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ABSTRACT

Thisthesisexplores the lived experience of children defined as atypical. The ethnographic
focus of the study spans an initial cohort of nine children from private ksdhoo
Johannesburdiagnosed variously with learning disabilities, ADHD, developmental delays,
speech disabilities, sensothallengesanxiety,and aitism In-depthobservational work was

also conducted withutisticchildren at a boxing programme based in the inner city, from

more diversesocice conomi ¢ backgrounds. A final l evel

hangi ng o atypidal autioimanlmddiodsocialmedia groups spanning autism,
ADHD, learning dsabilities and Ehlers Danlos Syndrome. Using the philosophy and
methodology ophenomenology, | develegla modelthat illustrates a cycle of atypical
embodied engagement with the world, spanning stagpeenomenaf Presence,

Perception, Control, Partipation, Flow, CommunicatioandAdaptability Whilethere is
much contestation over the homogenisation
experience of atypical children that | obserdeding my researchad a high degree of

consistency

Using a range of creative interactiveethodologiesl collaborativelyexplored what is
understood and misunderstood around each se#tagesr phenomen&om 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, lzofistic perspective

was revealedThistraversed th@hysical, intellectualemotional,and social motivations
behaviour and agen®f the childrenllustratingtheir unique andlifferent ways of being in

the world. New enabling characteristics wiglentified in behaviours previously defined and

diagnosed as dibdities.

This exploratiorbrings to lightthe meaning that atypical children derfvem theirvarious
stageof engagemenwith their world A new kind of spectrum emerged that n@beyond
disabling biomedical labels to one of enablement. The vectors of this spectrum could travel
in either direction, without implying dysfunction or defectiven®ég.research revealed a
multitude of cultural and social creativity and invention, whiwod children continue to

expand in the O0biosoci al borderl andd that

of

t

h
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CHAPTER 1
I NOW PRONOUNCE YOU DISABLED

6Di sabilitydo, in the f ormshednpateimyldeadevel op
for many years. | was born at around 36 weeks gestatimhdisplayed some cognitive and
developmental delays in auditory processing in my early years. | was diagnosed with
6dysl exiab, now refergald Itiot &6 @SWOB)p,ecarfd codd
di fficultiesd (Attent i-0ADHD) atfthe age ohingddrydadtoa ct i v i
repeat grade three. What followed were many years of remedial therapy to assist with
6frequent visualdaiweak mimalty ins eamdrsynt hes
that my reading and spelling accuracy and rate were well below chronologicalrageade
ten, | completed a test which indicated that my readimdcomprehension rate was only 120
words per minwg; however, to pass grade twelve, | would need to read in excess of 350
words? Today, this would be diagnosed as slow cognitive processing, and my difficulties
with schoolwork, which prompted the test, as executive functioning challenges. | reluctantly
returned to remedial therapy, which | had stopped at the end of junior school, hoping that |
was Obettero. I n the first therapy session,
comprehension tests that | recalled from grddee implying that | was oftte same
scholastic level as a ningearold child. | recall the abject humiliation, but more devastating
was the fear that | may never achieve my goal of going to university. | was eventually
granted the highest level of additional time accommodafitteénminutes 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 removalofmytos i | s and adenoids aged six, an

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

1 Neurodevelopmental disorders span intellectual disability, communication disorders, autism

spectrum disorder, attentiateficit/hyperactivity disorder, specific learning disorders and motor

disorders (DSMb 2013)

2 Late preterm births (386 weekshavei ncr eased mortality and in hosp
respiratory difficulties and | ong term cognitiyve
problemg(Cheong 2012)

3 Remedial assessment and diagnoses conducted age 9 by educational psyddoBigsheth

Wheeler.

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

centre.



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

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

and health challenges, being repeatedly refe
extremely rebellious and was frequently sanctioned for oppositional defiant behaviour. |
obsessively sought out older children as friends to prove giglsoaturity, which resulted

in risky behaviour and experiences throughout my adolescent life. In later years | have been
diagnosed with anxiety and depression, with which | believe | struggled throughout my

childhood, but was undiagnosed and thereforteeated.

This story of physical and emotional disability does not, however, represent the
vibrant, creative life | recall leading as a child and my experience of adulthood. Although
still suffering from sensory sensitivity, my acute awareness of myamgnt and atypical
way of seeing the world has led to a successful career in marketing and communication. My
specialist focus of o6human behaviourd, which
and academic career in anthropology, was driven bynatyility to understand why people
do the things they do, and an intense desire
just a skill I developed as a social scientist, but rather a survival strategy that | have employed
since childhood, to find we to fit in and cope in a social environment that | 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, preided me with a rich source of data which I still recall in fine detail. This
contrasts with the facts and figures | 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 |
have used in my career as a business and brand consultant. And finally, my ability to imitate
appropriate behaviour by mimicking Tdf film characters and scenas, 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 withmb 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 v different experiences of these disabilities. It is important that

you understand why, so that you donét ma
meet disabled people. (Medium, 24 February 2020)

Lenore Manderson notes how following the loss of bodilywfc t i on or mobi | i
person needs to establish a new sense of embodiment, cognitively, neurologically and
physically reorganising the body schemao (20
however, there is no need for reorganisation, their livedreeqpee ¢ 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 pers
community. The differences are sometimes visiblas 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 theither 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, | saw a
picture on thdront page of a newspaper of a rbarn baby girl who had been abandoned
and died on a rubbish heap in Sow&This led to a new career over the past decade in the
South African 6c hi®%amungdtheptaciaes df ahild abarmonmentand y 6
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 théives. 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 orin temporary care due to cultural concerns over the practice of adoption

(Blackie2014). 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 Johannesburgds centr al business district.
6 Child Protection refers to the need to protect the child from any physical or psychological harm that
may be causd 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, degradationtrédlatment, violene or harmful behaviour towards another
person (Childrenés Act 27 of 2005).
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depression, due to the O6crisisb6 natrghoiee of th
to abandon their childiid.). 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 dtlarcthe first thousand days
(from conception to two years of age), physieaarthropologist Michelle Pentecost (2016),
emphasised that early childhood atdmer sity ha
wellbeing. This adversity can include the lackagsrimary caregiver, exposure to violent and
unsafe spaces, and poor nutrit{twock 2013) Children in these environments consistently
experience high levels of cortisol and form insecure attachments which can result in ongoing
social, educational, and lhavioural challenges (Brown & Ward 2013). What is also evident
is the interplay of biological and soci al pr
behaviour, adaption, and development over time (Grotevant & McDermott 2bil#he
context ofanthropology, Margaret Lock notesh at fAwe must recogni se t
nature/nurture that exists throughout every human life t o uhowlsediak t a n d
environments and lived experienceseil i t er al |l y embodied in indiv
(2013:381) Abandoned, abused, and neglected children are extremely vulnerable and often
struggle with learning difficulties, developmental delays, behavioural issues, paor self
regulation, and ansocial behaviour (Blackie 2015). My work in child protection deals
primarily with organising and conducting community engagement workshops with adults and
children in underprivileged communities. | have facilitated a number of workshops in
childrends homes and centres, focussed on pe
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 aildren withdisabilities in South Africa from
2001 to 201 lidentified that nearlyhirty 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 catdor them PSD, DWCPD & UNICEFR2012). 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 childrenit 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

conduded on schools in the Western Cape found that only 0.1 percent of clatdren

diagnosed on the autism spectrum, however, the worlduvelealencef autism is at least 10

times highe, at1 to 2 percent (Spectrum New$! 8eptember 2017). Professetrus de

Vries, head of Child and Adolescent Psychiatry at the University of Cape Town, beliaves th
these numbers are artificially low due to a lack of diagnosis and that many of these children
are not in schooliljid.). The UNICEF study also found that children with disabilities were

more likely to suffer from illness and poor healihremore prondo 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 Watermeyeraodo | | eagues, Athe primary stoc
Africa is one of soci al oppressiono (2016: 1)

A clear and consistently applied definitd.i
make up the experience of di seameyeretalt yo, i s re

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, algosome efforts were being
made amongssiZulu speaking children (Chambestsal.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 toalsd 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 servicelsisive education, and access
to health facilities, but each of these areas experience problems in service delivery. Central
to lack of delivery is a nealignment between government departments, including the
departments of education, health, andaabevelopment, 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 soeittitaides
towards disability. Although there has been a shift in government policy from a neadlical
welfare model to one based on the social model, where human rights are considered, most
adults and children experience discrimination for their diggbiitheir 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

Children who patrticipated in the focus group discussions that formed part of the study
reported that peopleds negative attitude
things for them to deal with. Their greatest dislikes vizmiag laughed at, being

called derogatormamesand being teased about their disabilities. (OS3Ql.

2012:17)

There has been some policy development, including a White Paper (6) on inclusive
education and the Chil dr e nHowevekctherei$ dh@aBenge i mp |
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 communiteasd society as a whole.

A combination of my subijectivity, together with an appreciation of the lived
experienced of disabled children in our many child and youth care sentremes,
prompted my desire to conduct ardepth exploration of how childrexxperience
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 middlass backgrous many of whom had
access to special needs suppArprimary point of inclusion was that the children had some
form of neurodevelopmental diagnosis, amdlerstanding of this diagnosis, amdre thus
able to assent to taking part in my study. | dichgamore varied perspective in my second
round of fieldwork which was conducted at an institution for autistic and special needs
children in Johannesburgds inner <city. Howe
needs children from disadvantageackgrounds, remains a major concern in disability

studies in South Africa.
Reframing neurodevelopmental disabilities

The World Health Organization defines disability as an umbrella ¢exmaring
fii mpairments, acgadrvtiitoi gdtmiahisweesistdtdesaimdsdo ns 0
di sability as not just a health problem, but
interaction between features of a personds b
| i v es 0 edgagthe mote that context plays in its definition and experighize)( 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:/mwww.who.int/topics/disabilities/edccessed 20/05/2015
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suypports 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; K&snitz
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 hetbme understand my challenges and provided me
with accommodations to deal with them, but |
can i mpact negati v e legteemnThemosteguentldotadt i t y and
diagnostic manual amongst priéiohers and disability commentators in South Africa is the
Fifth Edition of the Diagnostic and Statistical Manual of Mental Disorders (I332@13),
published by the American Psychiatric Association. The fifth edition of the manual, for the
first time, indcates possible comorbid conditions. As noted above, although | 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 DS reveals that most children have a range of challenges that
they experience to a greaterlesser 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
di agnoses are described using the anal ogy of
describe mangisorders including neurodevelopmental, psychotic, bipolar, depressive,
anxiety, obsessiveompulsive, trauma, stress, dissociats@natic,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
di sorder . Al t hough many awutistic adults con
functioning, most do ascribe to the spectrum analogy. To them, however, this ismasse
|l i near spectrum, but rather a kaleidoscope o
of difficulties in different areas. This is beautifully illustrated in Rebecca Burges simple
cartoon on the subject t whchshelauached tbeAutsmh andi ng
Acceptance Week in 2016 (The Art of Autisnf, arch 2019). The cartoon has been widely
praised by the autistic community as reflecting how they experience their world. It illustrates

t he multitude o fbraing proaesstindoimatiorg ratber than alineéahneodet



which defines an individual as either fAvery
between. Burges explains that these different traits can be broadly divided into categories

such as languag motor skills, perception, executive function, and sensory filters, as
illustrated in Figure 1 below:

You're only a little
autistic, Archie.

Hm. I still don't understand,
can you be less vague?

The problem
with thinking of
the spectrum in
this way, is that
3 perception
of an autistic
person slso
becomes
linear.

The truth is though, someone who
is neurodiverse in some areas of their
brain, will also be no diFferent to
your average person in other sress
oF their brain.

You're sble to have
8 normal conversation
with me and sct
pretty normal! You're
not severely autistic.

|
Not
autistic

|
Very
autistic

...And so you see,
iP someone thinks you're
on & ‘low end’ of this spectrum,
this often happens:

can handle
3ll of this
just Pine,
you're
not that
autistic.

You see, the autistic spectrum looks
something more like this.

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 haw#dmpesed
with learning disabilities and neurodevelopmental disorders.

Bur ge 6s skowsthe comanbidity of neurodevelopmental challenges that can
span intellectual, communication, autism, attentieficit/hyperactivity, learning and motor
disordes (DSM5 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 pathologitiageof
differences, positioning them rather as natural expressions of human diversity (Bagatell 2007;
Grinker 2007; Lawson 2008; Savarese 2013; Singer 2016). The moveoamarised by
Steve Sil ber Maunnbiwey201b), Has bedoraes a rallying cry for many
autistic adults and advocateslowever some parents of autistic children and researchers

believeit fostess division amongst autistic and n@utistic communities. Neurotypical
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individuals and the medical reseh community are positioned as the oppressors in the social
disabling of atypical individuals (Aeon, ¥&eptember 2019)In the field of Critical Autism

Studies, scholars argue that the neurodiversity movement can be viewed as a form of identity
politi ¢ s, dichdtommsesvio ul d be allieso by not represent
(Russell 2016:288)Conversely, the movemeistalso believed to undermine the severity of
challenges that many autistic individuals with severe mental retandatib substantial

intellectual delays experience in their daily lif€ortical Chauvinism, 8January 2016

Francisco Ortega (2009) argues that the neurodiversity movement reframes atypical children
and adults as ficer ebrnedcasalidjpesinsgangeion t he tr a
becoming both a d&édsol i ps iFa allitccdticians, dhowéveretlteu ct i@ o n
neurodiversity movement is still aiming for a Rpathologizing form of identity for

individuals identified as atypical oifterent (Russell 2016).

Whilst theneurodiversity movemerffitelps us to understand the complexity of the
atypical experience, it still appears constrained by biomedical cated®essarch tends to
focus on specific areas or challenges, rather than a holistic lived experience. Exploration also
tends to focus on ¢hbehaviours that show up, rather than delving into the motivation or
meaning of these behaviours from the perspective of the diagnosed child or adult. Although
Burgeso il lustration goes some way to expl ai
experienceit 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
sametimes 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 dayto-day lived experience, but rather to explore the possible ietefitypical
ways of beingRal f Savarese (2013) refers to this as
global atypical citizenship, with a shared value set that stands up to the pathologizing of
di fferences. Hi s great eypti ccad rsdde ramr,e hod wewne rn,c
meet this community half way, and Jfinatgagr ent i c
expecting the neurodiver se c¢ oaqutualandicrgsst o do a
sensorial exchangéSavarese 2013: 19293).
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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 ashto modern trends of specialist
focus and interrogation, the appreciation of
expanding our inquiry to all possible inputs at a physical, intellectual, emotional and social
level. The assemblage of diféaces 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 pesonal and social identity in the context ofeMerchangingworld provides a
far more accurate appreciation of the experience. It also reveals a new world of biosociality
of atypical culture, as illustrated amongst growing aut&BHD, and differently aled

learning communities.

In this thesis, informed by anthropologidaipmedical.and social theory, | explore
new ways of conceiving the atypical child. As with understanding lived experience, the key
to problematising atypicality lies not in discourgithe 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 atypichildren, | define what Peter Willis (2011) describes as
6the thing themselvesd, the phenomena that |
how in the study of phenomenology, it is important to establish what the phenomenon is, and
thatitdoesinded exi st . One then needs to examine
phenomena, or what is known or unknown about it. Finally, he supports the creation of
6strategic research material sé, or ways of p
e n a b | i€uinvastigation of previously stubborn problems, and the discovery of new
problems for further inquiryo (1987:1). To t
of engagement or sociality, where atypical behaviours, difficulties or differere@asost
acutely experienced or observed. These stages ingtadenceperception control,
participation, flow, communicationandadaptability. | explore each of these stages in the

chapters that follow.

The chapter on presence examines how atyp
how they define their personal and social identity. | start with Puck, one of my atypical

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

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

and when they are feeling vulnerable and unwell. As nodiyeir challenges are related to
neurological development, | spend some time understanding their perceptions of their brains

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

of their personal vision and beliefs,| | ustrating the many O6anomal i

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. | start withdae t ai | ed account of the child
accessing or interpreting internal and external sensory inputs. Beyond sensory and emotional
processing challenges, | examine the difficulties they have in perceiving their world, through
common comorbidbarriers of pain, allergies, and a disconcerting lack of bodily boundaries.

From a social perspective | explore common atypical challenges of prosopagnosia or face
blindness, sensory sensitivity, and difficulty in making eye contact. Ultimately, | examine

how Opermeabl ed atypical children feel to th
invites new and interesting insights into the world, but on the other, it calls for increased

levels of seHprotection in the form of physical, emotional, and sociairfutaries.

The chapter on flow, communication and adaptability explores how atypical children
respond to a changing world. | examine the high levels of trauma and complex post
traumatic stress disorder (cPTSD) in atypical children, due to their extreswsen
sensitivity, uncompromising remedial and behavioural therapies, and the relentless bullying
theyoftenexperience on a dap-day basis. The constant assault on their vulnerable bodies
also appears to lead to an increased susceptibility to a bnogel odillnesses, syndromes,
and autemmune 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. Theirteyzdenc o 6 di srupt the fl ow
examined at physical, intellectual, emoti ona
range of eating, digestion and elimination challenges, the disruption to their flow of learning
due to concentration ffiiculties, emotional dysregulaticand social awkwardness. In the
section on communication | explore how nonverbal atypical children find new ways to
express themselves using their bodies and alternative communication devices. | question
current theory bmind and empathy models that appear out of touch with atypical

experiences and argue for a new understanding of empathy that moves beyond cognition



between human beings. Finally, | examine how atypical children can overcome great
obstacles and adaptam everchanging environment if they have developed a personal vision

or purpose.

| 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, | usually start discussions with a simple
guestion: AWhy do we have children, and what
often ashocked 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
couplesdéd | ove for each ot herythethapedfbettepassi ng
future, a range of reasons are presented to
are often a mistakeodo, Abecause my culture ex
| abour 0 and At hey atusetlsegewmisedo geteny participamestot p | an
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. Ifachil 6s r ol e has been articulated to then
society at large, they are able to fulfil that role.

The most interesting responses, however, come from the children themselves. When |
ask them, Awhy dbpeyYouanhtdi Aiwvhgbudargobet hi nk
i s?0 again, there is much | aughter and hil ar
different to that of their parents or caregivers. They speak of their role as catalysts of new
ways of being irthe world, creating a more loving, caring and connected world where they
are safe and can be who they want to be, wit
expectations of t hem. They are the odut hor s

by Manderson and colleagues (2016):

Children are the subjects of patterns of socialization, formal and informal learning,
and ritual occasions that O&édmaked them hun
actors who might contribute to our knowtglof 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 s oc therthanlfullysrealisedc t ur e
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 passiagpients 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 JonesAssaulting Childhood hi s expl oration of chil d
migrancy and hostel lifan South Africa in the late 1980s, we need an anthropology which
Afacknowl edges and accounts for both childhoo
(1993:6).

This 6ant hropology of childhooddé shoul d (¢
demonstrated i n Mar gaComihgoMgaidSamdqage8loneer i ng W
Although contested by Freeman (1983), Mead illustrated stark differences in attitudes
towards pubertynd 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; Schepéughes & Sargent 1998). Despite the
United NationgDeclaration on the Rights and Needs of Chil@iarl989, the aplication
and implementation of these rights differ in cultural contexts around the world (De Sousa
Santos 2008) . Rat her than protecting childre
seen as an attempt to discipline countries believed toliieEally and/or ethically
guestionable (Kleinmaet al. 1997). However, children often do need to be protected in our
increasingly O6adul ts c eHughesam Carayo Baegenyaigue: as Na

Atraditional cul t urnrmlongerbedadequate orithe coenplext i vi sm n
transnational world in which we |iveo (1998:
invites Aradically different cultural and ph

centred anthropology (199&)L
Childhood and medicalisation

Childhood has been increasingly medicalised through global health initiatives such as
breastfeeding, growth monitoringpmunisationand oral rehydration therapy (Scheper
Hughes & Sargent 1998; Mandersetral.2016). Thefocus has been on global solutions that
are low cost, require little technologynd that focus primarily on the individual child or
motherchild dyad. In her research for the First Thousand Days of INfiehelle Pentecost
il lustrates how Anew biosocial concepts of |
The first thousand days, the period from con

critical ti me i n dehetopandgyowaln lehstudydféeggersetcsih i ty t

8 http://www.thousanddays.uct.ac.Zsé¢cessed 28March 2019.
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everyday life, Pentecost notes that nutrition is perceived and used as a medical tool to
decrease transgenerational risk oftoo mmu ni cabl e di seases and i mj
capitalo (2018: 4).

The studyof 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 et str
function and even ongoing neuron production are partly produced through environmental and
social relations (Melonet al.2018). Concepts such as neuroplasticity illustrate how the
brain can change and develop as a person grows older, influgntaxtdrs such as
nutrition, socieeconomic status, stress, toxins in the environment, and the influence of
previous generationbdbs | ifestyles. As noted
epigenetics of brai n pmmalianbrao is tinjqueanrthis rebpedh a vi o u
as it develops intimately with the environment, both prenatally and postnatally in the context
of al l experienceso (2015:848) . From the n
develop,evolve,and adapt to a e of stimulus in a continuous and dynamic relationship
between the epigenome, thevironmentand behavioural outcomes. Recent research
conducted at Columbia University into the impact of childhood trauma on gut bacteria
indicates that adversity eatrily life is associated with increased gastrointestinal symptoms in
children and may impact on their brain and behaviour as they grow to maturity (RINR, 1
April 2019). There is much epidemiological research into the impact of diet, famine and
maternal stres on prenatal children and their increased likelihood of-termg
neurodevelopmental disorders (Mychasiuk 20¥%@ary of somatic reductionisfrom
omol ecul ar | ev el o6rgaeeplioay(20h3g Highlightsithe isnpogance bf, Ma
concepts suchasl oc al bi ol ogiesd and bdembedded bodi e
findings in specific lived experiences complete with historical, social, political and
environmental influence#s noted by Nancy Krieger (2005) in her work on embodiment in
epidemiologcal 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 shapamd not simply passively

responding to their environs. (Krieger 2005:351)



Krieger (2005) argues thatir bodies are able to tell stories about how we exist,i c h donét
always match our stated accounts of this existence, and somdimngbese storieare 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 (199ttes 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 ideifyying 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; andltasah
category (1996:987). These alternatives illustrate how disability is socially constructed, and
how people are 6démade upd by the state, schoo
and label them accordingly (Hackiig86). Identity cand constructed both medically,
around the impairment and perceived loss, or socially, as a result of negative social relations.
Il n popular culture, disability identity is i
Per cy Jdystekiss alows Isim to decipher ancient texts and clues in Percy Jackson and
the Olympians series (Riordan 20R809); ADHD gives Spiderman the ability to assimilate
complex physical activities simultaneously i
charater for Marvel Studios (2017); aradtism 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 eogin
this, as impairments create daily struggles that need to be overcome physically, intellectually,

emotionally,and socially.

