and 

the boys desired respect from their peers. Beyond being guiding principles, the childrenôs 

values appeared to impact profoundly on their emotional states. This is not to say that they 

did not misbehave, or that their behaviour was always exemplary, especially when they felt 

overwhelmed by the world around them.  However, the decisions they made and actions they 

took were usually based on a profound sense of what they viewed as right or wrong, or what 

they considered important or not.  This intersection of values and emotional states was 

explored by autistic advocate, Terra Vance: 

While watching the documentary about Ruth Bader Ginsburg, RBG, I had an 

epiphany.  She said, ñJustice and mercy éTheyôre very grand emotionsò. And it hit 

me, that to me, those are two of my deepest-felt emotions.  Justice, equality, fairness, 

mercy, longsuffering, work, passion, knowledge, and above all else, truth.  Those are 

my primary emotions. I didnôt have the language before to be able to explain how 

profoundly these emotions affected me, conceiving them more as ideas than 

feelings.  At least, thatôs what I was told they were. In the pursuit of those emotions, 
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other feelings are secondary, superficial, misleading, and trite.  Sadness, grief, 

jealousy, fear, joy, shame, sympathyé  those are emotions which serve only me; 

but truth and work, passion and justice, longsuffering, and equalityé  those are 

emotions which serve the Greater Good.  Those emotions are the mobilization of love 

(Neuroclastic, 24/03/2019). 

Vance appears to confuse values -- what she believes in, -- with emotions, or how she 

feels.  However, I observed these ógrand emotionsô, or rather emotions guided by strong 

values, at play in all the children during my fieldwork.  They had a distinct sense of self, 

despite experiencing often daily reminders of difference, and in many cases criticism for their 

behaviour or lack of conformity to the world around them. 
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CHAPTER 6 

ATYPICAL ENGAGEMENT WITH THE WORLD :  

ON PERCEPTION, CONTROL AND PARTICIPATION  

The harsh environment of the boxing gym does not feel right for an autistic child.  

There is a strong acrid smell of sweat, bright colours, loud noises and rough edges.  This 

space feels too challenging for a child struggling with intense sensory sensitivity, which most 

of the children attending these boxing classes appear to have.  Yet they arrive with smiles on 

their faces, greeting their coach, shaking his hand, smiling shyly as he connects physically 

with them by patting their arm and holding their shoulder firmly.  This is intentional: ñThey 

love the physical feedback,ò veteran boxer and coach Anton Gillmore tells me. ñThey come 

in here all over the place and you klap them around a bit (using the boxing pads, he illustrates 

how he pats them firmly on their hips, arms and head) and next thing, they are centred and 

ready to box, it gets them back into their body and into the presentò.  I watched this on many 

occasions: children who have been diagnosed on the autism spectrum, walking around with 

bodies that look like nothing is connected.  Arms hang loosely, tummies are out, knees are 

hyper extended backwards, and all seem to slouch, with no apparent sense of where they are 

in space or time.  Then their coach taps them firmly on the sides of their body, starting on the 

outside of their thighs, moving up to mid arm and then ending on either side of the head, right 

and left, slap, slap.  Itôs not painful, but it is certainly not soft.  From being seemingly 

discombobulated, they are suddenly present. Their arms are up in the boxing position, their 

weight is forward, they are centred with their feet planted firmly on the ground.  They are 

focussed entirely on the coach in front of them; they are boxers ready to box!   

The ritual at the Fight with Insight32 óAutism Boxingô programme is carefully 

designed and structured from the minute the children get to the gym to the minute they leave. 

As they arrive, they see hero posters of Mohammed Ali and Nelson Mandela in his boxer 

pose, with inspiring quotations such as: ñThe impossible is nothingò.  A schedule of classes, 

safety principles and childrenôs rights are clearly displayed on the wall. There are graphic 

signs on all pieces of gym, safety and hygiene equipment.  The children must wash their 

hands and then greet their coach, ensuring, if not eye contact, at least body contact by shaking 

hands or holding shoulders.  The children then select and put on their boxing gloves. This is 

the first transformation.  They go from being disabled and different, to boxers; this appears to 

 
32 https://www.fightwithinsight.com/ Accessed 28/01/2020 

https://www.fightwithinsight.com/
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give them a great sense of pride.  There is a large mirror on the wall, right next to the boxing 

glove shelves, and next to the mirror, a poster illustrating all the bodyôs muscles.  Children 

often linger at the mirror, observing themselves, flexing different muscles, sometimes pulling 

a boxing pose.  Mostly, they are just observing their bodies, making connections between 

their different muscles and the instructional poster, murmuring each muscleôs name as they 

touch or flex it. 

The second transformation occurs once they step onto the boxing mat. They are now 

getting ready to box, and they start to bounce around in anticipation.  The children joke with 

and bump into each other, generally finding a space for themselves both physically and 

emotionally on the mat.  Programme founder and coach, Luke Lamprecht, notes: ñThis is a 

safe space for them, it frames the class. It is safe as it has boundaries which are important to 

them and there is a sense of reverence when they step onto itò.  I have watched the children in 

my research respond incredibly negatively to intense sensory inputs, especially loud noise.  

Yet, when the shrill bell sounds for the start of the lesson, and the electronic dance music 

blasts from the speaker with a distinctive duff-duff-duff preparing them for what lies ahead, 

rather than recoil, they appear completely in the moment.  The coach takes them through a 

range of exercises designed to warm them up; to engage with the boxing bags; to spar with 

the coaches; to condition their bodies; and finally, to warm down.  Each exercise is 

introduced with a loud instruction, a hand signal using the Makaton33 sign language that the 

children use in their everyday school environment, and a physical demonstration of what is 

expected of them.   

Making sense of our senses 

Each boxing session was attended by occupational therapists who ensured that the 

children were participating optimally.  They spoke enthusiastically about the impact that the 

boxing lessons have had on the children and their sensory processing abilities. All the 

children in my research had notable sensory challenges.  From an external sensory 

perspective, there are three proximal or hidden senses and four distal or foreground senses.  

The proximal senses include touch, related to messages received from the skin; 

proprioception, related to messages received from muscles, tendons, and joints; and the 

 
33 Makaton is a global language programme using signs and symbols to help people to communicate. It is 

designed to support spoken language and the signs and symbols are used with speech, in spoken word order. 

The Johannesburg Autism school uses Makaton as a standard signing language, along with verbal instructions 

See https://www.makaton.org/aboutMakaton/ accessed 07/05/2019 

https://www.makaton.org/aboutMakaton/
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vestibular system, related to messages received from the inner ear.  Distal senses refer to 

taste, smell, hearing, and sight, as illustrated in in Figure 25 below (Lombard, 2007): 

 

Figure 25. 

All the occupational therapists referred to Winnie Dunnôs model of sensory 

processing (Figure 26), when explaining how the children engaged with various 

environments: 

 

Figure 26. 