OMedicalisationd describes a process by w
defined and treated as medical problems, gaalan illness or disorder. Key characteristics
include universal representations of the Ono
6deviant bodyo. Lock and Nguyen (2010) not e
of pathological sence; the routinisation of physical examinations; population health
monitoring and control; and finally, Adividi
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 mentadieds,

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

Hughes 1988; Ong 1988; HKd al.2014). Support is then gleaned from individuals,
organisationsand t he st atecafocatkigser yéndedpimbetli s pr om
often with the support of the pharmaceutical industry, endorsed by health authorities, and

finally what was a new jurisdiction is now a fuliedged medical industry. This is

particularly true in the world of disability where perceiveddiers are routinely

institutionalised and reifiedReople 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 neurodevelopmentiidorders such as autism, lan 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 alsceate 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 bserved in schizophrenic adulddtcherWatson & Happé 2019). In 1943,
Leo Kanner published his article titled, O0Au

describing his clinical experience with eleven children who displayed many characteristics

thatwe associate with autism today. These cha
6i nsistence on sameness6, O6stereotypy6 and 6
di scovered in the | ate 1990s, Hasts Asperager
Psychopathydéd in 1944. Unl i ke Kanner, his de

atypical children into the diagnosis of autism, including those able to socialise and
communicate. Foll owing Kanner 6saldtkopbot hesi s t
emotional bonding between the children and their highly educated and often working

mot her s, Bruno Bettel heim published his now
1967. This theory shifted autism from a purely medical to a sociallyetkedisability,
foreshadowing | ater diagnoses of Oreactive a
cultural sensitivities in countries around the woHth et al.2014). The late 1970s saw the

introduction of autism as a genetically based disdi@iwing research conducted by Susan
Folsteinand Mi c hael Rutter (1977). The concept
by Lorna Wing and Judith Gould in 1979, which formed the basis for how we understand



autism today as a spectrum disorder. From its naming, to diagnostic criteria ana@utsiexp

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 writingrt,and mug (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 genienad, and the possibility of producing
autistic children themselves. He notes: MAAu
along which one imagines not only oneds own

hand, and familial horizonsdnhe ot her 6 (2020: Para 23).

In contrast to views of kinship and familial heritage, medicalisation focusses on the
individual (Watermeyeet al.2016). As an individualised experience, the structural and
cultural contexts are not challenged, and differsraze fetishised or overlooked in what Tom
Shakespeare refers to as a fAmedical tragedyo
biopower of the late 1970s, individuals who do not fit into the norm are perceived as costly to
society, and in need 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 oOfit ind. These regul a
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 thatatee

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 drchild
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 developmemntevision,and weruse 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. Thesean fluctuate from mental retardation, to learning disabiliA&1D, and
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autism spectrum di sorder over the period of

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

A disability diagnoss can have a marked impact on a family and a child. In the
gl obal West, a diagnosis O0entitlesd6d you to a
in an effort to realise notions of equalitights,and participation. This support can be
extense and for some, it may be viewed as dAdpoli
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 impairmeatit.oMhis
fear stems from the tacit belief that everyo
birth, trauma, illness and age, and as Ginsburg and Rapp remark, this challenges assumptions
of Astable i dentitieso #&e(@01F4B)oln Boath Africa,t yo t hr
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

6ment al I mpair ment 0.
A socialmodel 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 lapility scholars and

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

and materi al eddcakiot itdhres ftuHdt pfadits ci pati or
considered atypical. (Ginsberg & Rapp 2@1355)

This introductionby Faye Ginsburg and Rayna RappheirDisability Worldsclearly
illustrates howlte social model of disability is a critique of the medical model and the ways
that it defines, individualises and categorises atypical subjects. lodia model, disability
becomes associated with negative interactions between a person defined as impaired or
disabled and their social environmeitevva Kasnitz and Russell Shuttleworth note that
Adi sability only exi satsgitssociarapdfcdtura coostuctioro a b i |
(2001:217). Tom Shakespeare notes how questioning
from which disabled people deviateo hgwl 996: 95
the social organisationofageon6s daily | ife shapes their di

sense of personhood. It explores what is enabling and disabling for the person defined as
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atypicaband what unites them, rather than O0essen
1996).Whilst the medical model assumes a negativeidelitity as the outcome of a defined

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

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

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

how this relates to their identity. Al am a
distinctly different connotations. The first positions autesra fundamental part of the

individual; the second implies that autism is something that is separate to the person, and
possi bly unwanted or in need of remediation
auti smod, Fiona CHurmohman, stthe mhtihar, ®@xpl air
show respect and help grow understanding [of
Life, 19" February 2019). Chris Bonello, an autistic teachethor,and speaker, asked
subscribers to his Whowtheytdescribedhgiudiagnests.i Qf mdseo t We
than 11,000 people who responded, the major.i

auti smo.

There is a complex relationship betwesmbodied limitations and social
discrimination which is keenly observed in the language used to describe it. Ginsburg &
Rapp (2013) note how we use the terms Adisab
definition and categorisation of normatisebjecs. This sippors Shuttleworth & Kasnitd
statement thahe anthropology of impairmeilisability fisuffers from terminological
confusion, theoretical oversimpli flnteeati on, a
context of autism, this @rsimplification and bias is observed inthe used 6funct i oni ng

| a b.elh tese@SM5, the diagnosis for autism is divided into three severity levels: Level 3,

Arequiring very substantial support o; Level
Arequiring supporto (2013:52). Despite this
many people refer to functioning | abels of 6
Omi Il dé, dédmoderated or Osevercelb,vet caudiifsfte rce npte
|l evel s of functional ability or independence
is frequently referred to in Yandisusalyur e on a

associated with the results of the Griffiths MariDevelopment Scal¥'sand standardised 1Q

9 http://autisticnotweird.comAccessed 30/03/2019
10 |dentified by Hans Asperger in 1938, this is now referred to as Level 1 Autism in thesDSM
11 https://psychologicalassessmentinsouthafrica.Aceessed 05/04/2019
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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
oversimpl i ficc aptrieosne nocfe 66 a@untdii sstniBeh éli genexxepl ai r
functioningo6 implies the need for medium and
possibly biologically incorrect for most autistic individuals (Autistic Not Weif8July

2015).

Judgingan i ndividual 6s worth based on their |
uncommon, as disabled anthropologist Robert
bl amed for their condition, or at | east for

Lenore Mander s anlyanbgdiment iswoften mterpretdd mot as an artefact

of a physical event, but as the corporeal symbol of a fundamental failure or decay in
charactero (2011: 35) .couAterthedsma rca Iwirtiyt eaf Jtehses i
glorified in modern society, by statind:l é m not embarrassed to admi
not shameful to admit t(fheMighty,2¥ dlly 20483ltisn ot made
these perspectives that the social modeisdhllity attempts to question, as noted by Tom
ShakespeardiSocial approaches view negative seléntity as a result of the experience of

oppressive social relations, and focus attention on the possibilities for changing society,
empowering disabled ppte, and promoting a different sealhderstandingg ( 1996 : 97 ) .

Beyondits framing,terminologyand language, the contestation of disability labels
extenddo the validity of diagnoseisself (Arnold 2016 Milton 2016. Neil Greenspan (2018)
argues that autism is a combination of a number of variations of many different traits:
Areferring to this variation as a O0spectrumb
understates the extent of such variation and canfostec or r ect i nf erenceso
Neurodiversity scholars argue that at some point, we will need to move beyond the simple
pathologisingof differences and acknowledge that these differences are a result of human
diversity. Rather than diagnosing neweapanding categories of neurodevelopmental
disorders, it is time to exparudir definitions of what isperceived asormal and acceptable
(Bagatell 2007; Grinker 2007; Lawson 2008; Savarese 2013; Singer 2016). Some of the
concerns surrounding diagnoseflectthe often seemingly arbitrary use of the word
0 s p e c FranciscodQrtega (2009) argues that whilst concepts such as neuroplasticity help
to explain the diversity of atypical brains, homogenising neurotypical and atypical individuals

onasinglespectum i s paradoxi cal . The Ospectrumbd a



appropriation of an autism diagnosis, where

on the autism spectrum?0 This is found to be
who argue that i f you cannot match an auti st
claim their i dentity. Bonell o notes that di

would try to understand our social differences rather thanttying s ol ve t hemo ( Au
Weird, 2% 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 del®maround the constitution of this spectrum.

These conflicting viewabout autism, itsiagnosisand the epistemological integrity
of how it is studied and understqgded to the creation of a new field disability theoryin
the late 1990ggeferred to as Critical Autism Studies (CAS). The formation of CAS focussed
on three key platformsThe first waghe exploration of the power relationships that construct
autism Thesecondwvas to explorautistic narratives that clenge the dominant medical
discourseThethird was concerned witbreatingtheoretical and methodological approaches
that are both emancipatory and respectful of the individual nature of autism and emerging
autistic culture (Davidson & Orsini 2014; Wooelsal.2018). However, even CAS is
contested, with the R€hinking Autism Network (RAN) questioning the scientific validity of
anautism diagnas andthe meaning of this label, especially gimée multitude of comorbid
challenges often diagnosed alomgsit (Woodset al.2018).The questioaof what
constitutes an autism diagnoaisd whos voice should be prioritiseautistic versus nen
autisticbut still atypical)arecentral to the conflicts that have arisen within this field of study,
which includes both the autistic rights and the neurodiversity movemditite primary fear is
that by including nofrautistic voices, autistic voices will once again be marginalised.
However,exclusion otthe range operspectivesontained in the neurodiversity movement
that fall outsideof a traditional autism diagnosis failsaddresshe complexity of thdived
experience of individuals whaccupythe broader category of atypicalitys identified in this
study.In their review of CAS, Woaslet al.(2018)pr opose Mi t zi,wkihl t z6 de

prioritises inclusion rather than exclusj@s she notes

The Ocriticalityd comes from i Discausdsi gat i n
around autism, questioning defitidsed definitions of autism, and being willing to
consider the ways in which biology and cu
(Waltz 2014:1337)
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Of primary importance to CAS is the reclaiming of the aigtisarrative by autistic persons

as primary producers of autisti cethl2Ue). edge (
Claiming disability rights

The disability rights movement emerged in the mid to late 20th century with the aim
of improving the live, 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; Waternety@r2006) 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 ofrillibn annually on research; however,
most of this is dedicated to finding biological markers for autism, causation and prevention,

including prenatal testintf. | t s advertising campaigns, not ab
commercial, |l aunched in 2009, positions aut.
you", "make your marriage fail", &dAlk "rob vyo
Autistic Self Advocae y Net wor k, whose motto is Onothing
AAuti sm Speaks uses its platform and advert.]

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

the inclusion of autistic people i n our c¢commt

The New York University Child Study Centre launched a poster and billboard
campaign entitled ARansom Noteso in 2017, wi
neurodevelopmental and psychiatric challenges including ADHD, autism, bulimia, and
obsessiveeompulsve disorder, as depicted in Figure 2 below. The posters imply that these
various disorders oO6kidnapdé children, stating
They go on to explain that they ariel dleadddd,t e
by preventingidentifying, and treating these psychiatric and learning disorders. Anne
McGuire (2016), in her booWar on Autismillustrates how advocacy groups often position

autism outside of the child, medicalising it as a separate conthitiiparents can use as a

12 https://www.autismspeaks.org/abawg Accessed 01/04/2019
13 https://www.youtube.com/watch?v=9UgLnWJFGH®@cessed 01/04/2019
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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.
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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 argccination movement (Hussaiilj & Hussain
2018). Following the publication of a now discredited study by British researcher and
medical doctor, Andrew Wakefield, ithe Lancetn 1998, many parents around the world
choose not to vaccinate their children for incorrectly fearing Heatrteasles, mumps and
rubella (MMR) vaccine may cause autism in young children. Despite proving the fraudulent
nature of the study, the withdrawal of the article frohe Lancetthe stripping of
Wakefieldbdés | icence t o phbabreseaicttrefutimyehd clagm, ne ,
the World Health Organization notes that the-a&aticination movement is now a threat to
global health (WHO 2019). From a social perspective, this movement positions children as
completely vulnerable and subject to extdriorces that could damage or destroy them. The
discourse implies that a diagnosis of autism is worse than contracting a va@ieatable

disease which often results in the death of the child.
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Autism Speaks, and other cure orientated advocacy graepalsa 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 autistidren. 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
6sti mmi ngdé (di sm)uMilseahdLliyte (2012) teferrto trishtherppy as an
attempt to O6normali se behayviematand disableméncoh of t e
autistic people. Modern ABA practices have largely but not entirely removed these painful
inducements (AB@ews, 29 July 2018). Autistic author, C.L. Lynch, notes that although
ABA has evolved substantially over the years
these goals that, like gay conversion therapy, dotomgr m damage t o t he hum
(Neuoclastic, 28 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 chil dés emot i onalcommerecdten, and
and selfregulation (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

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

ant hropol ogy. Key to this prihreacinglses 6i.s Hdwe
mo d e | of disability explores how disabled pe
they | ive. Disability, as a soci al construct

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

Maureen 1996; Holzeat al. 1999; Ingstd & Whyte 1995). It explores how different

cultures conceive and understand disability in different ways (Hetzar 1999; Littlewood

2006; Whyte 1995). Much exploratioho t he soci al mo d e | supports
(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, defoityn and genetic disorders (Ablon 1981, 1984, 1999), mental
retardation (Edgerton 1967, 1984), epilepsy (Whyte 1995) and autism spectrum disorder (Ha

et al.2014).



Richard Grinkei(2007), in his anthropological exploration of autism around the
world, shares the story of a yousiZulu boy diagnosed with autism at the age of two, in
South Africa. The childbés father and mot her
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 toreinyangg’*t he di agnosi s was demaenetdd;t o be
however, this was qualified as fAia white mano
also found that in South Korea, psychiatrists often diagnose children on the autism spectrum
with Reactive Attachment Disorder (RAD), a retardation of thenbraused by extensive
neglect, as this is perceived to be more O6cu

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

devastating consequences for a Hmong child in Calif@an The doctoros cli
professionalism was viewed as arrogant and i
the illness as a 6l oss of soul 6, rat her than

colleagues (2014) report similar challengethe 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 basedmptereotypes of people with ASD as

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

which associate disability as a consequen
discredits the whole family, a finding reported ihert Asian settings such as South

Korea and China (2014:284).

The definition of what constit ubeied di sabi
system and its broader cultural codes for health and wellbeing. As noted by Grinker,
A( a) ut i s sorders$, doksenot axist outsidie of culture, it is culture that sees something
as abnormal or wrong, names it, and does something about it, and all cultures respond to
il Il ness differentlyo (2007:12). Theshesedomi na
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 andtggmatisation of disabled people to the psychological mechanisms of

14 The name for a traditional Zulu healer in South Africa.
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Oprojectiond and ¢6éidentificationd. He notes

fear that 1 mpairment could happen to them,o
(1995:143) He argues that the disabled become a
emascul ationdé, the counterpoint to normality

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

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 &6l iminality6é t eptthatigWidelyn t hese ¢
associated with o6rites of passaged6 (1995:153
passage, Oisolation and instruction of the i
into society in the xperienceobdperéondiagmdedas descri b
di sabl ed. The O60social |l imbod that | iminalit
viewed outside of formal social systems and the change in their social status (Devlieger 1999;
Murphy 1990; Murphyet al. 1983; Stiker 1999). This ambiguous state of liminality may

remain throughout a personés | ife, or they n
culture (Ingstad & Whyte 1995). For people with heanmpgairmentsandpeople withsight

impairmentst hi s 6social | i mbod has |l ed to o6create:
survive to newly defined minority groups (Becker 1980; Groce 1988; Gwaltney 1970;

Deshen 1992; Hat al.2014).

Disability in the context of the social is therefore not jesated to difference and
stigma but to personhood itself. Susan Reynolds Whyte and Benedict Ingstad, in their
exploration of disability and culture, pose
impaired people, and are they valued differently tharthoe r me mber s of soci et
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 complgtel The national dialogue o
Syndromed has prompted some to equate the dr
systematic attempt to erase a cer thMarch cat ego
2018). Nancy Schepétughes 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 humanmegary and reflect what is perceived to make people

oOvaluabled6 to a society. This could relate



gl obal North or based on soci al rel ationshi

in ethnographies irhe 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 elations 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 disalility, he
humanness is once again brought into question, as she is unable to fulfil kinship
responsibilities. Parents of a child diagnosed with autism in Vietham are often advised by
health care providers to have armbbechneera c hi |
per s oet@al.201¥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.
Occasiomlly 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

wasted, he waa valued shaman, with a wife, children, grandchildren, and a
successful career. Was he autistic? It seemed so. Yet in his culture such a condition
one foot seemingly in the spirit world, one foot seemingly in our bwas regarded

as a job qualificatio2014:109).

These examples illustrate how a person defined as disabled or different, is valued or
devalued, incorporated intocammunity,or dehumanised, allowed to thrive or denied their
right to live, based on their cultural context. Disability isstlaucomplex 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 atisability and race, Karen Nakamura (2018) argues that disability

P

d,

studies could be viewed as O6white disability

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) exasm nefs what

gueerness and disability, and the intersectionality of these-ioftesible 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 attémpigplore 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 recesgaech 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 OtHeAgril 2019). Carol Povey, Director
of the Nat i on alentrafortAutisn in the USitedKingdom, aaes: C

The problem is that professionals often d
can manifest in women and girls, with many going through their lives without a

diagnosis and an understanding of why theydedli f f er ent 6. Thi s i s
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,"4April 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 abihtyasé 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 examiséathliess palatable
ment al Il ness. Martin explores how peopl e u
surveillance. She argues that the standardised categories of diagnostic manuals such as
DSM-5 allow people to avoid sharing more intimatel alivergent psychotic experiences.
This is reminiscent of Robert Edgertonds (19
the everyday lives of people diagnosed with mental impairment in institutions and after their
integration back into society. Edgemto e x pl ai ns how patients had t
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
subjectsfeltthered t o deny their cognitive chall enge:
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the emotional consequences of this. Dana Raphael, Mike Salovesh and Martha Laclave
(2001), in their account of Iliving with | ear
people need to become their own most intense listener, powerfully sensitive to what is
happening inside their body and their braino
deny or lack any form of understanding or empathy for what the LD suiéeg&periencing.

Since it is an o6invisible conditiond, it 1is
with LDs often become experts in accommodation and concealment. Povey notes that
O6maskingd fican | ead t o anmemancgalsgodret@developf st r es
secondary problems such as anxiety'Aprieati ng d
2019).

Constructing disabled identities

Identity is a complex field. In anthropology, it relates to how individuals construct
themséves 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 tstand edentity
creation in the realm of identity politics:
invol ves the individual putting themselves i
Angrosino (1998) captures the complexity of what it féikésto be mentally impaired and its
impact on seHdentity, through a range of short stories about the occupants of a home for the
disabled, irOpportunity House His creative life histories illustrated how disabled people do
not fit i nuroe aofl idniesaarbiodlciutlyté (1998: 30) . Rat
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 chofééson and colleagues (19979te that
Aunderstanding how di sabl ed peopl eerceigdcei ve

is essential i n defining the emerging identi

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 disordessmaticised
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 expeEsenof dramatic loss of bodily
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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 ey are a primary source of how we represent ourselves

to the world (2011:24). This has important implications for the disabieather differently

abledbody and mind, which are often seen as bad or unhealthy and in need of remediation.

Maria Tapias (R06), in her work on emotions and embodiment of social suffering in rural
Bolivia, argues: AdAUnderstanding of c-inl ture s
body, because one knows, feels, and thinks a
(2006403). For Tapias, embodiment involves aid@pth analysis of how people experience

and live their dayto-day lives. How their bodies relate to other bodies in these social

environments, including understanding how social suffering through povertyneggle

exclusion, or discrimination, can be internalised through the process of embodiment
(SchepeiHughes 1988; Farmer 1996; Tapias 2086). i eger al so call s for
study of human cul tur e, cogni ti oompmemise havi our
have a power f ul i mpact on how we ¢fuch ve in ou
research shoulohclude our use of language, consumption of food, sexual practices,

recreation, substance use or abuse, and experiences of vielert®ns and \arious forms

of trauma.Sheargues thaeach of these aspects are afspacted by social conventions,

economicresourcesand historical conteX005:352).

Alternative socialitiess 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 ®en as part of human diversity and normal variation in the human genome. Itis a
fundamentally different way of looking at conditions that were traditionally pathologised
such as autism, ADHD and learning disabilities (Bagatell 2007, 2008; Grinker 208%0h
2008; Savarese 2013). Although not universally accepted, Neurodiversity is increasingly
being supported by science. Schol ar and aut
suggests conditions like autism have a stable prevalence in humety s 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 i nj U6cgober201B)sThis rew dppropgh fotussesaless 7
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 (Wateretegler



2006. It reinforces the notiothat 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 advoca
integralpartb f t heir way of being in the world. The
O0Aspiesd6 and OAspergiansd (Lawson 2008; Mil't

curesremediesand recovery are deemed intolerant and oppressive (Belek 2019).
Biosocality 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 foraigxplore 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 processahetgall edhébugbothe use of soci
exploded in recent years, into a rangdiofogically basedocial networks and groups where
people share experiences, offer advice, and provide general support and friendship to each
other. Meloniand colleague@018)n ot e t hat t hese Oentangl ement
social constructionist claims that d@Abiologic
normso (2018:6). They argue that biodndgi cal

viruses are social in both form and content.

In moving beyond a biomedical or social model, Bgttcher and Damr(i2y&6)
exploreL e v Vy got s-kistabical thearylof 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 thangvolv

consequences of disability. The medi cal mo d
i mpairment i mpacts on an individual s funct.i
wi der context or soci al e rehaviauroThesealatmodeh at | mp

whilst focussing on removing barriers to participation, fails to appreciate the consequences of
impairments, such as chronic pain or fatigue, on their lived experience. Bgttcher and

Dammeyei | | ustrate how ias cthod déd Wevelgp mandi al
bet ween biological mat uration and participat
these processes support each other; however,

6Oi ncongruenci estbwdphpaedrenlygetswade s ot dlevel op bet

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 chiidre ar e based on chronol ogi cal age, d
participation is often in conflict with this. We are only able to understand this conflict by
exploring the relationship between the child

social egagement.

Il n Ni kolas Roseds (2001) view on biopolit
individual so. Rose proposes that in a world
of corporeality or the material and physical form of the body, diegdations 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 otpaothe staie menitoang, | i f e i
evaluatingand controlling our bodies, it has now become the responsibility of the individual
to do this. As Rose notes, fAevery citizen mu
health, accepting responsibility forcaging theirownwelb ei ngo (2001 : 6) . R
individuals are identified and where possible preventative interventions are instituted, or

managed in what Rose refers to as fAbiopoliti

Life now appears to be open to shaping mesthaping 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 enhantebetween the

natural and the prosthetic blurs, the management and maximization of life itself has
become the | ifebds work, not only of each
the scientists, entrepreneurs and corporations who make thekiegvof 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 mindsirage b
guestioned, 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 Aached (2014) note how the brain is
becoming an object through whiblaman beings are governed. We are no longer persons
with brains, but rather persons as brains, t

i s being replaced by a Oneurobiological comp
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radical reluctionism, we have moved from human beiwyp® were part of a complex human
sociality, to organs that are managed by psychopharmacology, brain imagstiigity,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 organism&amstant transaction with a

milieut hat t hey themselves cons-Rachedyt e and tr
2014:18).

Judith Butler (2018) argues that we are a
dependency6. This dependency foll ows us int
through our navigation of the built environment, accessing food systems and social support.
However, in adulthood we imagine ourselves assdficient, rather than dependent. As
social beings we are all equally vulneraldlependentand dependable, a point clearly
illustrated in the recent global COVADO pandemic. However, some individyals 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 ider(@wtler 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 interdepengeate not just as individuals, but as
communities and societies. The world she proposes is one in which all lives are equally
6grievabled, and where the |l oss of any |ife,
would be intolerable. To achievkis, 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 ineed of support, we need to celebrate it as a means through which we are able
to experience our worlds freely through our

vulnerability proves to be its own kind of s
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CHAPTER 3
CREATING AN EMPOWERING METHODOLOGY

Il n his commentary on 6being autistic and

autistic daughter, Richard Grinker noted:

We need to focus attention on the anthropological study of a form of difference that has
previously beeronceived 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 celebrata diversity of mind$2010: 177178).

To celebrate this diversity of minds, uns
interpretations of their behaviour, | committed to understanding first and foremost the lived
experience of atypical children. To achieve thisirned to the philosophy and methodology
of phenomenology, which allowed me to explore the various structures of consciousness
experienced by atypical children in a yedlexive state. As noted by one of the fathers of
phenomenology, Maurice Merleddo nt y: fAiThe worl d is not what
througho (2005 [1945]: xvii).

As the name denotes, phenomenol ogy is the
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 worldd, Husse
in Logical Investigation$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 emobnal, 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 thatpmriesces
can be conscious, sefmonscious and even unconscious, and that meaning can be derived

from each.

Fundamental to phenomenology is the rejectionof Rerés car t es 6s Cart es
and mindbody dualism, that he first outlined in W&ditatiors Métaphysiquegublished in
1647. InMéditatons Descartes rejects Operceptiond as
is not capable of thinking or interpreting the world. In contrast, the body is central in

MerleauP o n tPhiedanenology of Percepti(1945). For MerleadPonty, our experience

43



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 objectsocdinatedtogether 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 shdu@nsciousness 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 idensigveralevels of engagment and
interpretation. The first is how we describe our experience of our world, or what Husserl and
MerleauPonty referred to as the pure description of our lived experience. Secondly, how we
i nterpret our exper i enc ehermeneuiics,svhich efers te aut |, He i
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 idus a process of detailed description, followed by detailed
interpretation, and then further investigation. This interpretation should come from two
di fferent perspectives. The first is the res
they have unerstood 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 subjectivit@ritical to my process of analysis was defining erthiat
is, from the perspective of my participantgrsusetic, that is,from my perspective as
researchel identified positions on each phenomenfon exploration.

My time in the field and in writing this research followed this thstap approach.
Firstly, my work involved a lengthy engagement over a period of two years with an initial
cohort of nine children diagnosed as atypicathough much of my research wesnducted
using participant observation, in the ethnographic tradition, | did usestemtured
interview guides which | developed in an effort to explore and answer my research guestion
thesecan be found in Appendix Grollowing each interaction with the children, | spent
severahours detaihg not just what was discussddhm my interview recordingfut how

they engaged physically and emotionally to each aspect of our discussion and interaction. It
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was at this pointhat | interrogated differences between how the children responded to a
particular concept or creative exercise (their emic positonjpared withmy ownviewsas
informed by anthropological and social theorywhat was being discusseshdmy etic
obsevations of them Invariably, | was not always certain why they responded in a particular
way and would often seek clarity from them. As the children often struggled to articulate
their thoughts and feelings, | did this by givingrthalternativeperspetivesto select from.

From a research perspective, providing children with a range of alternatives could appear
leading and subjectivélowever,due totheir honesty, or rather their inability to conceal their
true thoughts and feelingss Idiscuss irdetail in Chapter7 (see Liet al.2011) the children

were very single minded in selecting the perspective that resonated withriteynwould
respond with a simple Ainod or fiyeso to my ex

they did not feel the need soipport any perspective for my benefit.

Following my initial engagement with the 9 different childrethen spenseveral
mont hs interpreting my subjectsd experience
of phenomena that | wished to explore further. This further investigation was conducted
through inrdepth participant observation of a number of atypical childrénarcontext of
sporting activities and workshops over the period of a yéamunderstand the meaning of
certain behaviours in more detail, | also engaged with a range of online atypical communities
who identified as autistic or with challenges sucAB$1D, learning disabilitiesand Ehlers
Danlos SyndromeAs 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 eagfhenomenoyoften through ricliebate, informed by their own experiences
of their childhoods. The final l evel of inte
back to them This allowed for further clarification between emic and etic positions, as | was
able to explore if mynterpretation of how they experienced their world was an accurate
reflection. This final sharing phasécited further discussion and input from the children and
helped me to crystalisbe¢ meaninghat the children associated with egtfenomenoihat |
hadobserved in their engagement with their woHdch stage of my research with my

various interlocutors is discussed in detail below.



Meeting the superheroes

ECHO-MEISTER - 15 /16 Y

g

= SELECTIVE

LD/ADHD/NON-FLUENT/ANXIETY
BUZZ 14/15Y

PREMATURE/DD/ASD/ANXIETY
PUCK 15/16 Y

ASD/ADHD/SENSORY/ANXIETY

BLAZE -13/14Y

SENSRY SEEKING OR SENSITIVE; SM

AUTISM SPECTRUM DISORDER.

ASD/SPEECH/SENSORY

LD/ADHD/SENSORY/ANXIETY/DEP
FLASHBANG 9/10 Y
ASD/ADHD/SENSORY/EDS/ANXIETY
KC 11/12Y

ARACHNA (ARA) — 11/12Y

LEARNING DISABILITIES; SENSORY

DEVELOPMENTAL DELAYS; ASD

PREMATURE/ASD/SENSORY

PREMATURE/DD/ANXIETY
DYNAMO 7/8 Y

LD/ADHD/SENSORY/SM/ANXIETY
COCO-T7/18Y

DIAGNOSIS KEY: LD
MUTISM; DD

Figure 3.

Through a process of snowball recruitment, | identified English speaking
children, ranging in age from 7 t® Years in three broad atypical groups:

1) Specific learning disabilities and ADHD.
2) Non-specific developmental and behavioural challenges.

3) Autism spectrum.

The children | spent time with, in my initisdsearcttohort, were from middle class
white families, ad 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 spectoyra qualified doctor, psychologist, or
psychiatrist. A were receiving extensive support for these defined challeagesy from
medication to occupational therapy, physiotherapgcial educationgemedial support,
counselling, and specialised sports coachingas able to explore a more diverse range of
childrends experiences when | engaged with

classes, however, this was in the form of participant observation, rather than individual one
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onone sessions. | have spent some time running workshops with childrggregeat as

atypical from disadvantaged and predominantly black communities through my child
protection work, especially in the context o
children have not received a diagnosis that would define them as atypweal tthus unable

to include them in this study from an ethical perspective; however, this is an area of potential

research.

In the South African middlelass 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 mathematiepton
Their challenges can have a profound impact on how they define their identity as they
become teenagers. | therefore wanted to recruit childh&ranged in age from 8 to 15 years
to explore the atypical lived experience at this foundational statteio lives. | met most of
my participantodos mothers at a remedial schoo
Johannesburg. This school offers regular talks and workshops for parents and practitioners in
the field of neurodevelopmental disers and associated challenges. One of the mothers
invited me to attend a weekly support group for parents of children diagnosed on the autism
spectrum. | introduced my research topic and approach to the, gralip few of the parents
informed me that ty would like to take part in my study. The parents were primarily
interested in my methodological approach and the fact that | wanted to focus not on the
di sabling aspect of their childrends diagnos
world, which many spoke of passionately. Through this support group | was introduced to
parents in another school that positi.oned th
| once again presented my research proposal to interested parties, somencdgrbed to
take part in my researchmet the mothers of most of my learning disabled and
devel opmentally del ayed participants at two
Il nt el | i gen c'dwas for paedtsianditeéachers df ¢hildnéth sensory processing
challenges, and the second, RAZETraining® was for training in a literacy programme
specially designed for children diagnosed with dysleXdace again, | shared my research
proposal with these parents who then indicated et would like to take part in my
research. All thgparents were particularly interested in my approach of understanding the

i mpact of multiple comorbid challenges on th

15 Sensonyntelligence in Educatiorfacilitated by Annemarie Lombardlay 2014.
16 RAVEO Training facilitated by Stephanie Gottwald, September 2012.
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range of diagnoses that they were tryiadnelp their children navigatéOnce the parents
indicated that they were interested in taking part in my research, | would follow this up with a
separate meeting, where | took them through my research process, proposed methodology,
andconsent and assptoceduresn detail | then conducted a further meeting wiitle child
children and their motherghere we discussed my research, methodology and assent

process. Only once all parties had consented and assented did | proceed with my research.

Of the nne 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 diagnmséide
autism spectrum and all had some form of learning disability. All had concentration
challenges and some level of ADH&Ithough not all were being treated for thil the
children suffered from high levels of anxiety, and seveth@ihwere 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 challengibirth experiences including intensive care unit (ICU)
stays. Coco and Dynamo are twins and were born at just tmergyweeks, spending two
months in ICU. Dynamo was especially vulnerable at birth as he was diagnosed with
necrotising enterocolitis ihis 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 agd]usnty, 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

hypernobility. 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 transraciafamily at eight weeks of age from a baby hoatfter her

biological mother formally consented to her adoption.

On meeting all the children, | assessed their ability, willingness, and informed assent
to engage in my research process. This entailed meeting with me weeklyewose
months, interspsed 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 éTransraciabis a term used by the adoptiomnemunityin South Africa,when the race of the child
being adopted is different from that of the family they are being adapted
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we would complete together and then discuss in detail. On some occasions, we would jus

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, | created a personal biograp
Figure 4) for each child, which | was then able to present back to them for their feedback and
input. Only once | had completed most of my meetings with the children, did | engage with

their parents, siblings, teachers, doctors, and therapists. This e@asure 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 theyfelied in alternative social contexts or environments.

l ntroductions to the broader family and memb
by my primary family contacin eachcase he chi |l drends mot her s. T
which individuals | sbuld speak to and introduced batie and my research to them. |

provided further information about my research as part of my consent procedure.

Exploring my emotions? (mind-map)

© " PO s

083
v

e v 4 v o oy

- st

Figure 4.



Developing empoweing ethnographic tools

Although my methodological starting point waisenomenology, as most of my
participants struggled with communication and concentration, | realised that | would need to
develop an innovative approach to assist the children in sharing their lived experience and
personal narratives. In her exploratiorcofative methodologies in the development of
di fferent ethnographies, Dara Cul hane, argue

through detached observation but through conversations and exchanges of many kinds among

people interacting in diverse zane of ent angl ement o (EIliot & C
Cul hane (2017) recommend the use of I maginat
cocreative knowledge makingdo (2017:3). The Ne

Rehabilitation Researchn creating a better understanding of the lived experience of

di sability, have called for ¢éparticipatory a
2001). PAR is a form of applied anthropology, also referred to as engaged or action

anthropology, andan 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 bagagbéeén r a
approach, however, as Paul Mullins (2011) argues:

Problemfocussed collaborative research, is an exceptionally powerful mechanism for
securing meaningful informed consent that dissects research methods and questions,
articulates anticipated resehroutcomes, and outlines both researcher and

community rights and obligations (237).

FrenchGilson and colleagues (1997), in their work on ethnographic research in
di sability and identity argued that ddisabl e
source of who they areo (1990:88). Mi chael
personal life histories in understanding the impact of disability on everyday life in his
coll ection of short stories abointllecu@pportuni
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 dondét think you can elnexusoffanothér gersénnt er i n

even someone from your own culture with whom you share many important formative

5C



experience$ but | think you can come close by sharing the experience of creating an

account of that persondés | ife (Agrosino,

Thisapprog h of col |l aboratively creating an ac
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, | turned to a methodology | developed during my work in
corporate change management <called o6l nfinite
extensive desk research onthe subjecof O per sonal empower ment 06,
leadership, religion, spirituality, selfelp, counselling, meditation, and mindfulness, |
identified several themes thagpppeared to beepeated in each of these contexts. These seven
themes included: 1) Ehdefinition of personal values or beliefs; 2) The identification of
partners or coll aborators; 3)worthjdeThdui | di ng o
understanding of love, care and community; 5) The creation of a personal vision or purpose;

6) The lilding of knowledge and insight; and finally, 7) The development of a detailed
personal action plan. | have used this methodology in a number of corporate workshops over
the past decade, atius 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 oneds belief i n p-awrenedsand unteystandagyas oneds
illustrated in Figure 5 belowAn individual with low levels of selawareness and who does

not believe in possibility, is defined as 0u
to increase their belief in possibility, and their level of-se¥arenesghey could become
6consciously empower edd. The move from a |
defining onebs vision or purpose, building p

action plan to achieve this. The move from low to haglels of seHawareness, relates to
defining oneds personal values or beliefs, i
endeavour s, and b u-iedtedm angselorihe the diffeencsbetweeh s el f
unconscious and conscious leveleomp ower ment | i es i n oneds per
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. Howeveif 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
ives. Rather than t he
(2020) t hat ability
this instance, the empowerment and celebration of atypical minds, n®beyond

nauve, ounrealismbd of

argues t he to 6dmake f ool

conventional realism.

HIGH BELIEF IN POSSIBILITY

Unconsciously
Empowered
Individuals or
Communities

A

Consciously
Empowered
Individuals or
Communities

LOW LEVELS < » HIGHLEVELS
OF SELF OF SELF
AWARENESS AWARENESS

Unconsciously
Disempowered
Individuals or
Communities

Consciously
Disempowered
Individuals or
Communities

v

LOW BELIEF IN POSSIBILITY

Source: D. Blackie ‘Infinite Possibility’ (2009)

Figure 5.

In the pursuit of developing an empowering approach to understanding the lived
experience of atypical children, | developed several creative exercises that encompass all the

O6personal e mp owlmed@mvet 10 totality,ehe mteractive exercises

represented a oO6personal brand storyd for eac
current reality, but also on the future that they dreamt for themselves and are illustrated in
detail bebw.

I n the first session, the children compl e

Figure 3 above, where they drew themselves as Superheroes, complete with special skill or
bel i h a d daytedayllivesa.ny t

Despite all being aware of their various challenges, they identified as strong, strategic and

Opowersb6 they eved they 00

sensorially powerful, but also atypical and unique. Most of them chose as their superhero
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sidekick a special animal withthomthey often had strong and meaningful relationship. As

my research evolved, my observation of the <c
important means of exploring their understanding of love, care, and empaéhjalcolm,
et al.2018). Furtherinsighttino t he chi l drendés | i ves was genece

personal timeline from birth to their current age, detailing their high and low points. If the
children struggled with this exercise, where possible, | 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 improvisatiomnigesin

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, tpéegaey 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 childrends understanding o
emotional states,uUsed emoji icons to assist them in creating a miragh of personal
emotions. A summary of some of Echods (15)
00 HAPPY G SAD ANGRY/CROSS
2 el
Spending time with my friends, we always Seeing other people upset. *  When other people upset my friends and
have a jol. When | do a lot of work for nothing, like if | family.

Playing games.

Doing sport for my school.
Family time.

It engulfs you, its all around you.

it & o

forget to save, and then all of my work is
gone.

When someone is disappointed in me.

| feel it in my diaphragm if | am scared, but in
my stomach if | am upset.

It feels like | can’t breathe, my lungs are
empty and they don't work. =

| feel it in my heart and my back — my blood
starts pumping, | get properly angry, my
muscles in my back start tensing up.

This one guy got under my skin, he gotin my
face about grades, he gets in the 80s and the
teacher announced it to the class. | grabbed
him across the collar and threw him across
the room.

Need to expel the anger, | can't sit still, | need
to do something, gym, swim, to push myself!

‘@ SCARED/AFRAID
0E(]

Not understanding.

If I don’t know what's going on.

If I can’t figure something out.

When I'm not in control and | can’'t do
anything about it.

| feel it in my lungs, like | can’t breathe.
My heart starts pumping and fight or flight

ICKS In. an
ah é

v

T 280

o 3 .« CURIOUS/INTERESTED

—_

4

In subjects | enjoy, like robotics, IT, science.
| feel it in my brain, its exciting, it feels good.
| enjoy working, it feels good.

When | work towards something — things that
no one Knows.

- EXCITED
"

* When I'm curious and interested — intellectual!
« Anticipation before a big rugby game.

« After a gala when we are singing war cries.

« Going out with my friends, its going to be a jol.

o
v
h\\u‘.‘vr?l
of \e\ &

Figure 6.



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 chilcieerienced
their world through their bodies, when they were happy and well, and when they were
unhappyor unwell. Using the outline of a body as a starting point, the children illustrated

these states wusing form and omdilousiratedin Dy namo 0
Figure 7 below.

00 A
— P

Figure 7.

Although the children did not situate their challenges or differences entirely within
their brains, | felt it important to explore whether and how they experienced their mental

processing in theontext of neurodiversity. By not providing a template, as with the

embodi ment exercise, the childrends percept.i
material expression, to that of conceptual
neurologicapr ocesses are illustrated in Figure 8 I
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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 padgnleri ps i n the chil dreno
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 constetia of how they related to each person and their level of
impact on their lives. We examined how each relationship worked, exploringribes
attributes between the children and their circle of family, friends, teachers, therapists, and

acquaintances, as illustrated in Figure 9 below:

q-!-'

Figure 9.



After an indepth discussion of their existing learning environments, the children got
to design tkir 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 haderedou
on TV, in books, or in their direct experience, such as a waterpark or spaceship. The children
al so shared their o6tool kit for |l earning6, wh
and even medication, that they used to assist them imgtipcused and on task in the
classroom environment. Arads (11) school de

i

Kind No uniforms only - The school would
teachers comfy clothes (PJs) - A N\ be called the
Circle

¢

| Comfy egg
chairs, no desks

W2 I_.ots of !evels with
B¥] lifts taking you to
classrooms

Gardens with
ponds, flowers
and forests.

Figure 10.
The final exercises focused on assisting
worl doé, or the world that they would Iike to

they developed a vision board using a collage of pictures and phrase®.Puck 1 5) Vvi si or
board is illustrated below in Figure 1ih.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 achievingithgsion. As a final step, we identified the

people and partnerships that they believed would help them along the way, to achieve their
0future dream worl dé. Th e -estdem bodlinevhichéheys o cr e a

placed notes and tokens thepresented what they thought made them special and unique.
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| want to travel the world, NY,

London, but | also want to
bring creative shows to SA.
— N P

B T 3 . G | want to be the triple
| would love to g 3 ; = .- st o B thread...singer, dancer actor, | §
go to Julliard y e I want to entertain people!

| want powerful roles, where
people are a little scared of you!

-

Figurell

Using a kit of creative parts, the children summed up who they believed they were by
devel oping a personal crest, compl etrel2wi t h a

below.

KC'S PERSONAL CREST

Animal/Plant?

L

Shield?

00 A
o0V

Colour?

H
L]

Motto or
Tagline?
JUST Do IT. Today | am a lion and a tiger, but | want to be big and strong like a rhino in the future. The most important things
— in life are love and family togetherness. My personal motto is to “live life with love”.

Figure 12
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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 theytondgmselves to this effect.
What wascompellingwas that more than half of the children in my cohort enacted these
plans in the space between developing them a
them. Most did this on their own without thgirar ent sé 1 nput or support

level of selfmotivation.
In-depth observation

Following my interaction with the initial group of children, | identifiselverald st age s
of engagement 6 or phenomena, that | wished t
phenomena wereportantto the atypical lived experience, and secondly to dive deeper into
my understanding of t hei r acdmevathis, hspentiayeart he ¢ hi
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.

Autism Boxing

Programme

Figure 13.
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| also ran a fewvorkshops 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, | was asked to form part of a
team to eplore the impact of boxing lessons on autistic children. The boxing programme is
a partnership between Fight with Insight (FW
Children Disability Centre, based intheinmer t y of Johannesburg, at |

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 (#o 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
therapistsand each othefrom an anthropological perspective. The value of this stage of
fieldwork was that it allowed me to observe atypical children from a range nbeto
backgrounds in Johannesburg, as many of the children in the classes came from environments

as diverse as the inneity and townships such as Soweto and Alexandra.
Online atypical communities

As a final level of insight, and to assess the accuraayygbhenomenological
assessment, | 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 peogmbsed as atypical, the social
media environment is a rich biosocial source of dialogue and exploration on the subject
(Rabinow 1996). | started by accessing around twBwysocial media groups on Facebook
which were definedariously as representadis of the autism, dyslexia, ADHD and Ehlers
Danlos Syndrome communitiealthough | continued to scan many broadlguickly
reducedmy day to day focus dfive key groups three focussed on Autism and related
challenges, one focussed on learning dig##s| one focussed on ADHD and one focussed
on EhlersDanlos Syndrome. A key selection criteria was thatittrainant voiceof the
groupwas that of individuals diagnosed with one or a rangbexthallengeshe group
identified with rather than thejparents, 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 | interacted wits South African based and
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although they had memlsefrom around the world, the dominant voices were those of the
South Africanautisticcommunity. As with my initial cohort, the participants in these

biosocial groups held a predominantly Western perspective on the atypical lived experience.
| conductedn-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
| was able to explore each of the phenomena that | had identified amongstdrenchith

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 therafdeeto offer a rich understanding

of the meaning of each stage of atypical engagement that | had identified as key phenomena.

All research participants were allocated a pseudonym in my research notes, analysis
and this finakhesis 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 | had engaged.
Professional development courses, conferences, and talks

To broaden my understanding of atypical challenges from a clinical and therapeutic
perspective | attended several courses conducted by experts in the field of
neurodevelopmental challenges. These oetlprofessional development courses on
dyslexia, ADHD, autism spectrum disorder, childhood anxiety, sensory processing disorder
and the use of sensory integration rooms. | also attended and presented a paper on child
protection at the South African Assation 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 concem was ensuring that | accurately represented the views and
perceptions of my subjects, rather than those of their family, teachers, carers, or therapists.
Oliver (1992) argues for a fAcritical enquiry
where reseahers 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 2B08;63).

Having experienced a number of disability labels, | believe | 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 diccloatd my observations of my
subjectsdéd |Iived experience. |l did this thro

experiences in relation to my subjects.

Researching children, defined as disabled, brings several ethical considerations to
bear, a their levels of vulnerability are considerable. First and foremost, | 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, | ensured thiattiped the
principles outlined by Anthropology Southern
Singapore Statement on Research Inteffritroughout fieldwork and analysis. There is a
growing call for more chil drldavasofseciety,ces and
especially on issues that impact on their lives (Morrow & Richards 1996:91). The United
Nations Convention on the Rights of the Chil
(2005) both call for the participation of childrenigsues 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 syudf 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 sevehThgseandisthepmotctianonsi de
of the research respondents during the research process and beyond. | adhered to both
principles, ensuring consent from the childr

picturebased assent form, to ensure understanding aradyengent of the children, that was

18 Singapore Statement on Research Integrity (2010), developed &t YWerl Conference on
Research Integritwww.singaporestatement.qrgccessed 22 July 2015.

®The | egal di stinction of éocompedteanncceedd ,a nids srte fpeurl
competentchl d i s one who fAachieves a sufficient undet
to understand fully what is proposedod, and has i
wise choice in his or her o®@5)interestso (Morrow
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reiterated before each session (see AppendiX A¥ed pseudonyms for all my participants

in my research notes, analysis of findings and final thesis, ensuring that any recognisable
attributes of the children were remaler disguised Recordings were kept on my computer
password protected to ensure confidentialthere photographs are shared, | ensured that
the childrenés faces were obscured through
guardians, and asgenom the children in each instanddany researchers suggest that

involving a child in the decisiemaking 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,
autonomyand privacy (Weithron & Scherer 1994). | found this to be true throughout my
research; the children wanted to share their perspective on how they expeheircedrd,

to grow understanding amongst their community. Before conducting any research, | spent
time with the family and the children, to assess their feelings towards the research and their
ability to engage with it. | also used this opportunitasaertain 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 rigltased solutions for those affected. In line with the

United Nationdés Convention on tHHdenRitedhts of

that my research was framed and conducted in such a way that it respected the human rights
of the individuals concerned. Central to
individual autonomy (including their right to make their own choicesl)iadependence.

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 reseaodegs 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 owisujWileset al.2004). Having experienced

some of the behavioural consequences of learning disabilities and neurodevelopmental

b

h

VArticles 4 and 21 of the United Nationds Conven

adopted by the UN General Assembly in 2006 which was developed in extensive consultation with
persons with disabilities and their representative asgéons.
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disorders at a personal and parental level, | ensured that | remained extremely sensitive to
these challenges throughout mglfiwork. As many of my participants had difficulty with
concentration, | endeavoured to keep any discussion to regular short informal conversations
rather than long Huepth discussions. As most respondents also had challenges with
communication, | ensed 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
challengesattention 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, | created a distress protocol. This involved ensuring
assent from th 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, | stopped
the interview immediately and sought out their parent or caregiver to ensure tClewdts.
Together with the childrends parents or care
would be to proceed, or whether the research should be terminated. | also identified a
selection of experts who agreed to provide counselling suppould 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
forward to seeing me. The creative exsgsiwere extremely popular and were particularly
appreciated when each child received his or her own brand book at the conclusion of the

research process.

| had one or two occasions when the children | was working with felt tired or
uncomfortable, and ieach instance, | ended the research process immediately. | 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 occasitihs a chi
struggled to keep their emotions in check and lashed out at me, but in discussion with the
parents, | established that this was not unusual for the child concerned. | discussed their
apprehension haepth with them in a safe and caring manner, anatin instances the
children explained that they often struggled to manage their emotions. The method of
participant observation, the assurance of confidentjaitgy my own personal experience and
sensitivity towards both learning disabilities and neuvettgomental 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



who have been diagnosed with neurodigmmental 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, | 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
School 6s Childrenés Disability Centre. l n a
the programme, | participated in many of the sessions as a sappol, 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 researcdhutidmvion veac idale empe dhiaan gs m
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 autjsiDHD 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, #ti 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 irthe 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 | obgarved wi
the children and in the autism boxing space, with a broader digital audience. Where possible,
| introduced myself to the online community and advised them of my research, which is
common protocol among many of these social media groups. Many reguiedesvel of
vetting by an administrative group which enabled a more detailed introduction to my research
and its objectives. In some instances, | sent my research proposal to the administrative team,
and received feedback on how to position certain tedragnoses and perspectives, as well
as guidance on how to interact with the group. If I asked a particular question of any group, |
ensured that | informed them of how this would be incorporated into my research, sharing
updates on my findings and anayys/here appropriate. In one instance, | was questioned
about my research, and | 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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experieme of neurodiversity as widely as possible and contributed enthusiastically to all the
debates and questions | proposed. As with all of my other fields of enquiry, | ensured strict
confidentiality and assigned pseudonyms to all personal comments capturgdiéld notes

and this final thesis, in line with the Social Media Ethics Framework outlined by Townsend

and Wallace (2016). All groups with whom | engaged state their primary aim as increasing

the understanding of atypical people, their behavioursvativations. | am confident that

my research and dissertation supports these goals and provides an accurate representation of

their perspective.



CHAPTER 4
TOWARDS A PHENOMENOLOGY OF ATYPICAL CHILDREN

If we consider that both childhood and disability are samakstructsthen the
concept of oO6atypical childrendé i stab20i6h soci a
Reynolds 1989; Ingsta®l White 1995). How we view atypical children impactshanw we
interact with them, how we conduct research with theamd how we care for and support
them. To probleméaethe neurotypicalor atypicalbody, Nancy Schepédfughes and
Margaret Lock (198)proposeda 6 mi nd f ul bodydé approach, wher
from three differenperspectives The first isthe lived experience of the individual bqgdy
using the method of phenomenology. The second exphongshe body is perceived
socially in its relatioship to naturesociety,and culture, in the tradition of symbolisand
structuralism The thirdand finalperspective is that of theb o d y wheele the body &,
viewed asa tool of social and political control, in the tradition of poststructura{ls®87:7
8). Toexamine the phenomenologfatypical childen it is thus cruciato suspend
preconceived ideaaboutthe bodyin both its typical and atypical formandexploreall
realities and belieffom each of these perspectivess noted byscheperHughes and Lock
the only assumptions that we can makghat the body iisimultaneously a physical and
symbolic artefact, both naturally and culturally produced, and securely anchored in a

particular historical momento (1987:7)
Identifying the phenomenato be explored

Phenomenology is the investigation into the structure of experiehfendamental
understanding of human consciousnegserienced bindividualsas they engage with their
everyday life(Ricoeur 1978; Vall& Halling 1989). To createa phenomenology of atypical
children, the pertinent questioasetherefore: What makes a child atypical? How do they
experience their world? How do#ss make them feelAnd howdo they then make sense of,
or derive meaning, from thislo answer these questioh$ollowed RobertMe r t ongds (19 8
t hree step app cograticelandtsarial pattexns of pracficEha fgst sbep
involved identifying thephenomena thatwishedto explore which | achieved through a
detailed assessment of tharious diagnoses and atypical behaviours that | observed amongst
thechildren in my cohoréind online atypical communityl thenassessedties peci f i ed
i gnor an c sdrouddaahphenemenan,tthdominant discoursen both biomedicine

and popular cultureglated toeachdiagnose®r perceived problematiocehaviour Finally, |
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develogda structure that positions th@nge ofphenomena in a way that makbsmeasy to
understand and engage witklerton referred tehis practiceas devel oping O0str a
research materiadswhich enablel both my exploratiomnd reveadnew areas of enquiry
(1987:1). 1 referto this structureas @nat y pi c al e rogvlhigy@msdorhighlighto d e |
key stages where challengasdifferenceshovedup most acutelpmongst my participants
during my researchAs an additional level afnquiry, | then mapped athe diagnoses

detailed in the DSM (2013, and a range of other medical journgdfating to
neurodevelopmental disordetsmck onto the model to illustrate hovisthiomedical view

links to thephenomenological modef engagement that | hadbserved Thisprocess

allowed me to identify the phenomena that | wished to explore, what was known and
unknown about eaclrea andprovideda framework for the analysis of meanithgt atypical

children and adults derived frotheir lived experience.
On stigma and atypical labelling

In studes oflabelling 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
stigmatisatiorby entering careers that were considered deviant (Lemert 1951; Becker
19731963]; Erickson 1964). As noted by Howard Becker, in his seminal kngkiders
Atreating a person as t hspedfgdilydéviant weelucesagener al
seltf ul fi I I i ng pr op hleocatypcal chlldden,3vhaf niakes tAem:atypical .
is notnecessarilyvhat they think about themselves, but rather howerstiperceive and label
their behaviour.A review of the extensive popular literature and brochures which highlight
the O0si gns 6 ,arfdleanng disabiitieeVedsh i3t of labels assigned to
children who are considered atypical. Descrigptf behaviour include words such as
6Oi nappropriate', 6stranged, Obébunusual d and 0Oe

are perceivedillustrated inthe brochuredrigure 14, on the followingagg.

In the tradition of labelling theory, theigiemes 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 p
way of seeing isalsoawayonfot seeingo (1935:70). By f ocuc
behaviours that s cdaeaveyegledted o sndedstamdahgiporigng, r i at e
and possible uses or benefits to the children. This lack of understanding has led to a need to
remediate oremove these behaviours, without considering how they could be important to

the children and how they navigate their world.
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The signs of Autism.. AUTISM

Persons with autism may possess the following characteristics in various combinations

and in varying degrees of severity.
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Figure 14.
Producing atypical children through ADHD diagnosis

Attention-Deficit/Hyperactivity Disorde(ADHD) was the one neurodevelopmental
diagnosis and set of behaviours that was consigieatl my respondents, whethérey were
diagnosed primarily with a specific learning disability, general developmentakgdetan
theautism spectrum. With no reliabigological markergThomeet 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 what Goffman (1983) termefl f 0 ¢ ereamelS The
DSM-5 descri bes ADHD as fda persistent pattern
i mpul sivity that interf er(2083:59.i Theninattentionct i oni ng
behavi our s r iae/abdity te fodusy sustain@attemtibndlidtenllow, or act on
instructionsaccurately organisg¢asks and activitiegeven those they dislikeand noto be
distractedor forgetful. Hyperactivity and impulsivity behaviours are related to fidgeting,
tapping, squirmingstopping aractivity midway, inappropriate runningr dimbing, and
beingc onst ant |16yl nopounl stihvee gconi | dr en abletoutoted t o
answeréat inappropriate timesefuse to waitheir turn and constantlynterrupt or butinto
conversations, games actvities (2013:5960). Although these seem like typical behaviours

of a 6dreamyd or rambunctious child, the que
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suchadegreehat t hey have a detr i me n,talilitytodehrh ect on
and social interaction with othersADHD is typical of most neurodevelopmental disorders in

that finding biomedical markers has proved almost impossible, given the range of behaviours

and comorbid disabilitiesr ilinesses diagnosed alongside itowever,through a process of

6di agnostic abstractiond, cl i rfAbloitE8s ar e abl
Theydothiby removing 6édextraneous qualitiesé and
for the child to fit intg in this case ADHOJAbbot 1988:4041).

An extensive list of comorbid and differential diagnosdsted next to the category
of ADHD in the DSM5. Ths considerable list includesppositional defiance disorder;
intermittent explosive disorder; other neurodevelopmental disorders; specific learning
disorders; intellectual disability; autism spectrum disorder; reactive attachment disorder;
anxiety disorders; depressive disorderpplar disorders; disruptive mood dysregulation
disorders, substance use disorders; personality disorders; psychotic disorders;
neurocognitive disorder®EM-5 2013:6364).In addition to this list, andot contained in
DSM-5, is sensory processimdjsarders (SPD)adso known as sensory integration
dysfunction SPD isa neurological condition associated with atypical brain responses to
internal and external sensory messagyadis a typical comorbid condition afhildren
diagnosed with ADHOUGhanizadeh @11) Beyond deADHDhhasdlsoé di sor de
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 6gi f t e dhe gendral dopllatefhhe BeconomigtJune/July 2019)
Comorbid disorders are frequent in children diagnosed with AC##Din most instances
more than 5@ercenthave one or more of the disorders identified abovet many parents
and evermedical practitioners still question whether ADHD is a disorder at all. Neurologist
Richard Saul (201dargues that a number of underlying causes can lead to symptoms of
ADHD and each of these requsriés own specific treatment. These include sensory
sansitivity, sleep disordergnxiety,and depressigramongst othersHis major concern is
t hat diagnosingl ADAdDsabdi di 6gadttkhads to the e
with stimulant drugs such as Ritalin, Concerta (both methylphes)datd Adderall
(amphetamin@anddextroamphetamine).

At the South African Association of Child and Adolescent Psychiatry and Allied
Professions Congress for 2019 (BEAPAP), the entrance exhibition was dominated by

stallsof representativeom the various pharmaceutical companies selling tA€3dD



medicationsor their generic forms. Outside the conferentembers othe Human Rights
Commi ssion of South Africa held SQlopily demons
psychiatric druggingofow hi | dmeCh @l dhood i s no,indiaatingnent al C
the high level oflisagreemerdssociated with this particular diagnosis and its treatnyet.
for some parents, the medication of ADIBDY mpt oms d proved transform

mother noted

Wec o u | fuhationtas a family, my husband was fighting with Craig every night,

our whole family life became about managing him and his mood swings. Placing him
onRitalin has changed our livedHed a lot less manic and is coping much better in
school, so | thinkhe is happie(Shelly, motheto Craig, 12).

For otherparents, the medicatiomasprofoundly detrimental:

Andy went into a deep, dark depression, it was almost like | lost my child fowthe

years that he was on Conceatad for some time afterthate doesnét | i ke t
about it he just says it was a very bad time for hiBut that is what the doctors

prescribed so what could | ddDianne, mother to Andyil).

Estimates place ADHD diagnoses at anywhere betweéguercento 13.5percentof
global childhood populatianand thesg@ercentagebave been increasing steadily over the
past two decadg§€HADD, Accessed 09/07/2019) et there is much confusion around the
di sor der 6 s diagyresisand itsttreatment. Ainotesd child psychiatrist at the SA
ACAPAP congres$2019) and specialist in the field of ADHD, recommended giving
children a drug trial of nfewerthan thee monthgif they displayed ADHDtype
behavioursé. In a seeminglysubjectiveapproach to prescription, he suggested that if the
drugsappeared to help the chjldarents should continue with the medicatiamnd if notthey
should bestoppedOtherparents | spoke to were told that they needed to place their children
on medication for six months to a year to assess its effectivenesacerning period of time,

considering some childréns r essapioAnnsdey 6 s cas e.
Producing atypical children through autism diagnosis

A similar challenge is noted with children diagnosed on the autism spectrum, where
billions of dollarshave beemspenttrying to map the genome of oved,000autistic children
and their families, only to find that there are no spegénetic markers (New York Times
13" June2003). Geneticist Wendy Chung (20)LAotes that Bhough 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 cauBes.DSM5 defines autism as a combination

of MAper siissoeatdomnidupidatiocdnt isnt earmdc tiromot ri cti ve,
patterns of behaviour, interests or activitiesith a range of associated diagnostic features
andlevels ofseverity(2013:5059). As with ADHD, the list of comorbid conditions is

extensive Researclas divers asstructural imaging of the braidevelopmental
macrocephalyamygdala activity when scanning facaatopsy studiesf Purkinje cells in

the cerebellumhyperseratonemjgrenatal androgen exposuaad a range of environmental
factors,have foundo significantbiomedical markerto date(Leventhal 2016).Diagnosis

relieson an autism screening questionnaire, followed by diagnostic interviews and

observation Maynard and Turowetz (20)8ote of ths process

The doi ng o fintethctiangl ansbisleresl éhrougls 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 loosepling between social structure and
everyday clinic life requires attention to tangible order in talk and concerted
behavioursZ019110).

lan Hacking (1986 supports thimrgumenthrough his theory od m andgup peoplé ,
noting how newly created indoluals aranfluenced or changed lilgeir categorisation.Over
time, a understanding and engagement withdategory growsthe &created peopfichange
and evolve the rules of t h& Beyandteegliagngsedi n a f o
individuals the looping effecis expanded through institutions, knowledge production,
families andbiosocial communitiesThe definition of autismdespie detaileddiagnostic
criteria, isthusfar fromstatic Eyaland colleague014) argue that the label of autism is
constantly being renegotiated, as our understandititeabnditionevolves. This has
promptedmany autistic advocatés statei | f you meet one person wit

congratulatios, youdve met oneSileeman@lbldwi t h auti smo (
The instability of atypical diagnosis

Many of myp a r t i damilies noted ow despite their children having a range of
comorbid challenges, their initial diagnosis and treatment protocalisvedlyrelated to the
area of specialisation of the doctor or therapih whomthey first engaged. A child may
be diagnosed with sensory processing disordetor disabilitiesor hypermobility if they
have visited an occupational or physical therapstedexperts n t he Opdh.ysi cal w

71



However, the same individual could be diagnosed with a learning disability, dy§lexia

dyspraxid?, dyscalculi&® and dysgraphfd, often coupled with ADHD and executive

functioning disorders, by an educational psyolg@t or remedial therapistn t he 6i nt el |
worldd Psychologists and psychiatrists may diagnose anxiety, obsessive compulsive

disorder depressiongr bipolar disorder n t h e 0 e no@taitienrsmedtrumw o r | d

disorderi n t he 0& Rapp aad Ginsbarg (2011, 2018) studyingdearning

disabiliiesd gbservedhow diagnoses and labels can chaingen mental retardatigrno

learning disabilitiesto autismspectrumdisorder over the coursea s i n g llifetime.hi | d 0 s
My research participants displayed a range of challenges and atypical behaviour across

physical, intellectualemotional,and social worlds. Each of these challenges inejlaiw

they experienced their worltlowever, each had a specific diagnosis and treatment protocol

which placed them primarily in one world or another.

Grinker (2014 notesthatdiagnosesire inherently unstablas they are usually
historically and culturally constitutezhd frequently cange over time Autism was initially
framed as a diagnoses of childhood onset schizophrenia in thelOQgildlished in the 1950s.
This evolvednto an extremely narrow definition that focussed primarily on the clinical
assessment aimall groups omiddle-classwhite childrenin the United Stateswith little
appreciation for its expression in other racial gro@g®nomic sectors, or between genders
Growth in the popular understanding of autism, coupled with the expansion of diagnostic
criteria toinclude a spectrupsaw a rapid increase in ASD diagnoses in the20i@0s. The
merging of ASD and Asperger Syndrome in DS\Mpublished ir2013, along with comorbid
conditions experienced by children on the spectrum, again changed our understantiieg and
possibility ofawider diagnostic scope-rom a social perspective, autism is defined in terms
challenging contemporary social environmeantd power imbalances between those deemed
neurotypicalin contrast withthose withperceivedsocial deficitsand thuslabelledatypical
(Fein 2015Milton 2012 Belek2018. The emergenceafh e O neur odi ver si tyéo
positions an autism diagnosis in the fieldobiysiological evolutionenvironmentainfluence

on epigeneticsand an appreciation of human divergiBagatell 2007 Grinker 2007

21 A learning disorder that involves difficulty reading, related to challenges identifying speech sounds

and the decoding of letters and words.

2A neurological disorder that i mpacts a personods
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 fosrankh strategies.

24 A neurological disorder that that affects the fine motor skills needed to write.
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Lawson 2008Savarese 20131ychasiuk 2015; Silberman 20L5As noted byautistic social
and medical anthropologidden Belekfi a u tisias emergent product of interrelataxtial

as wel |l as biol odgi cal processeso (2019:

Although a dagnosis is relatetb and determinethe kind oftreatment, therapy or
medicationa child with disabilities requires to engage positively \ligir world, sometimes
it is simply a means to @ess medical or sociaksistancéingstad & Whyte 1995) In South
Africa, many parents struggle to get the support they need for children with
neurodevelopmental disordemimarily due to a lack of understanding around the various
challengegSchlebusclet al.2016). K C 6 s  nsbared leer struggles in trying to access
support from the National Health Servi¢g@81S) in the United Kingdom. After nearly a year
of assessments she wady able toattaina 6 s p e e ¢ Hdiaghasisoa KA, whohasy 6
since been diagnosed on tngtismspectrumwith severalcomorbid challengeddowever,
thisdiagnosienabled her tgainaccesto a speciaheedsschool and some remedial therapy
in thar district. She explainedfiEveryone told me, you just need a pink slip to get into the
system even i f it i1isndét for the main problem vy
systemo The therapy only addressed some of the challengeK@atas experiencingt the
time, but thiswas 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 challesdgenfied by a

medical practitioneror the availableesources
Developing Strategic Research Materials

To understandhe complexity of diagnosgkconducted a detailed analysis of the
hundreds of symptoms and related behaviours outlined in-BSM each
neurodevelopmental disordésted 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 nedespite both medical
practitioners angarentsstating categorical differences between challenges such as
6l ntell ectual Devel opimernt®@ADHD & oarde r&Au tainddm 6
Disordeb there appeared to be as many similarities as differeAcéar Kleinman (2012

notesthath e cat egory O mentowdycomglex| t hé has become

In extending the reach of authorized mental health categories to include bottutlear

disease and vaguehough no less serious, problems of everyday life as well as non



medi cal catastrophes, fAment al heal t ho
lot- now in DSMHIV (and soon DSMV) with hundreds of subcategories. It seems to
simultaneously trivialize t most serious of medical conditions and medicalize social
problems (2012:118)

In its currentformat, each diagnosis gesentedndividually andalthough
comorbidityis referencegdthere idittle understanding diowtheymay integrate in one
person and impact thdived experience Physical, intellectualemotionalandsocial
challenges areategorise@nd treate@ccordingly rather than exploring where they may

intersectand impact on each other.

This radical matealist approach not onlyndividualises the human bodiput also
what | termour6 human t ool soé Bhesedoadsidinellide thephysical, emotional,
social and intellectual aspects that makeuppersonhoods first defined b§mile
Durkheim(1912 in the early 28 century andaterby MarcelMauss(1973) in his essay on
Techniques of the BodVheclustering of conditions requires a holistic phenomenological
perspective to ensure a true appreciation of the lived experience of atypicalrchildre
(Williams 2005). To achieve this, | 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 | wished to explore further. The phenomena presented as a
cycle of seven stages of engagement illustrated in Figure 15 below. These sevdn stages
describe apresenceperception control, participation flow, communicationand
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 eachrefagsented
where the chil erdéenedce to fypical ghildren, sHowed gpambst acutely.
Each stage of engagement is discusseatepthin the rest of this chaptedetailingcomorbid
challengesnd experiencesThe aim of listinghes challengesndexperience on a stage
by-stage basiss to illustrate howheatypicallived experienceshouldbe considerednd

understoodholistically, rather than analysingach diagnosimdependently of each other.
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1. PRESENCE

7. ADAPTABILITY 2. PERCEPTION

6. COMMUNICATION 3. CONTROL

5.FLOW 4. PARTICIPATION

Cycle of Atypical Embodied Engagement with the World

Figure 15.

Beforeexploring each of these stages, and as a further level of enquiry, | was
intrigued by how my subjects engaged with th
tools of development Although acknowledging their interconnectedness, most child
developmentheorists follow the trajectory of physical, emotiorscial,and then
intell ectual e n g a gV atypinal subjectghdweverpappearedtovo r | d .
engage differently. One of my older subjects, Echo (16), described this process perfectly in a
project he had c oUwpiblevheeechedascribethh s torird.ecft & 0
Echo had found a ref er enc €ontheintdtagtolassistdismm O Hi er
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
Echobs view, the f i r-actalisatioreopi dienn td ef ve | nogp noennetd si
in life, howa persorcan contribute meaningfully to society and developing the skills to do
this. This was followed by a clear articulation of societal values, regupa|ity,and

sanction for any forms of dismination. Only once this had been clarified, should people

25 AbrahamMaslow first introduced his concept oha&rarchy ofneeds n hi s 1943 paper 6
of Human Motivationo. Tare imetivaked te fulfil basihphysielagigal e s t h a
needs before moving on to other, more advanced needs such as safety, love/belonging, esteem and
self-actualisation.



focus on social needs such as love and belortgiagtamily or community Physiological

needs were seen as an outcome once all of the above were in place, guided by the value of
equality, as Ehoconcludedfiwe need to build a society on morals and ethics not ormew

s u r v.iTatestthis view, | asked my broader onliagypicalcommunity,and their

responseavasoverwhelminglyin supportofeEch®@ s per:specti ve

| can definitely relate toeeding to know the 'why' to want to do something. As for
Maslow's pyramid, | consider the basic needs, well, basic, but from there I'd probably
also say that first | need to know intellectually what the whole point is of the thing I'm
doing Then | needny emotional needs met, and then social stuff is the last priority

(Michelle, autistic adujt

My mum always used to say that as a ki most important needs were intellectual.
Like 1 didn't care about eating that much but | absolutely HAD to know hafifictr
lights worked or | couldn't feel at easgSarah, autistic adylt

Talking with my just turning 13earold, she definitely begins with the intellectual

and from there forms values and beliefs based on the information and learning, so the
values areooted 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 daughyer

Il tds been an interestipilge ddiosncoav etrhyi ntko tnhe
6normal 6 people are happy to bl{@mdly foll

autisticadul

My online community explainetivo different stages tphysical engagementith
their world. There was the unconscious praetic o f 6] ust Ideverwmgchthay t he w
did not believe they had much contridbwever,shouldthey need to takeonsciougphysical
action, such as brusihg their teeththis must be preceded by a solid intellectasgument
beforeit is willingly undertaken. The hierarchy of human motivations for atypical chijdren
couldthusbe defined as unconscious physical, intellectual, emotisaailal,and then
conscious physical negdsctionsor behaviours By combining both the phenomenological
stages of engagement that | had observed, with the atypical hierarchy of motivational needs, a
new way of viewinghechildren emergedl'he aim of this alternative methodological stance
was b create a holistic way of assessing the data | had gatlagetb challenge how

viewedit,froma n 01 nt e gr ataslldstraedin Fgpre 16kdelow e
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Figure 16.
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Exploring each stage of engagement

The first stage of engagemenpigsenceor howatypicalc h i | showamin tbeir
worldé 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 te boldtanthink
about their braig how their brais work, the process of learningnd their ability to engage
intellectually in their world. From an emotional perspectpresence relates to how they see
themselves emotionally, their s&l$teem andedf-worth, and their ability to engage with
different realities From a social perspective, presence relates totivbahildrerbelieve in
or value most as individuals, how they define who theyaaré their personal identityl his
is thestage of enggement or phenomena where thddrentake a position on who and how

they will be in theworld.

The next three stages pérception control, andparticipationare concerned with
how the atypicathild engages with the world through acti@onstraintor behaviour In the
tradition of Bo uthede smge$ase alsacbnicernedshity tievarld ) |,
imposes its presenamtothe children Habitus is thus shaped through individual agenay, b
also reflects the social structusgthin whichthe individual is acting, and how this structure
influences their habits, perceptions, actions and how they frame their world. Without
exception, my observatiomgvealedhat the way atypical chiténperceive the world around
themis different to that of neurotypicahildren J an Whiversaldesign fora 0
lear ni n g 6shaedthe atgpacdperception oher9-yearold autistic daughteZz o e 6 s
interactionswith her remedial therapisShe explained how th@erapistwas 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 gstbaol bus. ristead
of speaking tahe narrativeof motherandsgn her daughter became Afi

bottom corner of the picture:

Despite her therapistds insistence that h
gaze and continued to worry aboaétcat. To whom did this cat belong? Clearly this

cat was hungry, who would feed this cat?
was Zoebdbs concern for the cat wrong or mi
and son more valued? Who getsto make thideci si on ? Zoebs tend

knowledge from the margins allowed her to form new meaning about what she was
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seeing that disrupted and c lfTedX]|Uaivessiyd t he
of Tulsa,21%' May 2015)

This description of how apycal children make meaning in atypical ways refelchy
experience of how my respondents perogiveir world. Their insightsvere ofterbased not
on whatwould be deemedappropriat§ but rather, whaspoketo them first and most
acutely of t en f r & hhiswasatendiffeem @ that ehich neurotypical children

and adultobservel and assigadimportance to.

Perception, in the context of phenomenological engagement, relates to how atypical
children first experience their world. From a physical perspedtivelates to how this
experience is interpreted through their body, what is often referred to as sensory processing.
Sensory sensitivity or processing challenges egperienced by many ofly respondenti
terms ofthdr senses of taste, smell, hearisght touch, proprioceptigrand vestibular
sense of balance, postumegtion,and equilibrium. Beyond the senses that assist us in
interpreting our external world, sensory processing edfates td@interoceptiod and the
systems and processes that manage our intexpatiencef our bodies.Thisrelates to dl
major systems that regulate pain, temperature, movement, bodily syggsathetic and
parasympathetic nervous system®o0ds,and our very ability to survive as human beings.
Intellectual perception relatestoh e ¢ habilitydto reasoim,groblem solve, engage in
abstract thinkingand make decisions based on these skills. Emotional perception relates to
howthe children engage with emotionboth internal to themselveandconnecting to the
emotions of others through processes such as emggthpathy and compassion.

Perception in the social world relates to howdth#drenengage with others, perceiving and

processing social environments and interactions.

Once atypical chilcen haveperceived their environment, and before they can respond
to it, the concept of control becomes very importanttotherh.e abi | ity t o cont
body, mind,emotionsor social interactionwasparticularly challenging fothe children as
thiswaswheretheir @ifferen® o r 6 p rbehbviowrsmee most 6ftemoticed
criticisedor chastised.Most spoke of a disconnection between body and mind, and feelings
of o6di sembodi ment 6 0 (Thrtedrgearold nbneverbal@atistitteend i me n t

Naoki Higashidasharel this experiencén his book,The ReasonJump

I n my gym class, the teacher tells me to

at the knees! 6 But | donoé6t al ways know wh



For me, | have no clear sensation of where my arms and legs are attatioad t@r
make them do what Ilt@&3mnlykribs arermagierndgle m t o do.
rubbery tail 014:83)

Controlthereforerelates to how atypical children consciously and proactively manage
their bodymind connect. From an intellectual perspectioetml relates to executive
functioning, organisational skills, and theh i | dbiliey to@rsate structure in their lives,
an ability that most of mparticipantdacked Control in the emotional space refers to how
the childrermanage their emotions and temgudimpulsivity or compulsiveness. From a
social perspective, control relates to conduct andthevehildrerbehaveand engage in
social interactions. Atypical ddren struggle in each of these areas. The very act of having
to control themselves, often expressed as on
them more vulnerable to being completely overwhelmedistic advocate and academic,
Dora Raymake(2018),d escr i bes t hi 9 :aasHite of ghysical antd mentalb ur no u
fatigue, heightened stress, and diminished capacity to manage life skills, sensory input, and/or
social interaction®(2018:Slide 28) Sheexplainshow burrout occurs when atypical
children or adults are subjected to external expectations that they are unable to meet. Burnout
can also be a result ohanges irenvironmens, wherechildrenor adultsfeel unable to adjust
or copewith the changed circumstances.

Thenextlevel of phenomenological engagement, in the context of habitus, refers to
participation, or how chile&énact on what they have perceived. Participation is often
dependent on whether they have managed to instioute level of control over their body,
mind, emotionsand social conduct, and dictates their ability to participate in a consmious
unconscious manneh mother of anine-yearold autistic boyshared her experience of her
sonds Omel t d oSwdids onsstcialhediaee accownt clearly illustradehe
relationship between control and participatibnthe busy environment of the theme park
severaldelays and then the cancellation lois favourite Spidermande, her son haa very

public emotiGonal Omeltdown

He began sobbing, screaming, rocking, hyperventilating, and truly struggling to

breathe. A woman who worked the&¥fer us hed over é and whil e |
trying to get him to st ambgpeople,sseo he woul d
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 hirmgg aad 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 thiSivay.
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 netaedtil he felt better{inside

the Magic 10" June2019)

Almy participant s @ somefequentlyoamehaddame | t d o wn
recollection of what transpiredluringtheseepisods. Their parents and carers, however,
relayed the abject sadness they felt when witnessing their children in such utter distress. As
one sharediWhen we asked him whatwasr o n g , he said, 6beverythin
Participation relates to hotkie childrerfocus their boaksand then participate in the physical
world, sometimes referred to as physical regulation. From an intellectual perspective,
participation relates tthec h i | dbiliey to&ustain their concentration and participation
levels when learning or creating. From an emotional perspective, participation relates to how
theyconstruct their emotions and regulate them appropriately. Social participation telates
howtheyregulate their behaviour in social environments and interactions, and how they take

care of themselves in these spaces.

The final three stages of phenomenological engagerakté to how atypical
children manage the changing nature of theuirenment. Changevasa particularly
difficult concept forthe children to interpret, understand and engage.wibr most itwas
accompanied bgxtremely higHevels of anxiety andhronicstress.Change relates not just
to having to change from one activity to another, or from one physical space to another; it
concernow items in their home may changger being cleaned or replace@hange could
alsorefer to a parent changing their appearan@aring makeup, or different clothes,
shaving a bearar getting injurecr sick Thechanging of seasommsn beexperienced
particularly acutely by atypical children due to fluctuations in temperature, increased
allergensanddifferent landscapes tae navigated This disease 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 getsally upseteven if I show him that there are still more

available in the package. If he spills milk he gets ymsen if | reassure that there is

nothing to worry about, we just wipeup. If he falls, he will get overwhelmed and
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sometimes even regethe action of falling on purpose immediately aftards,
almost like an echo. If something gets stained, or if we get dirty with paint or

markers, he will want it cleaned immediatglyhilippa mother of an autistic by

The need to maintain particuleoutines and rituals is wetlocumented for autistic
children and forms part of the diagnosipecifically,theirdé est ri cti ve repet it
andnéi st enc e(Kannerlg4d)ikaneermtediowhi s pati enmasd s beha
figoverned by an anxiously obsessive desire for maintenance of sameness that nobody but the
child himself may disrupt on rare occasionso
changes in routine, furniture arrangement, or tlieom which every day actgere carried
out, couldupset thechildrenintensely In the DSM5, thisis described asan inflexible
adherence to routines, or ritualized patterns of verbal and nonverbal bebavigug 0.1 3 : 5 0)
Further examples includsffic ulties with transitions, rigid thinking patterrgreeting rituals
and the need to take the same route or eat the sameviendday Many of these
60i di os ywee pbaesvedmsng the children in my cohort.

The tireephenomenological stages of engagement rtatehangeancludeflow,
communicatiorandadaptability Change is not seen agcessary evil hut rather as a
personal afront, even if the need for change comes from theertticemselves. | had
countless conversations with parents who were frustrated at how theicahittbe happily
doing something, and then would suddeatyl insistenthstop for no apparent reason. |
observed this 06di srWewbuldbatoméoftablydiawing dogetherp e at e d |
listening to music, or playing a game, and they would suddedy 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 weloing before | had arrivedlow relates to how

atypical children manage theéd f | ow of | i f ed at;foremod thiyisHote v e | 0 |
aneasytask
From a physical perspective, flow relates to the systeithint he chi | dr ends |

Theseinclude functions such as eating, elimination, temperature control and pain
management. From an intellectual perspective, flow relates téhemliildren engage with
changing learning environmentssabjects anthas particular relevance to theiorking

versus long terrmemory. 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 managgthe flow of their emotions in changing environmentgiccumstances.

Amongst my respondents, any change could be accompanied by distinct shifts in emotional
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stateswhich were sometimes extremin the social space, flow relates to how atypical
children build and maintain social relationships and how #tleyv for the flow of social

interaction As with all other aspects of flow, this was not a comfortable space for them.

Communicationin all forms, is a particularly difficulskill for atypical children.
Whether spokenyritten, or expressed throughein body, all my respondents struggled with
some or all forms of communication. A learnidigabled child may be comfortable speaking
and engaging verbally, but their ability to communicate through the writtenmaytbe
severelychallenged. Many chilén diagnosed on the autism spectrum struggle with verbal
communication and exhibit seléet mutism or speech apraxia. As communication is & two
way stream, the process of I|istening and int
unspoken, is difficult.Although highly creativethe childrencouldbe distinctly concrete in
terms of how they perceive their world. Figures of speech such as metaphors, analogies and
idiomswerecompletely misunderstoods wereliterary devices such as irongarcasmand
satire. In the physical space, communicatilatedtothec h i | ¢hyscal @kslity to
communicate either with or without spoken language. From an intellectual perspective,
communication relatéto how tre childrento expressdtheir thoughts, ideas and intellectual
processing either in written, verbal or visual format. From an emotional perspective,
communication relatéto how well theywereable to express their emotional staed to
interpret and uderstand the emotions of others. From a social perspective, communication
relatad to how social interaction impacts on their ability to communicate with or without

spoken words.

The final phenomenological stage of engagenresrtdlved how atypical childen
adapt to changing circumstances. In the physical spaeetheir bodeswereable to adapt
to changing physical environments related to sensory processing, motor function and
flexibility. Of particular concern in the physical space is the increalggarmobility, as a
comorbid attribute of many neurodevelopmental challenges. cohid present as simple
over flexibility, but at the extreme, EhleBanlossyndrome (EDSpnd Marfan syndrome
could spell a lifelong disabling conditioaffecting allconnective tissues within the body
including the skin, organs and circulatory systéBmezaVelascoet al.2018). As these
conditions are treated in different medical fields, a clinical link has net éstablished, but
the high incidence of comorbidity suggests a distinct relationship bet&@8rand Autism
Adaptabilityin the intellectual space refers to hidve childrenwereable to create new

solutions,ideas,and innovations to deal with changicircumstances, througtrategic



thinking and approachesn the emotional space, adaptability reddte howthe children
wereable to manage their emotional wellbeing within changing circumstances or
environments In thesocial spacd, exploredhowtheywereable to engage with what is
referred to as adaptive social functioning and behaviodlinesebehaviours relate to life

skills such as personal care, grooming, dressing, taking care of oneself, handling food,
working, managing money, making friends, social skills g&wlerallytaking @ersonal
responsibilitpyf o r o n €héysarddroadlyermedé s oc i al & oanpalienhaeme e
noted n the context of assessing a personds abi
diagnosed with a disabilityChildren and adults on the autism spectmftenpresent with
significant challenges in adaptive laefours in comparison to their cognitive level (Kiet

al. 2017).

Mapping the biomedicalto the phenomenological

Having defined these various levels of enquiry, or phenomena to be explored,
revisitedthe range of diagnoses that my respondestegiven or that werereferenced in
my discussions with them, their families dmdmembers of my onlineommunity. The
understanding of a diagnosis, comorbid conditions and the support or remediation of these
conditions, takes up a huge proportion of conversation time ibitisscialworld. The
primary focus of manwgtypicalgroups is for people to share their lived esipnce 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 physitalectual, emotional and
social challenges that my interlocutors often had to overcome or manage in the lived
experience of their lives. #lso revealed the collective experience of each of these conditions

rather than interrogated them individually in the biomedical tradition.

By mappingthediagnoses ta stage of engagement, | was able to see how particular
issues clustered around egattenomenon. Although there was some overlapagnoses
andeachcould be experienced at a physical, intellectual, emotional or socialfieveie
most part, this process indicated how at each stage of engagement, children were often
dealing witha dominantchallenge.This assemblage of conditiorshavioursand
disorderswhen viewed by stage of engagemeeatealed a new way of thinking about the
atypical l i ved exper i emaged onehichindecated hoytee o f O 's
children chose to engageth, or disengage fronthe world around therdepending on their

level of resilience, or converselyelack of resilience This was my first indication that by
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simply viewing atypical children differently, in this case from a holistic perspeetinew

kind of spectrum coulé@merge. This spectrum of engagement versus disengagé&yent

stage, isllustratedin the charbelow(Figure 17)

STAGE ENGAGEMENT DISENGAGEMENT
1. Presence To be present To be absent.
2. Perception To perceive, procesmd | To beoblivious or to avoid.
experience
3. Control To control and regulate. To be uncontrolled or
powerless
to control or regulate.
4. Participation To be focussed and To be unfocussed and
attentive. neglectful.
5. Flow To allow life to flow. To be stuck or to disraphe
flow of life.
6. Communication To express oneself througl To suppress oneself or be
communication. unable
to communicate.
7. Adaptability To be flexible and adapt To be inflexible and to
to change. limit change.
Figure 17

Exploringthe intersection of diagnoses by stage of engagement gave a particularly

medical and, in many ways, negative perspective on chideegad experience, as it

f

ocussed

primarily

on

medical diagnossin the context o& holistic lived experiencé identified how their different

approach to engaging with the wodtsod e n a b | endn@any wdy <l s isexplainedby

autistic advocate Tania Melnycziuspecifically howa ut i st i ¢

themselveso live their best lives

Although autism is actually a physiological typather than a disorder per se, the

only way to get officially labelled as auiisis to have a qualified, knowledgeable

medi c

al

special i st

pronounce you to have an Autism Spectrum Disorder. It is comparable to using

dysmenorrhea and mood swings as criteria for diagnosingdamdual as female.

They

wa i

t

until you

who are physiologically autistic do not learn how to optimise themselves, because

they never end up at a specialist and therefore never find otihéneis a name for

the O6di sabl ementd of t

people can 6o0j
identify enough things
break, otherwise it d



how they function. Knowing this about themselves could have led to connecting with
other autistic people and learning from them about how their own livesecan
enhancedTania.co.za" June2013 Accessed 26/03/2020

Theatypical communityprimarily supports social model oflisability; however
mostdeal withseveralvery real physical, intellectual, emotional and social challenges in
their dayto-day lived experience. Rather thastdisabling, the understandirng a
diagnosis can also be enabling, in how it assists atypical children andtadodtsageheir
symptoms A brief overview of atypical challenges and differences are detailed below
full understanding of the different stages of engagement are exjphattezl chapters that

follow.
Challenges with Presence

From aphysical perspective, many of the challengsesociated witlpresenceor how
thechildren showdup in ther world, related to how well theglept Issuessuch as
sleep/wake disorderfatigue, insomnia, narcolepsy, sleep apnoea, challenges with circadian
rhythm, parasomnias and nightmavesre all spoken abouthechildrenhadall experienced
either full or partial shutdowrafter challenging emotional episodes or meltdowns,
sometimes referred @s presencdisorders Partial shutdown#ncluded:sensory shutdown,
related to a persondés ability to comprehend
expressive language shutdgwn r el ati ng to a personb6s ability
verbal or written language; and motor shutdown, where a person is unable to engage in
voluntary movemergometimes referred to as catatonia, stupor or cata{&vgyything 17"
March2005) Atypical children are physically cautiousnd manystrugglewith conditions
such as Chronic Fatigue Syndrome (GHS)romyalgia (chronic paingnd hypermobility
all of which impact on howhey experience their worl€onnective 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 mbifieeid in atypical
children, resulting in them living with extraordinary levels of pain and physical discomfort

that may be untreated and unsuppo(®akzaVelascoet al.2018).

From an intellectual perspectiyaresencehallenges related to defisiin intellectual
functioning, specific learning disorders and low scores in IQ assessments. The children also

experiencd challengesvith developmental delays, often related to tipegmature birth.
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From an emotional perspective, diagnoses related to detachmenhé&world, included
reactive attachment disorder, paranoia, schizophrenia, delusions, hallucinations and
dissociative disordsr These were not present in my initahort butemergel later during
observational work in psychiatric environments, with clinical practitioners in this area, and
members of my onlineommunity. All children in my research displayed some level of
dissociation from their environmertheyalso hadlifficulties relating to and interacting with
others, especiallwhenfeeling vulnerableanxious,or distressedFrom a social perspective,
challenges ranged from introversion and social avoidao@aranoia andntisocial

behaviour Issues such as dissociation and being disconnorad n esdcgl environment
werediscussed at lengimong members oy online community Thenewspectrum that

emerged in the phenomena of presence indicated a conflict betweeimthel dlesieeriod s

remain in their o6own worldé versus being for
This presence or absence was often not a conscious choicecbfitiien,but rather

illustrated how they lived thettay-to-daylives. Their experience of absenwasalsonot

necessarily negativas in many instances this was a time of intense dreacreafjvity,and

imagination These periods of apparenhedebhsbdrcend

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 phasepafrception challenges were once again related to how
one connects or discoacts from the world, and how individuals managed themselves in this
space. From a physical perspecticfeallenges included sensory processing disorders,
impairments and deficits related to hyper hyposensitivity, pleasure disorders and general
somaticchallengesusually related to pain, fatigue or chronic allergitentified by Anna
Jean Ayres, Sensory Processing Disorder (SPD) is commonly diagnosed in children with
autism, ADHD and learning disabilitie&yres (1972 notes howsome children struggle with
the neurological processes that organise the sensations they receive from their bodies and
their physical environmentand this leads to a daily battle in social and educatgpaaies
Neurological research conducted by Oveed colleague$2013) found that children with

SPD have quantifiable differences in their brain structure, giving credence to a yet

unrecognised disability in the DSB! Theyrefer to children withSPRs 6out @®@,Ff sync

due to their related intellectuahd social difficultiesvith communication, emotional

regulation anadoncentration Occupational therapist Winnie Dunn (19@&scribed how
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different children have different sensory profilesich impactsignificantlyon their
behaviourand participationn everyday life. Although these profilesccur from childhood to
adulthoodtheyare 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 patern, 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 dldren to respond appropriately; children have to sustain their

attention to a stimulus in order to leaBufin2007:90)

From a phenomenological perspective, Wood and Stuaatteir study on phantom
l i mbs, describe sensorgnpeochksesswagnasut hbodrn
world they occupy: AA system of motor capabi
movement and the maintenance of posture and which function without the necessity of

perceptual monitoringo (2009: 493)

Sensory procesgychallenges aralsoexperiencednternally through interoception
Khalsaand colleagued e scr i be i nteroception as Athe proc
senses, interprets, and integrates signals originating from within the body, providing a
momentby-mo me nt mapping of the bodyds internal I
unconscious | evelso (2018 :ue®diringhetlirdi s O6body
trimester of pregnancwhen a baby i s moving and kicking
womb (LiveScience 30" November 2018 This early spatial mapping creates theural
scaffoldingdfor all future sensory inpué dnental mapof thebody which lays the
foundation fot h e cfutureldevélagomen(ibid.). The implications for theensory
processing abilities of children who are born prematurely or under difficult or traumatic
circumstancesas with most of my cohorare profound.In their study of interoceptioand
emotion, Critchley and Garfinkel (20Ldescribe how human emotions are not only related
to 6feeling statesd within the body, such as
caused by them. DuBo#nd colleague016) found that although thegtee and

directionality is not yet clear, interoception is atypical in people diagnosed with autism.
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Wickremasingheand colleague&013 found similar challenges in children born
prematurely, who scored as atypical in auditory, tactile and vestibuleggziag Any
dysfunction in interoception can havenarkedimpact on mental health and disorders
includinganxiety, mood, eatingddiction,and somatic systems (Khalsgal.2018).

In the intellectual spacef perceptionchallenges related to difficulties with
understanding, reasoning, problem solving and abstract thinking. Conceptual skills were
also deemed a problems weret he chi |l drendés ability to | earn
decisions based on thiFhere is ahigh comorbiditybetween autism, ADHD and learning
disabilities (McCarthy 2014)which includedyslexig dysgraphiadyscalculia auditory
processingand norverbal learninghallengesRapp and Ginsburg (20L8ote how the
concept ofjearningdisabilitiedwa s onl y &éSamueldrkibh E6Edutibiynow
the fastest gr owi nPYl4diagnostiogreasnthe Whitel Btates | DEAG s
(2012:176)In South Africathe Education White Paper 6 (EWR®n ecial needs
educatiorwas irtroduced in 2001t definesboth intrinsic and extrinsic factors that impact
on learning challenges, and extremely broadriteriafor the diagnosis dearning
disabilties’” (Nel & Grosser 2016)South Africa does not have a standard and nationally
accepted tool to measure the prevalendearhingdisabilities or to differentiate disabilities
amongst childrenn UNICEFS 2018 studyof childhood disability in South Africa,
intellectual and leming disabilitiesmade ugust 15.7percent the highest being visual
disabilities at 23%ercentand hearing at 21 2ercent In comparison]l DEAG6 S assessmen
disabilities for the 201-2018 periodn the United Statedicates that learningnd
intellectual disabilitiesnade ub4 percentof total disabilitieswvhile hearing and vien
impairmentmade up justwo percentof thetotal childhood disabilitypopulation (National
Centre for Education Statistidglay 2019). This suggestshat many children with learning
disabilities are not identified and remain unsuppomefiouth Africa Beyond education,
Rapp and Ginsbur@012 argue thathedifferential brain developmemif learningdisabled

childrenimpacts profoundlyon ther academic andocial life forcingthemto 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 cogdtive 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 wittiveeaeg
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.



bureaucratic school systems andoéten-uncertainfuture. 0l mperfectdé childr
become members of what t hethatiessrtime woarld fiamreevw ki n s
definitions oflearningachievementHowever, whilst they illustrate the creative and unique
approachesf learningdisabled childresthey alsanhighlightthe very real challengebkat

these childreexperiencealaily.

From an emotional perspecti\adl the childrenstruggled with generally disorganised
emotional stateAlexithymia is present in over 58ercentof all people diagnosed on the
autism spectrum and describes their inability to understand bodily feelings related to
emotions, or to verbalise their emotions or mo&usjuérussandcolleaguesZ018
conducted a detailed analysis of thepresence ofism andalexithymia, notinghatit is
both a cause and consequence of autistic behavidware has been much research into the
6emoti onal competenced of atypical children,
regul ate t hei rs(fssmhetal200& Lir@ser &eRosEn 20@nHarresal.
2010). Historically, the dominant discoumsgues thaatypical 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
6emotion recogni tdagnosedvatiadtisni assodateditimthecdpacityd r e n
to interpretfacial expressionsHowever, Breweand colleaguef015 found thatwhile
individuals with autism may struggle to read neurotypical facial expressions, neurotypical

individuals alscstrugde to readautistic 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 faciadmments. These atypical
representations also appear to be idiosyncratic, meaning members of the ASD
populations may struggle to recaggmemotional expressions produced by each other.
(Breweret al.2015:270)

Beyond alexithymia and emotionahderstanding, the children frequentipeessed
cognitive ideatiortypified byfeelings of rejection, humiliatioembarrassmenand a fear of
causing offensdue to their atypical behaviauirhey often had challenges with body
dysmorphiaand their apparance in general, and in some extreme cases personality disorders

were notecamong members @fy online community.
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In the social space, challenges wirceptiorrelated to difficultiegperceiving the
sociab The DSM5 groups these challengeso deficits in socialemotional reciprocity
deficits in nonverbal communicative behaviguasd deficits in developingnaintaining,and
understanding relationships (2013:50he children displayed a particularly concrete view of
the world wereoftengullible to manipulation andhost ha experienced some forof
bullying as a resultAtypical childrenare also believed to have a limited understanding of
risk, which impacts on their social judgements and decision making. | did observe some
guestionable saal judgements amongsty older participants, often in their efforts to appear
d ebel | i ousergustm fitch. Al chddeeh leaddifficultiesrelating to and interacting
with others and this was exacerbated by theability to makedirect eye contactandtheir
lack of awareness of facial expressioii$fierewasalsodiscussionopr o sopagnosi a or
bl i n dmegseponline communitywhereindividualsare unable to recognise even

familiar faceswith obvious implications for social interaction (Weigeltal. 2012).

In the perception stage of engagemsahsory processing, fatigue, allergieain,
and interceptive challenges all impact on how ckiddunderstandnd procestheir world.
In the academic space, specific learning disabilities influence their sense of self and ability to
engageiranb a-gepr opr i at e 6um Pifficultes with pecaiving and u |
understanding emotions both within themselves and others, as in the alesglofmia,
i mpacts on their emotional wellbeing and con
the sociad The spectrum that emergadthe stage of percepti@ppeared to indicate an
ability to perceive, process and experience the world on the onewlaitedbeingoblivious
or actively avoiding the world on the othddowever, anoredetailed explorationf how
atypical childrerd poeive theirworldérevealed a far more nuanced experience. This related
to howthe children managed their bodily boundaries in the process of connecting or

disconnecting with the world aroutitlem andwill be discussed in the chapters that follow.
Challenges with Control

Diagnosesoted 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 Tourettebés syndrome, trichotill oma
(excessive skin picking), aprax@yspraxiaand dysgraphia.Both childrenand adults
sharedhatthey had no control over these physical challenges. From an intellectual
perspective, difficulties witleontrol related to executive functioning, or tbeh i | cbiliegn 6 s

to organise and pl an tthheiinrk iwnogrd dwa s Tehxeai cre rébda
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physical challengeof dyspraxia (coordination), dysgraphia (the ability to write), and related
issueswith fine motor movement. From an emotional perspective, a lack of control related to
issues such as obsesso@mpulsivedisorderor emotional outburstsChallenges around

control in the emotional space, resulted in behaviours such as eclmdaksat verbal

imitation) andbr echopraxigwhere the imitation is physidalIn the social space, an

inability to regulate their behaviourequentlyresuledinane mot i onalshod mel t d own

6shutbd own

Atypical childrer® anda d u behavisur regulatiors often expressed in repetitive
mot or movement s, roeStireming ead include making sosndsj flappingn g
rocking, spinning, grunting, selfitting and chewing of clothes. It is also referred to as
6auti stic mtheDSM-H,itig motedas typical behaviour of children diagnosed
with autism. Using weaable technology, researchers from Boston University proved that
autistic adults and children use stimming intentionally to manage their experience of their
environment (Spectrum New®5" November2019).Kappand colleagueg019 found that

autistic adults Ahighlighted the i mportance

them to soothe or communicate intense emotions or thoughts and thus objected to treatment

that aims to el i minat Eisisanaredod daeconierdiarintbe ( 20 1 9 :

autism community, ashis behaviour is most directly targeted for remediation by therapists,

often in the context oApplied BehaviourAnalysis(ABA). The word is derived from the

conceptstoifmudlsaetlifon d a n dnsofselreglldtiennAutste ed as a

advocatesrgue thaby attempting to remediate and remove this behaviour, therapists are
depriving the child or adult of an important tool for ssldnagement. Most argue that if one

stim is removed, it is merely replatby another, more socially acceptable one. Renowned

actor, Anthony Hopkins, was diagnosed with

6stimbéb is his characteristic behaviour of
acting mannerism, it repsents his concerted effort to find a socially acceptable way to self
regul at e. He notes of himself: AA | ot of
inconsistent, they have nervous ticks, nervous habits, inconsistently obsessive dhinking
(PsychologyMatters 30" July 2017).

An inability to controloneselfor selfregulate can lead to quite serious incigeri
chi |l dr e nd Ihthese instagcespthey cdisplay behaviours such as conduct
disorderanddestruction of propertyandoccasionally receiva diagnosis of oppositional

defiance disorder (ODD)Theyare also noted to have difficulties with following rules and
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using inappropriate language, noises and sometimes crying, edricippear asrebellio u s 6

or efiartd My research participanttid not oppose rules igeneral butlid opposehose

that did not make sense to the&s. with all neurodevelopmental challenges, the comorbidity

of ODD amongst atypical children is extremelgtand reflects their frustration at the lack

of understanding of their way of being in the woildvelopmental psychologist, Mona
Delahookeg(2019, argueghat ODDas a label should not be used to describe young children

as their defiant behaviour isteh a response to stredsobserved a few children who had

been diagnosed withDD anddiscussedt at length with psychologists and psychiatrists,

who often explained the behab/Mymbservatioss, a r espo
however, mirrord Del ahookeds views that the children
to chall enges widndhowtheybodiy peraeieelthreatsietheiri o n 6
environment. Some of the children | observed had experienced excessive larilying

suffered from extreme sensory processing challenges. Ordinary sensations in their everyday
lives presented as life threatenijrand as a resulthey were in a constant state of hyper

arousalk n d 0 s u r &Thessadctrumn that emerged in the control stage of engagement

was simply the chil dds abi loitabgundordrolledamdt r ol an
unable to selfegulate. However, rathéhan rebellion, defiance, abuse and destruction, this

lack of control presented as a sens&udtration angowerlessness.
Challenges with Participation

Diagnoses relatet the childrerts ability to participate in the worlidcussed
primarily ontheir capacity to maintaiand sustaimttention. From a physical perspective,
attention difficulties relate to hyperactivity, impulsivity or hypoactivity. This was particularly
challenging in tk intellectual or learning environmemthere ADHDtype behavioursvere
felt acutely by the children, theieachersandother learnersChildren presented as either
excessively hyperactive and impulsive, disrupting their class on an incessantrbasis
converselyentirely inattentivedreamy,andappearinglisconnected from the class and
activities around them. Both these expressions of Abid®an impaabn the child e n 6 s
ability to learn and to produce considered, accurate vdenkoid of mistakes. rBm an
emotional perspective, participatisras associatewith manic or conversely cyclometric
disorders such as passivity and anhedomirgere the childrewerecompletelydisinterestd
andunableto feel pleasure From a social perspective, negativédaours included
excessive talking, blurting out of answers, disinlndiitvherethe child was@verfamiliard |,

or conversely entirely disengaged. The engagement spectrum of participation related to the



childés ability to be focussed, attentive an
and either unwilling or unable to participate. Exploring hbechildrenengagedn the

world, revealed their daily struggle with energy management. Children were either dealing

with excessive amounts of energyhich they struggled to find outlets for, or conversely had

little to no energy and struggled to get to émel of their daywithout being completely

overwhelmed.
Challenges with Flow

As noted previously, the children had a number of challenges and diagnoses related to
their embodied experience of chandgdow, in the context of the physical, related to hboe
children managed their daily bodily functions and activitidsst as they struggle with their
body/mind connect, general somatic stress was constant. Many struggled with gastrointestinal
dysfunctions such as stomach cramps, vomiting and diarskbieh impacedon their
behaviour and quality of life (KrajmalniBrown et al.2015:1) In their study of
gastrointestinal dysfunction in children diagnosed with autism, leaigcolleague@014)
found that problems such as diarrhoea, constipation, bloating, vomiting and reflux existed in
nearly 50percentof the children. Penza@nd colleague&019) found similar incidences of
functional Gastrointestinal Disorders (fGID), associatéti Intellectual Disability (D),
sleep problems and those on psychotropic drugs prescribed for behavioural challenges

Many parents of ADHD and autistic childrenu pport éel i mi nati on di

particularly those containing the proteins casein (foundiik) and gluten (found in wheat),

are eliminated fromther hi tHiet®s her parents spoke of challl e
enzymeso6 in their childrends g wtlengagedl withhe v al
two parentswhoexplained thatheirautisticc hi | dr en had an dédopi oi dd t

apples, bananas, artificipieservativesand colourantsTheybelieved his o be linked to
chemicals, known as exorphins, released by undigested casein andagusanghe
conditionreferredtoa s 6 | e (RaisingChildrentnet.alrt August 2017 Accessed
13/02/2020. The leaky gut and resulting brain disruption were believed tsecawtism or
exacerbate autistic and ADHD behavioursough widely questioned by the biomedical
fraternity, arandonised, placebecontrolled trial of digestive enzymes in children with
autism found thathosewho received therapy had significant improvetaremotional
response, generaehaviourand gastrointestinal symptoms (Sadl. 2015).Eating
disorders such as anorexia, bulimia or binge eating were alsolnoteylonline community.

Eating challenges were exacerbated by sensory sensitivitpdaéxturestastesand smells
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andthis often led to a very limited diet. Other difficulties included pit@ eating of non
nutritive food and issues with rumination and regurgitation. Therea¥agh incidence of
elimination challenges amorttige children such as bedetting and incontinence extending
from toddlerhood welinto childhood.

From an intellectual perspective, issues around flow related to challengébevith
childrends process of | ear ni mgmoeynWhilstrhosti r abi
had exceptional lonrterm memories, especially for factspvies,or media thathey found
interesting, struggles with short teand workingmemory made learnin@nd especially
examinationgdifficult. Autistic academicTemple Grandirf2014) likens her memoryto a
vast library of video tapes that sb@ncall on and play throug rewind and playback. She
uses this skill to examinehe detailed desigasheis working on, or to decode social
interactiors that sheinds perplexing. | noted this ability amongst many of my participants,
especially in relati6dme t oh itolltaeliuepnad s merc iwa It ihs td <
interest$ which included technology, gaming, design, science fiction and certain historical
facts o periods left little space for a more rounded educational curriculum. Most adults
spoke of how their academic abilities improved as they fmbos more specialist subjects at

a tertiary level of education andtime working world.

From an emotional perspective an inability to marthgdélow of life manifested in
moodinessdysthymia(feelings ofintense sadness and emptinesstability and in some
caseglepression andipolar disorder. Emotional distress at disruption andodisiguity isa
typical comorbid trait of atypical children aadults ands expressed through challenges
such agomplex postraumatic stress disorders (cPTSBQarding and obsessho®mpulsive
disorderOCD). Over70 percent of children on the speatrithave a comorbid psychiatric
disorder, which usually includ€3CD, anxiety,andor depression (Spectrum Ney2s"
SeptembeR019). Kernsand colleaguef015 note that autism both influences the traumatic
stress experiencednd increases the presentation of autistic symptbtasy of the children
struggled with pthologicaldemandavoidance (PDA)theextreme avoidance of everyday
demands and expectatioffsutism.org.za 2% Septembe019 Accessed 12/02/20P0These
demands can be as simple as askimfpilda questionasking themnto choosebetween two
options, orto getready forschool The quest i cantgggeoar 0O6sduer nvai nvdasl 6
respons & & e Hhighly dergsitive medraceptiorPorges (2014describes
neuroception as the process our neural circuits go through to distinguish between situations

that are safegangerousor life-threatening. If a threat is p&iged, even if innocuous, the



childr e rdéfenice strategiemetriggered. Where perception is a conscious process,

neuroception occurs without awareness, making any response automatic rathehtbiae.

Ther ange of r ec ognoisnecd foddréhwhedatchild is able tos e s
respond and present setah2004)0hfyl poeprdv iwghiel raen ttdh e( Berha
asleepor shuts down¢ f | éiwbidhtrelates to the child either physically runnimgay,or
becominghyperfocussedn another activity to the exclusionaif else and6 f r & yghicht

can completely immobilise a child and is often seen as a last resort when flight is impossible
(Kozlowskaet al.2015).A final responseecognised by some & f dngdandrelates to
Omskingd and 6wheaoml ¢ hel eahsilmdg pl aces ot her 6s
after prolonged high stress situations (Walker 2013).

From a social perspectivallowing for the flow of social interaction walfficult for
the childrenas manystrugglel with extreme social anxiety. Relationship building wasa
skill any had masteredndfriendships, although desired, were often few. Their social
challengesvere exacerbated with difficulties in learning even simple social skills such as
appropriate greetirgytaking turns and a willingness to share. Their seemingly obsessive
attachment to particular objects or rituals epitochitbeir inability to allow forthe general
flow of life. The spectrum of flowelated to the child e raldlisy to allow things to flow,
versus their almost compulsive need to disrupt the flothaf lives When questioned
about theirdifficulties with flowd theynoted adisconnetbetweerhow they believed things
should bein contrast tdhow they experiencetthem Their inability to comfortably accept the
flow of life reflected their insecurities around their lack of control over their baaidshe
world around them Allowing the world to flow without trying to stop or contiidbr 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 Canmunication

From an anthropological perspectigemmunication and culture are intimately
linked. Communication both creates culture through our customs, rituals and how we engage
with each othesocially, and is shaped by culture, through our diversity different ways of
being in the world.Linguist Charles Hocketotest hat A communi cati on i s |
which one organism triggers anothero (1958:5
human communication, Clii€luckhohn (961 stated that language is both a part of culture
and a vehicle of culture thdrms amatrix for human experience. Safl929 hypothesised

that a personds understanding of their worl d
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the language habitd their community, andts 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,\aoddow we make

sense of ouworld. In the engagement stage of communication, physical challenges included

a range of speechpund,and language disabilities such as 1flmency, colloquially referred

to as Ostutteringd, v oc anutism,amd apvagiafbpadch.t i ¢ k s,
Apraxia refers to the disconnect between a p
produce the appropriate soun@dobal research indicates that aroundpé@centof autistic

children are notverbal, and of the remaining children, mamly use very basic functional

naming wordgRoseet al.2016)

Beyond the spoken word, namerbal autistic advocatend academiddmanda 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, listeningeeling,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 al/|l
naturally think, looks ad feels so different from standard concepts or even

visualisation, that some people do not consider it thoaigall, but it is a way of

thinking in its own righ{Baggs 2007: Video)

Rat her t han 6b edBagysexpinthlatrsheaswemdonyr | d
everything around her i@eal time& However, as she is unable to engage in verbal
communication, she notéisather cognitive abilities and even personhaodften
questioned. Autistic anthropologist Dawn Prince (2Cdl6o describes the language prejudice
experienced by autistic peopfel f y o u ¢ o ulingua Francasf thes reorknal, tthkere
you had to be stupid and, therefore, disposa
culture and is influenced bywlture, 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 (200:%" ot es t hat through their O6unco
struct ur edPince ai® atprgpsing o meshape their social environments and what is
appropriate or acceptable in these spaces. Movements such as #EmbraceTheStim,
#StimDancing and th&lnternationalDayoftheStim, haal been created by autistic

advocates to recogmistimming as an authentic form of communication.
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In addition tospeech and language skills, communication challenges include
echolalia, giving unrelated answers to questions, a limited use of gestures, such as pointing or
respondi ng t o ndoptoblematio imfleqianClinitiainsnatsq notéhe
previously mentioned ¢ o n vieweftthe world which is thought to explain difficuts
understanding jokes, sarcasm, teasing, or figures of speech such akyipanpple pr
personification Language disorders also have a negative impact on leandagre often
coupled withthe specific learning disabilities outlined abowe the context of learning,
therapists sometimes refer to the conditioamh asi a, whi ch | mpat@ts on
produce or comprehend speech and to read or wAitéism and aphasia are viewasl

0related syndromic cl uster sebal.E®mH05pr e t hus tr

Communication in the emotional space relates to how children express thegdeeli
Challenges can present as selective mutism on the onehantbtional outbursion the
other. Unable te@ontaintheirfeelings often in a state of extreme agitation or frustration,
angeraggressionandrage aresometimes diagnosedds nt er mi tt enté .expl osi
The ability to perceive and communicate empathy can also be challenging for atypical
children. This is not to say that they do not experience endabimever, it is often
expressed in very diffent ways to neurotypical children. In my discussions and observations
with bothchildren and adults, it appeared that empathy was felt too natleérthan not at
all. Autistic adultStephem o t éexperiefice empathy as physical pain, especially in
situations of injustice. Myhole-bodyaches with emotion. Sometimes | melt down and
sometimes | shut downBeyond human interaction and communication, many children and
adults notd profound levels of empathy between themselves and animafapleGrandin
explained AWhen |1 d&m with cattle, i1itds not at all
(Sacks 1995:268). Isaacson (2pfA6ted a similar interaction with hautisticson, who
appeared to havedirect linédto animals and especially horses. Malcalnd colleagues
observed the dédopening upb6 of autistic childr
to Osurprisebd parents and teachers with thei
abi | iQl82H)sThe résBarchers argue that the empathy they observed between the
children anch o r guesidns notions of intersubjectivity and the belief that empathy can

only be experienced cognitively between humans, with the use of language.

Some researchers claim thattistic childrerh a v e -ldimdnessdor adeficit in
6Theory of  wHéeraaclild i n@bdeb)see phenomenoifrom the perspective
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of anyone other than themselves. Ba@whenand colleaguegl985 claim that autisc

children | ack a 6theory of minddbé 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 thie 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 otwo andfive years (Milliganet al.2007). Itdescribea chi | d6és abi l ity t
attention on an object or person, and wunders
their beliefs, desires, emotions and knowledgrehack & Woodruff 1978aron-Cohen

1991) . Key to this ability is the understand

diverse, as is their access to knowledge, their ability to hide their emotions and their

i nterpret at iboRalsedélief eferatboatei Ibkkdd edbi | ity to com
particular situation from the perspective of someatiner tharthemselves. It is this ability,

that is seen to be deficient in children diagnosed with autism, schizophrenia, nonverbal

learning disabilitie®r ADHD (Korkmaz2011). Theory of mind is often linked to empathy,

however, where empathyrisgardedas emotional perspectitaeking, ToM is defined as

cognitive perspectivaking (Hyneset al.2006). Deficits ar¢houghtto stem froma range

of difficulties. These include difficultiewith imaginative playwhich isbelieved to be

lacking in children on the spectrum (Leslie 19%nassumednability to interpret emotions

(Hobson 186), or specific developmental or cognitive delays (Bafwhen1991). DSM5
(2013defines theseemnetfiicndls riecioproacdiattyd and o
an inability to adjust onedés behaviour to su
turns, to show ,amltoappedate hoovm ed@dse b hpeewur | mpe
others. Communication cognition, where knowledge is acquired and understood, is believed

to be impossible without theory of mind (Sperber & Wilson 2001).

Frith and Happé@rgue thasome autistiéndividuals havea fil at eexplicitqui r e d
theory of mindo resulting from Aeffortful | e
peopl ebds akciolnistcyi otuos ,b et hsee lrfesear chers were ci
autistic nar208} Howeesvée r(,Y etrhgee acuoncept of O6ef f o
with some adults in their understanding of social communication and intera¢tisn.

learning is often acquired throughimicking others to the point of expertis@8eyond social
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engagement, the altifito 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 itél went and got exactl
usedi a pointfive-millimetre HB Pentefand when it was done, I
| 6d done it. I di dndét hav edetlovad Danadrtmee how t

draftsman] | appropriated him, drawing and all (Sacks 1995:266)

The spectrunthat emergeth communication engagement related todhe i | dr en 6 s
ability to express themselves and to communicate, either verbally erembally, or o
suporess themselves, either willingly or more often, unwillingly, and to not communicate.
This stage oengagemertould be conscious or unconscious, or somethinghbdgontrol
over, or no control at alllhe spectrunof communicatiorwasstrongly associatedith the
c hi | oaluesrandsbeliefaind their apparent dedication to honesty and integuitych|
discuss in more detail in later chaptef@e children appeared physically unable to be

duplicitous and struggled to understand thibility in others
Challenges with Adaptability

The notion ofadapability is highly stress inducing and often met with resistdnce
atypical children and adultespecially those on the autism spectramy change that
interferes with theid astrictive repetitive behaviouwanddnsistence on samenégsn lead
to high levels ofinxiety and maladaptive behaviotiré<anner 1943) In the physical space,
these behaviours could inclugtress related repetitive motor aliders such as shaking,
rocking, head banging, bitingjtting, and stimming that bordeon seltharm. An inability
to adapt physically to oneds environment <can
atypical bodies.A number ofchronic conditionsdisordersaand syndromes were notadd
discusse@mongst myparticipants Medical doctor and psychiatrist Sharon Meglathery
explains the clustering and overlapping of chronic medical conditions in atypical children and
adults in her RCX Theory?® Her theoryidentifies a number ofanetic mutations and

structural challenges around the vegus nesech manages our sympathetic and

28 Behaviours employed by atypicchildren or adults to avoid directly confronting the discomfort of
new situations or environments.
29 hitps://www.rccxandillness.comiccessed 11/02/2020
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parasympathetic response to the woBthersyndromes and disordarsn c | uded: O Post
Orthostatic Tachycardia Syndromedé (POTS), wh
their blood presosnsetf NéBaegdsgthi adnAcat Syndr
6Paediatric Autoi mmune Neur thtseptocbccaht ri ¢ Di s o
|l nfectionsdéd (PANDAS), indicated by .8A sudden
high incidence oautoimmunediseasesuch as rheumatoid arthritis, luparsd inflammatory

bowel diseaseerenotedby members oy online community In exploring the links

between autoimmunity, autoantibodies and autism, Edmimstdrcolleague017) cite

numerous studies where maternal autoantibodies that impact negatively on neurodevelopment
were found in autistic children and their motheé theseconditionshave a seriouignpact

on how atypical people engageth their world, especially in the rapidly changing and often

harshphysical and social environmentsaafr contemporary society.

From anintellectualp er specti ve, adaptability relatec
engage in abstract versus concrete thinkiAgstract thinking is believed to be a deficit in
atypicalchildren;howeverparadoxically] observed alimy participantsapply distinctly
strategc approacheto their managemenmtf change.Rules were created, rituals invented,
and specific individuals identified to assist them in engaging with their wdheé. concept
of rituals was explored in the popular television sefypical (2017)aboutan autistic
teenage boy. I n abhi epusocdel ead | ecdam&d tt eara,l Sa
of rituals for his sisterds birthdayg incl udi
saying Ohappy birthday o6ardflerlife;and playinga game n t i me s
c al | e ebickielbeakstalkd, which their mothehadinventedfor them Sam explains
how it is critical for him to complete all the ritualen one occasiowhenhe did nothis pet
turtle died He notrees:i mRonttuants, ait 6s how you know
that 6s what ritual so TheNational AugisticiBacietg in thevUniteg t hi n g
Kingdomobserveghat rituals are common amongst autigigople anatan be both a source

of enjoyment ad a cause for distress and anxiety (autism.orgagdesse®6/04/2020)

Some rules and rituatp beyond simple anxiety management into the realm of
obsessiv&e ompul si ve di sorder (OCD). O0dOCMmpulssitymps d
over which anindividual usually hasio control. Obsessions refer to recurrent and persistent
thoughts, urges and images that are intrusive and unwanted and usuallyighlseels of
anxiety and distres3.0 syopress these obsessions, the individual may engage iputsine

behaviour, which can include intense repetition, such as hand washing, or the obsessive
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ordering and checking of items or activities (DS\2013:237). Research into the

comorbidityof autism andDCD is limited andas a result, iis often undiagnsed due to the

overlapping of symptomSpectrum News27" February2019). Typical OCD compulsgins

areseen as being O0stuckd® or obs,evkichicang over a |

sometimes be confused with autigitcialsandstimming

Despite both the children and their pareattemptingo manage change proactively,
a sudden and unexpected shdhresult in fraught responses. In the emotional space, these
included separation anxiety, panic attacks, trauma, excessive fear, patil@wegidance,
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 dit in6or pretend that thegre coping with change, many
children and adults will atétlhehgernatonal mask t he
Society for Autism ReseardiNSAR), notes that masking, or camouflaging, is a specific risk
marker for suicidality and nesuicidal seHinjury (Cassidyet al.2018. Research places the
risk of suicide and suicidal behaviour for atypical teenagers and adults at nearly ten times that
of the gengal population andpeaks to the high levels of comorbidity betwaatism and
depressiorfPsychology TodayLO" February2019) The spectrum that emerged around the
stage of adaptability related to the chilé ralilisy 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 childrerstructure,and make sense of their world. It also, once agjaistrated
their constant battle with controf their environment antheir body.

Moving on to the lived experience

The primary focus of this study is to understand the lived experiencepidaity
children from their perspective, rather than how they are perceived and labelled by the
medical profession, the remediation industnydlp o pu |l af ud n e R@4).(t Ro s e
aims to exploreherelationship between their embodied experiencé@i world, how the
world impacts orthis experience, and how they claim agency in this space. The detailed
analysis ofthallengesbehaviours and diagnoses against a ppanomenologicahodel of
engagements the first step in moving beyorathindividualised and medicalised approdoh
understanding neurodevelopmental disordédshough predominantlypiomedical, it
illustratesa holistic way oexploringtheatypical lived experienges challenges are

clustered together aroutige social rather than treated independently of each offee
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remainder of this dissertatiami | | expl ore each ofoutlheddmthEst ages
chapterfrom the perspective of atypical childrén,uncover the meamg associated with

eachphenomenodentified.

A detailed summary of the neurodevelopmental and associated disorders discussed in
this chapter are summarised by stagthe chars below (Figure 18.a and 18.bThe aim of
this summary is to illustratiie combination of challenges that an individual may experience
at each stagef interacton with their world.Whilst this approach to presenting information
may appear to compartmentalise each challenge expedgnyg intention is quite the
opposite. I n my process of detailed anal ysi
diagnosis into parts, so that | could then cluster them into a more holistic picture of the total
phenomenologicdlved experiencef atypical children and adults. Although | have
specified diagnoseshallengesand behaviourgto physical, intellectual, emotional and
social categories, the intention is not to separate them out, but rather to sindlevwhand
connectionasthey are experienced by stage from one to the next. It would be impossible to
separate each challenge into a particular compondrther physical, intellectual,
emotional,or social, as each is experienced often simultanetysiyi categoriesas we

ergage in our lived experience of our world.
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CHAPTER 5
ATYPICAL WAYS OF BEING IN THE WORLD : ON PRESENCE
THE STORY OF PUCK?*®

Puck was diagnosed with autismsat months of age. His parents noticed thatliie
notlike 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, propragption, 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 br going tobedevery 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 diese to
These physical and emotional challenges mean that he has baswmadange of
medications which he believes have both helped and hindered him. His use of Ritalin caused
major depression and significantly slowed his growth raseliig to shorer 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 Wathmadded 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 importdmtia@s he is first

and foremost a creative perfaem

Puckbs specialist interest is people. He
other, and especially when there is a bit of conflict, he ndist in a bad way, but I love to
see how peopl e are with eRuckiscoodtahtlg studyingt 6 s f un
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 attendeupa chil drendés theatre

30 Puck asked me to choose a pseudonym for After much thought and interaction, | chose the

myt hical figure of Robin Goodfell ow, or Puck, fr
Puck is mischievous but endearing, and always keen to shake things up in human interactions to see

how people willrespond.
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I honestly | ove my career at the children
about twelve. We combine classes, we have physical dance, drama and music, my
favourite is drama. | like any kind of theatre, like musicals, opera, dramae begn

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
eventub |l y he was sent to a remedial junior scho
positive. He struggled with academic subjetdwriting any test would bring on extreme
anxiety. He would often get up and walk around his class or the schoolgéadin
occasion when he was physically restrained t
school at the age of twelve, Huy this point he was very subdued. As noted by the
headmaster of his new school ,s huty dadven,t ihree d
want to settle or do anything. o Through a p
started to open up again, interacting positively with his school friends and teachers, especially

around music and theatre. The school startedlalvand with Puck as base guitarist:

Music inspires me. My favourite music is not only musical theatre, | also like rap and
hard rock. | listen to it anytime, like in the middle of class, | would be listening to
music, like in the middle of maths (hisak favourite subject), | would be listening to

music and studying.

Physically Puck is extremely cautitous. He

d a gs@the day he broke his arm during a hoidimg classagedten:

It was unexpected arslidden, and | was very sad, and my arm was very painful. All
| can remember was being rushed to the hospital and it was the worst experience of
my life. Ever since that experience | have been very sceptical about riding another

horse because | am constgrafraid of falling off.

Another bad experience he recalled frequently in our conversations was going to Jozi

X, an extreme outdoor sports centre with an
there with my school and | fell off the boxibnghi ng, but | di dndét break
Puckds body is a constant frustration to

ataxic gait due to challenges with proprioception and needs to wear special orthopaedic
shoes, making any form of running orac activity difficult. Puck has extreme sensory

sensitivity to sounds, smells and textures,
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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 mothegcalledthat during winter

when his | ips get chapped, fAhe I|iterally phy
bl eed pr of doingtheybody mapmig exercjgeuck drew his stomach 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 favourtedy part:

The pat of my body I like the most is my brain; | love the way it thinks and learns.
When | am feeling strong, | feel it in my head and muscles, when | am weak, | feel it
in my legs. My brain is like a whole bunch of gears working together, it always does

what it needs to do.

Puckbs i deal physical environment is wrap

on top of him. His mother also noted that bathing calmed him significantly as a child. When

he doesndt need to go to school Hf @abowt hid | i dea
day, what he plans to do and how it wil/l unf
talk about what | want to happen to me and h

described how he would often hear Puck practicing orderipigza or meeting someone
new: Altdos al most | i ke he is practicing |ife

Puck, like most participants, did not like to talk about negative emotions such as
feeling sad, angry, scared or anxious. When pressed to discuss tiveoo)delo so
reluctantly,and clearlyfoundthemover whel mi ng: AMy favourite er
calm, happy and excited, |l dondt want to fee
[ emotions] for mysel fPuckfeelsthemeed forcantmobcutel. If over t
things are not going according to pl&e 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 gotery ill and we had to get him back to Johannesburg. When the boys

woke up, | 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 Spurtoeatsomethig, because he doesnbét eat on th
| uggage, istwuovikedlchairgracatically passed out, | just grabbed him and
wheeled him onto the plane. He was eleven, so we are not talking about a tiny boy,
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and he threw afit. twashe one time | needed him to b
didndét care he was shouting and screaming
Wimpy. The ground staff had to get my luggage because | knew Puck would run off.

He was screaming lMibdobwgeaariengooan wlkei arfeuck
Puck can swear. | had to drag him on the plane, his arm was blue from me pulling.

After my husband got out of theatre, | went straight to the support group, | needed to

talk it out. The therapist was so wistie 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 didnét go to Wi mpy everything
mort al real | y uwys#lemn in the hospitallared awsided hird unfl he

was better. He doesnot |l i ke to be faced

One of Puckodés favourite pastimes is meetd.i
room is a shrine to various music starg] &e speaks with passion about meeting anyone
whohe considerstolteal ent ed and famoudaydei flesd cmormelido d

he presented to me:

One of the best days of my life has to be when | was chosen to perform in an opera
musical called_a Boheme. What was even more exciting was meeting all my

favourite opera singers [he named each of them] and many other talented opera

singers who | am very fond of. | learnt a lot from the singers and the chorus master.

This was the best day becaudelt like such a theatre star and an experience | shall

never forget. Also, one of the perks of being a theatre star is getting presents each
time you perform and thatos what | | oved
it was far to drive but #t is one of the few endeavours of my life that | 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 toggttieerdays hewould barely manag20
mi nutes as he was t i roeldisvasaitenneatedio theaantentad@f al o n e
our discussionsHe foundit very taxingto talk about school or his emotiogwever, ifwe
turnedto creativity, music or the theatreis 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
wi ndst or ms, svweband @munting batls odeeaurtheads. 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. |
was extremely conceed and called his mother later only to be told he was fine. He had

a s k, a ed cbotdrink with 3 betd blazlcr irriteasdconce lbe
had time to decompress, he was back to his bubbly salfiaeting the show to his parents.

raced in and

From actively seeking out famous artists to engage, wathis family and friends,
Puck loves to have ppte around him, but on his terms. He uses his very close community,

-- his mother, father, brother, uncles, cousins, friends, teachers, coaches, carers, therapists and

evenpets-t o navigate the worl d. Each hak a rol e
di fferentl yo t o Hamdhheintug camiee fuhry,eharm;gand i al 0
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 relationghliyer,
shedding a few tears and telling me, Adonoét

relationship further. He adores dogs, not in his home, but as playmates that he can visit for

pl ay dates [at his wunclebds house]:

| like dogs, especially &rry and Quincy, they are more fun to play with. | 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
Quincywouldsayabut t hi s, 0 or @ HWisfaher takedabodtthé ove t hi

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 wi |I6llfindiavweryeasywlhdiattact wo ul d
him with Larry, or 106l bark at him, itods
Pucki f Larry was here now, hedd be running
boereworéi, t cal ms hi m d elkeabubbeyoppingt el vy, it
Puck would often talk about how open and
angry or want to shout at you, they bark, but most of the time they just want to play with
you. O Puck has an extr evnmnd, §nd ditenvgetd fisaped @h s e n s e

what he views as bad behaviour, or people being rude or disrespectful. His parethiatnote
hedoes not stick to this own moral code, but he does expect it of others. Hasksen

extremely direct questions to complsteangers omakescomments 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 of

Puck likes to portray himdehs 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 parents
both terrfying and exhilarating and take great joy irited his motheto fitell herwhat |
d i ,datomy next visit.When discussing his favourite characters, he would always choose the

6bad guy §thiawascbnsigentta@ossoall nparticipants

My favourite character is Scar in the Lion King. He is very sly, he is a bit mean, he is
like the villain. 1 like the way he speaks; | mean, | like the bad guys. A lot of people
ask me why I like them, and | say because they have a deep voice likeikeethé |

fact that they get everything, like big songs and stuff. They have the biggest parts.

When | asked Puck to describe himself usingetrchpes, he chdse O0OReb
Puck and | spent a lot of time creating a personal brand for himself whickléactiesigning
a personal crest, a collage of his future dream worldagoaiisonal vision He also defined
his personalalues anddentifiedwhat he believes makes him special and unique. We then
discussed at lengthe people and actions he would néathke 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 hi s ,jestanen tohid determihatiootoa s A n
flout stereotypes of autistic pple. For Puck, autism is an important part of his identiig

not situated in his brain but in every aspect of whesh@éi t si t s dédescribesound m

It means | | ike different things to other
umal ly find out when they get to know me
I let them find out for themselves. They just talk to me and realise that | like different

stuff. On the boat | had a little autism brac¢éRatck had recently been arcruise

ship with his parenjs My parents instructed one of the team councillors that | am

autistic and then he told everyone else. And everything was fine because they all

knew. | got on well with everyone and they got on well with me, because niegy k

I didnét have to explain it because | had
because | think | wild!@ | ose some of my fr
find out for themselves, but | &tathendt | o

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 ofglelcrui

met this nice African American couple and
you for holding the lift for me and not closing it, because people have been closing the

lift on med Then one of them said | must go and complain to the comcaarg they

will tell the captain. | t ol @andhHesard, 61 t h
people had no consideration. It made me feel disappointed that there was no respect

for others. I saw a couple ORoskoawks Ages
which | actually went to see a number of times because it was so good. | think the

actors also knew | was on the spectrum because they high fived me and stuff.
In his future dream world and visioRuckwanted to travel as a creative performer:

| want to travel the world, New York, London, but | also want to bring creative shows
to South Africa. | want to be a triple thread, a singer, dancer and actor. | just want to
entertain people. | want powerfules, where people are a little scared of you. |

would love to go to JulliarfiSchool of Performing Arts in New Yofk

Puck described his values as having respect for people and putting them first, having
imagination and creativity, having commitment,igepunctual and never giving up. He
believed that what makes him special is his ability to endear himself to pelepdéso
believed bhat he is good at creative writing, has a good sense of humour, is committed, and
works and trains extremely hard, arelib always on timeRuckbelieved 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 develogm t i npersbnaberétige, however, happened
after we had spent our time together. | collated the story he had shared with me about
himself into a book which | took back to him after number of months. | first shared it with
his mother who got vibly emotional as | took her through the detail of what Puck had
envisioned for himsel f. She t hedno sylsoaltoed, fAy
proceeded to tell me a remarkable story of how Puck had used the work we had done together

to change is 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
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arts like Julliard if he was really going to become an actor. He lookedhigh

school supplied the child actors to perform at Montecasino, from one of the old

theatre programmes he hae keeps all of them. He then contacted the school and

asked for aneeting 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 waswutistcand she told us that she doesnot
if he was prepared to try, she was happy to give him the ch&uw;be started at the

school after the holiday break and he is loving it. What is amazing is that his

academic results@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 | ater, Puckds mother contact
key individuals to a show that he sveoing as part of the school, and he would like me to
attend.

Sitting in the packed audience in one of
to see Puck taking part in a group dance number. After the break, Puck then appeared on a
screen talkig 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 foll owed Puck wal king onto the sta
me um initially on his own and later with a fellow pupil and adult opera singer, whilst a deaf
choir signed the words in front of thethe performance was breathking (seeFigure 19) It
was an incredibly emotional event and despite a few teatanding ovation that went on for
some time, Puck stood proud, confidently embracing his new role as professional actor and

autistic creative performer

When | took Puck through his book that we had created together, he just smiled,
nodded and then askedhe could dedicate it to Quincy, one of Fasouritedogs who had

recently passed away.
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Photo Source: Born to Perforr

Figure 19.

Presence a phenomenology of personal identity

The first phase of phenomenological exploration involwederstanding how nrgsearch
participants 0s ldexplated th@r pliysical praserice, bewgin theu
bodies in the world; their intellectual presence, what they thought of their brain, learning and
their ability to learn; their emotr@l presence, relating to their seteem and feelings of
selfworth; and their social presence, which incorporated their values, their desired
personality, identity, and what they envisioned for themselves in their future. Personal
identity relates tdnow individuals develop themselves as-®elfhscious beings, with a

distinctive mindbody-selfawareness that is separate from others around them. It focusses
on the i mportance 0&Howpespelidenify themselves fraenrothersn h o o d
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. ldentity is influenced by
family membership, gender, age, ethnicity, race, language, culture, virdltimportantly,

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.

Seltnarratveplay s an i mportant r ol eandthusest abl i sh

personal identity. MerleaBonty (2@5 [1945) argued that who and how one is in the world

is a combination of a person6és historical an
either identifyingwithorr ej ect i ng 1 t . H e -pdrsermalmmdgersorfali s a p e
existence. As noted by Peter Antichn ar r at i ve deci sion is both f

and also defines this life, giving ita precisdlye t er mi ned meani ngo (2018:
self-narrative, we make sense of our lives, interpret events in particular ways, and give them
significance. Our lives are structured by our-pegsonal existence, but by interpreting and

narrating this in a certaaway, we can alter our lives in the development of our personal
identities, as illustrated by Puckds story.

world, the first question to ask is 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, | 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 couptioten
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 | usually knew
where she was, | would make a show of searching high and kbthan quietly creep to the
back of her house where | knew she would most likely be sitting in her favourite place. On
more than one occasion | found her sitting quietly with her chin turned up towards the sun,
eyes closed and a beatific smile on her faeemingly in rapture. | 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 e
but rather than sgpaling inexcitementshe would often look a bit disappointed, as though |
had disturbed her. She would reluctantly leave her seat and walk back inside with me. When
| asked her where she went when she closed her eyes in the sun, she would smileianhdosay,

Joy. o
KC Il oved the Disney movie O6lnside Outd (2
various emotions as caricatures in a teenage

was a blue haired pixie character called Joy, named for her etgvositive outlook on life,
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the embodiment of the emotion joy. When | discussed her various emotions with her, KC
described Joy as her perfect way of being in
ever want to feel sad in the whole wide world, tjuswant t o be happy |i ke
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 langks in her daily routineThis could

includenot feeling optimal physically, if anyone asked her a question, @action tdoud

unexpected noises such as a dog barking. Any of these could lead to an emotional meltdown
whenshe would display extrenanxious behaviour, babbling to herself incessantly and

completely panickedHer facilitator noted of these emotional episgdies he put s her h
to her head | i keHernmelddewngpoesent@s abject sadngsd wittdneuch

crying and a fdeng of complete helplessness. It often takes days for her to return to her

bubbly self again.

Many respondents had the abilityascendnto an almost zetlike state, completely
oblivious to the world around them. Blaze complained that she was constantly admonished
by her parents and teachers to figet your hea
ar e my hapymamogxpressedcsomilar frustratios1 | i ke it in the c
wher e my i de &scetbecchidrenfemeveththis calm, dredm state, it was
sometimes difficult to get them to reengagehe real world Parents shared stories of how
theycould call their children loudly, only to be ignored completely. The children would not
even register that they had heammething andnhay requirea physical shake to return to the
presentMost participants described these altered states of conscicusaéseir own
personal worl ds, where they could be exactly
worl dsé were described in various forms to n
almost like a movie that played in their heads, where thdyh®leading role. The children
described how they could enter their dédown wo
video game. If they were disturbed, they cauletaphoricallypush 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. Ovet5 adults shared vivid stories of dream worlds and
imaginary friendgrom as young as three years of agho they recalled in detail. ofhe
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, orhaytey 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 resjesuiidyed:

AThe gi rl I n the mirr or Niekgand gngwadmyoppositerini e nd ,

every wayél was aged 3 to 10 years of age. o

Whilst | was conducting fieldwork, the Stephen Spielberg mBeady Player One
(2018) opened. It illustrated a futuristic world where people engaged primarily in a virtual
fant asy s pace oagaherithandtheir dysopidré&bveildsAll my older
respondents watched the movie, and the boys especially spoke animatedly about how this
represented their experience of playing video games. | observed most of thenvebytamsi
these virtual online spaces and their characters were entirely different to the ones that |
engaged with in the physical world. Shy, cautious children, often with severe speech
challenges, would become confident characters in their virtual gartescting 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 Miaéidook 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 streeethat would take care of her, statifibe t 6 s
do this, | et &mwwsduridugdat thelCresperswaombiedtype characters) for
trying to hurt Meme and destroy her structur
get away frommy Meme!®n 6t worlr ywiMelmesave you! 0 I have
parents, especially fathers, who have used video games as a way to engage with their autistic
children. Keith Stuart, author & Boy Made of Block016), described how he used
Minecraft to conect and play with his autistic son:

Hedéd spend as |l ong as weod6d |l et him just w
little shacks, or just digging for precious materials like iron and gold. It was lovely to

see him so happy, a n dVhenever sve agleed)hendabautn s o me t
school, or how he was feeling, hedd usual
ignore us, but if we asked about Minecraf
of medical examinations and occupational therapy andretasts and visits to

paediatricians, the problems that Zac faced had become our sole focus. Minecraft



helped us to see and appreciate him as a fumaginative and perceptive child it
helped us to meet our b¢WH Smith Blog 27" March2017)

These virtual worlds were not just on video screens. Blaze told me how she spent
hours staring into her motheroés | arge dressi
plays, as did Puck. Ara barely spoke to other children between the ages & $eamsd,
unless they met her in the incredibly elaborate theme park she created in Minecratft.
Navigating through this creative world, she would give you a detailed personal tour
illustrating a mischievous sense of humotirerwiseonly evident to her faily 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 dreaminga wn @ ibis Hotdysite a dream as

it still requires consciouess andphysicalengagemenr interaction. However, a video, a
mirror, a camera or a scremma filter thatprovides a level of safety and allows the children

to engage in far moresky 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 on lieeses i

spaces.

The next world in the spectrumasthe tangible or real world-his wasa difficult
space fothechildren to engage with farariousphysical, intellectualemotional,and social
reasons, andiastherefore not a place they chose to spend a lot of timgaslan
environmenthat theyfounddifficult to comprehend. Thewereoften overwhelmed by the
cacophony of sensory inputshich ledto @roblematicbehavioudas they tiedto gain
control andregulate themselves. The tangible wanigisa space of conflict, judgement,
guilt, and embarrassment. wiasalso a space where defiance and rebelliomrhea means

of gaining some level of sefsteem adh selfworth.

Beyond the tangible, themerevariousalternative states whernenlike ther 6 o wn
wor |l dsé& or Ogontrolwaslinatéd if modbincondeguential to thehildren These
altered states often &ctas a warning of physiological change, problems with medication, or
t hat O bur nouwasimnunent. S@nie paredtoalsm spoke of a similar state just
prior to their child experiencing an epilept
feelingd which gives him just enough time to
position to mini fhes aeegdtize statesare desciibausby dddlte as

6di ssociationdé where one appears theughssc hed fr
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and feelings appear di scisatome avthed ef t hre ex@eali
oneds world feels hyperreal or unreal, dlike
compl etely di sconnleksenedimahyrddrem experiancinglthesd y o0
alternative states, but they were extremely difficult for them to describe. | therefore engaged

with my online community, who shared their experiences:

I have this thing where my consciousness feels kind of setback in my hebhdmand

profoundly aware of the separation of my mind and body. My body kind of feels like

a puppet being controlled by my mind. A
but for me iIit's almost | i ke HYPER mindful
professbnals and teachers about it in the past and no one knew what | was talking

about. | once thought maybe it was some kind of disassociation, until | learned what

that actually meant! Then | realized that it is kind of the opposite of disassociation

(Amanda autistic aduly.

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 dbwn or meltdown. It can

sometimes come with a drop in blood pressure that makes my visiomkganda

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 | 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 ep{&adby, autistic adult

It's a bit like... the usual multayered 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 in{&uityautisit

adulp.

As a precursor to meltdown,orab ody 6 s approach to protect
stressful environments, dissociation was clearly another world that most adults and children
spent time in. Many adults linked their feelings of dissociatidarig 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.

Theynoted howdissociation is highemmong gople inthe autistic community due to their



general vulnerability, chal l enbgmddifficslies h as 0p

processing emotions, especially linked to experiences such as emotional abuse and bullying.

The final worlds that | bservedhe childrenexperience were those @fme | ts@,o wn
someti mes f ol | s vAendltddwyg is ansntenseé rdsponse to an overwhelming
situation, which could have physical, emotional or social triggers. They present differently in
thechildren and adults. However, the most common form invob@ue angetbut mostly

abject sadnesand a sense of helplessness

His meltdowns are depressing. He wants to be aldadocks himself up in the room,

you dono6ét know whatodos wrong. | have | earn
think the world just gets on top of hi m.
He just comes out of hitsalkabowithPacuk 6lse 6 s f i

pair).

Tears. Sad tears. You,heanusde |lnokdosamdt T
aggressionél don6t happenadbuhibeecompleinedabdut v wha't
something and just started crying and | remember thinking wiydasmmething like

this upset you so much (Puckds teacher)

She doesndt scream, she does deep, deep c
cheeks and they donét stop. She dadesnodt
(K C deilitator).

Some parents shared experiences of angry meltdowns, but these were often related to
a deep sense of frustration. On one occaswiist sharing a range of negativepexience
at hisschoo| one of my participantashed out and slapped roethe face.He was
immediately sorrandapologeticit was as though his emotions had gotten the better of him
and needed a physical outl€rying, shouting, screaming, kicking, hitting, lashing out,
biting, running awayor just collapsing on the floomeltdownswere a manifestation of
survival orsympathetic responses to the workks noted by autistic blogger, Melody Rain:
AMel tdowns f eel |l i ke a release of all the ba
During meltdowns | feel like my life isendingéin not hi ng wi |l |l (Bheer be b
Art of Autism, 15" January2020)

OMel t downsdé wer e of toéamerefcoildrénaguiteliterally ghuté s hut d
down their bodies into an almost catatonic state. Shutdommotneed to be preceded by

meltdowns andcould also havehysical, emotional or social triggers. Some adults ascribed
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shutdowns to a range of mineraldavitamin deficiencies such as choline, magnesium,

potassium, vitamin B12 or taurindt can also be the result of a sensory shut deviaich

has a range of causes that result in inflammation and changes in blood prissasemost
oftenassociatedwih excessive anxiety and physical ex
only happens when I'm overwhelmed, and only in pébNty theory is that I'm trying so

hard not to have a meltdown in a publ.ic spac

Blaze(149descri bed how she would often fAblackout

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 | knew | could never get
through in time. | 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 anachine. She kept tuning the page and smiling, turning the page and
writing, I couldndét stop |l ooking at her.
started struggling to breathe. Then 1 do
body took ovefrom my brain, it was really weird. | felt this wave of happiness wash

over my whole body, like | was bathed in warm sunlight, it started in my head and
washed down to the very tips of my toes. | lost a bit of time, but when | came too, |

was completelgalm, | looked at the paper, turned it over, put my head down on my

desk and fell fast asleep. | only woke up when they were taking the papers in. | had

even dribbled a bit on the paper, it was hilarious, but | got to the point where | just

d o rcare anynore.

Shutdownscan be full, where a child is catatonic, or partial, where the child
experiences a loss ofemory, sense of time, sense of self and various aspects of cognitive
thinking or abilities. Full shutdowns, &azeillustrated, involves the involuntary total loss
of function and subsequent shut down of the body, often followed by sleep for slooiger
periods of time (Loos &Loo 004 ) . Thi s shutdown can | ead tc
or rigid during this period and rather than simple avoidance behaviour, it is associated with a
significant stress r espon,sAmythest Schabek descnibesAtut i st
asit he braindéprmeebodoaf wbkh thereds too muc
preservation techni que (Askoan Autistici3! Newembea nd s av e
2014)
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| observed the children in my study, inlh e se par al |l ebtowor |l ds, f
ovirtual 6, to oOreal 6,0andfmallytdd scsomunteccd verdd®., t Al
states had an impact on how they experienced their world and how they perceived
themselves. This isxtremelyrelevant when one considers the amount of time the children
spent in each of these worlds. Shutdown mettdown occurred relatively infrequently, but
given the choice, the children woyddefer tospend far more time in the@ownbanddvirtual
worldsdthan in the tangible or real worldrhis iswhere they félmost confident and at
home. These dream or partial dream states vedien not possible due to school
environments or intense remediation programmesheyt werecertainly their most desired

spacesto occupy:

One of the things | can do because |1 d6m au
is I 6ve got a very, very vivid imaginati o
in two worlds most of ttheeorld weraleshare,ahch er e 0 s
then therebés the world in my mind, and th
real than the real worlfRosie King, autistic advocate, TEDMEBeptembeR014)

Diagnoses of dissociative states are usually treated as abryrthal biomedical
fraternity and associated with pathologies such as schizophrenia, multiple personality
disorder and borderline personality disorder. However, in mamyWestern cultures
experiencing multiple selves through practices asspirit posession and altered states of
consciousness are perfectly acceptable (SchHepghes& Lock 1987:16). For atypical
children these altered states of consciousness were critical to their wellbehnggskdtion

and contributed to their identity amdw they presented themselves to others.
Cautious bodies adventurous brains

As | have already describedl, my research participants had relatively difficult starts
to their lives Many were born prematurely, some had spent time in intensive careamcits
mostpresented as physically cautiousccordingto their parents, all had displayed some
challenges meeting their expected developmental milestones, and some had found creative
ways to make up for this. Ar a 0 sfi snioet huesre dd et soc
around on her bum using her legs to propel herself forward, much to the amusement of
everyone who watched her, like a little jacktheb o xBuck di dndét say a wor

his first year and then started speaking in full ser@enc
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The most vulnerable chilat birthwas Buzz14): fiThe worst day of my life was
probably the day | was born. | had a heart condition and | never left the hospital for a long
time. All | remember was there were lots of tubes and stuffand s n 6t happy about
allo. Buzz was bormt thirty-six weekswith a hole in his hearand had nine operations in
the first year of his life. These physical challenges have continued well into his teenage
years.Heis not interested in placing H®dy in any risky situations, and as with all the
children, his ideal place is in his lounge playing video gameghing his favourite movies
or wrapped up in bedLike Puclkd experience of risky physical environments, Buzz
explained: Atsdohdmn & icetortballEdortsar tacldirg sperts like

rugby, and my worst nightmare is paintballoo
My body when it is happy

| spent a | ot of time exploring the child
what it felt like to be inhieir body, in the world. Using the outline of a body, | asked the
children to draw what they thought was going on inside their bodies when it felt good and
when it felt bad (seEigures 20 and 2ih the following pages The pictures they drew and
the ingghts they shared revealed an offemught relationship between their bodies and
minds. Where their bodies appeared fragile and often unpredictable, their minds were
perceived to be creativamaginative and strong.

In this exercise, most of my respondents struggled to conceptualise what was going on
inside their bodies, as noted byHoWe®er, Al dono
after some discussion, an interesting picture emerged. Rather than physicah exeftio
pushingtheir bodesto the limit, agmany of their neurotypical friends or siblings dide
children felt happy if theibodiesfelt contained, warm and calm. They were particularly
concerned that everythigorkedas it should, revealing a fedwat this may not always be
the case. Ech@5descri bed his happy body as fAeverytht
lungs are nice and big, my heart is fine and the blood is flowing normally, my brain is red and
full of blood, itts g o | Mbst aséociatd a healthy happy body, with healthy happy
emotions, as Argll)shared A When my body feels good it fe
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Figure 20.

The most important organ to all the children, in a happyy that feels gogdvas the
heart, and the bloathat it pumps to the rest of their body. Asnoted by B3¢ f wh en
my body feels good, it starts in my heart and spirals out from there, energising my whole

b o d €aro(7) drew a silver flower for her heartand explained f eel .sWhenong her
asked where she feels happy, Atd)advisedfil f e e | it mostly in my &
butterfly fluttering around, it can be big o

Even KC(11), who haddifficulty conceptualising the inside of heodly, described how she

felt happiness in her chest. In addition to the heart, blood is seen as critioadlilgr

functioning and where energy and life emanate from. Dyn@ydrew an intricate map of

vessels reaching throughout his body and explaibéxbd is very important to your body.
OnlyPucknot ed any chall enges with his heart, as
good, it is still red but mor e i,descehing e, Pt

how even when his heart does not feel optimal, itfelsopen 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 @pd bod
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connectedness. Buti4) described hisbrain& f ocus s ed ,@amddrawinghisf ut ur e o
brain as a triangldieexplairedii |  a m v e r yPuck@d5 explamadithakis brain

Ahel ps me wparnkd arhdatf d cu sica | walyosWheropetaringshisa t 0t
brain, Puck described how fAalthough itds al/|l
wor ki ng . Thesgannettienrwas mirrored by Bla@S), who statedfiMy brain is

interconnected and powerful, its connectethtp heart , wher e .iQtherget s i f
organs of power related toahdngascliescitihlaedoc

you feel strong .

All children shared some level of understanding of sensory processing and how their
sensory abities allowed them to engage differently with the world. As noted by Bi\tg
senses are an intricate strategic network of triangles and they communicate in a mystical
w a y ldowever, their heightened sensory ability was also seen as a ¢ualgad swat, as
too much sensory input could cause them to become overwhelmed@ertencentense
pain. The last organ to be spoken about was usually the stomach, which was S@knaes
long as it remains calm and relaxed ( E1&)hWhen exploring the negative aspects of the
body, the stomach was usually the primary culprit and all areas of concern ahfiorate.
It was viewed as an organ that could not be trusted. If it can be contained then it was viewed
positively foritsabil t y t o @ h ol d(Blazdy 13phgwevet, as gated by dBuzd

(4, dAmy stomach is a bit anxious even when |

The children also depictethaura surroundg their body. In each instance it was
described as protective, containimg toody and keeping everythisgcurelyinside, as noted
by Buzz(14),ii | have a strong pr otDlRymamo(Adescrebedrhia ar oun
aura as fiblue, | i kand Blaagf1® describacshkrs d&@m over meo
internally, but it radiate sunshine to everyone else, people feel warmed when they are near
m e .0When 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
experiene of playing with the children, who visibly relaxed when outside, as Dyrf@mo

explainediNat ure i s where my body feels better an
My body when it isunhappy

Exploring the body in the negative sense brought on high levels of anxietyhe all
children as they recalled injuriegperationsand 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 semfsgcofnection in an unhappy
body, as explained by Bu%t4), imy brain, heart and limbs are all square boxes and

di sconnect ed . Blaze(b3) desaribdtheraunhappyrbadgs fifeeling broken
and spilling o.uDynamd(8) physivallyracted buehoww He deelesickness
all over his body, and then illustratedwit felt like his life was beingisucked oud of him

as he slowly collapsed on the floor in front of me. Like PU&R, all the children felt

particularlysensitive in the morning. Dynani8) notediil al ways want. to
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Figure 21.

From an embodied perspective, the most distressed child was Flag@paviap like
his older brother was battling with the early stages of EfidardosSyndrome(EDS). This
syndrome is a group of disorders that aftbet 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 regpdns oftererratic
behaviourn Don 6t f orget , h e . Theovarflexibpitg of jppintadnd o f
blood vessels can lead to major problems with blood pressure, frequent subl[paatiahor

full dislocation and relocation @ints], 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, yaud 6t see it as much w
but his brother is constantly adjusting and clicking his rjggknics wrapping her

hands around her neck and chin and twisting upwards until it clicks louidiglieve

his dysautonomia (a disorder of the autonomic oes\system), hypertension (high

blood pressure) and fibromyalgia (widespread musculoskeletal pain) have to do with a
compression oliis vasovagal nerve (manages gayapathetic nervous system). If

you look up the RCCX theory, there is a Dr Sharon Meglgthwho 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 childwho are often on the
Sspectr um. FIl ashbang is a happy child, he
anyone appreciates what it takes for him
not delivering enough but imagine never being completely mtrobof your body,

ités completely unpredictaldeThe instability of his body gives him a great sense of
insecurity, his kneeapis loose, so it sometimes just gives way. His brother is

constantly experiencing dislocations and subluxation of his jdirg$)ip 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 conditionnbut that | know what to look

for, | see it in lots of childrenAs a teacher, | see the kids who are constantly

adjusting their joints, roaming around the school, fidgeting and falling off their chairs,
itds a big issue thasty( Weaskkbdngossmarhet p

Flashbang attacked both body contour pictures with a high level of aggression,
indicating thedistresshe feels in both his happy and unhappy betitegseeFigure 22) For
the for mer he , iwaspeedhbubldlensd mf popopbe | atfer, il
suggesting little to diff ebrhefortefullystabbedthee t wo .
page with the pencil crayons. He scribbled across the body contours and when | queried this,

he shared that this was because he often felt like he had no control over his body.



Figure 22.

The primary s ourypi@lbady stagsin tite stantaehpthe weat okatl
their anxiety, often illustrated through the physical act of vomiting. Bidzdescribed how
anxiety and stress stad in his stomach arelentuallybubbledout, and ke sharedhow he
had physically vomed during a recent maths test. K(1) drew a grey box to illustrate
where shdelt anxious or afraidfiit 6 s | i ke a s g Am((lynoiedrhowmy t ummy 0O
anxiety felt like a swarm of bees in her stomach that spreads across hdPbddiL5) drew
his stomach where his heart waed vice versaHe descri bed it as dAligh
we |;Howeverfii t someti mes doesrdt dfiaelr hpgea@ad Iwihk &€ h
admitted to experiencing frequently. Although feelings of distress and anxiety start in the

stomach, they often move up into the head, causingibétfunctiord Echo(15) explained

Amy brain is al/l ovadiri ngheipl agoaset boRlcmacéts dol
(13) described her braiasia si eve with a black hole, where
away into .nothingnesso

Although most children believed they h@iperior sensory abiliti§stheirsensory
sensitivity, along with their fear of over stimulation or sensory shutdomas also a cause
for concern Blaze(13) described how sensory overload can leave her featuigand
bl eeding and | cané6t feel @anyulkPick(ibhasmar act ua
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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| have ear plugs because | have very sensitive ears, gun shots and loud noises hurt

them. My eyes are fine,budlon 6t | i ke t he smell of bad t
my school that is down, and | <candt <conce
al so donét | i ke people touching me.

Most children associated bodily feelings of distress with the breakdotieiobody
and often described it as faulty or letting them down in some way. @&hexplained:
iWhen | 6m upset it doesndét matter how much |
j ust don6t.Beyand being umrulyy therekwaas a clearssethat 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 childrenTheirb odi es ei t héeo fH&pi Wbe odddaitdtieiraze, 13)
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 bound#ia$11)
noted that her aunaasii a | | b r,amkBuzr 1u4)o:protéchrg aura no longer covers
my whol e body, s o meCacatvgdsewher ynbappy ausalasit downo
intersecting lines as though it was broken, and Dyn@ndrew his aura by stabbing red dots

all around his body that nall ows the sicknes

In contrast to their oftefractious bodies, athechildren valud 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 coneu, 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 1% described his braias an intricate set of gears that whirl around his
head Dynamo(8) drew his brain as a wetliled machine where race cars pull his blood
around his body at a very fast pace. When | asked him how his brain works, he drew a small
circle with a tiny cainsideitande x p| ai ned At hat <car .drives my
Flashband9) was in awe of how his brain works, notirigt i s al |. Whembht | need
asked him about hi sxphlioetthatrhe codlddachee mnythingrag hisé , h e

mindwasii nf i.ni t e o



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 libramyn by a librarian:

When a memorys 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 macham&thenl remember But sometimes the
bookisverf aded, and | canét remember. | have
sleeping, it is just resting, but sometimes the guy gets a memory from the library and
putsadreamimnd t hat s what | dr eam. My dr eam

made into mo\es.

Some children noted a clear conflict between the structured analytical side of their
brain, and the creative more imaginative side. BdZy drew a battle between robots and
freedom fightersexplaining hisconstant battle between being creative ayitg to
remember things like maths. Co@f) 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 representedistraod the foxvas the
creativity in her life. The struggle was to try and get them to work together to put blood into
the river, because, asshenoif@th ey dono6t al ways work together

On learning and learning environments

Despite their predomantly positive views on their brains and how they function, all
children had been diagnosed with some form of learning disadildgpoke at length of
subjects that they struggled to comprehend and engage Tathts werdnighly stressful
events,asBz(14)not ed: AWhen | see the maths test,
inside me until | actuallyacts out vomiting on his degk Despite all having excellent
memories, high stress test situations caused them to forget everything,(&%)Aeaplained:
AWi th maths, it just falls.ldwts dfowngkslue ad ran
have to enforce my brainsomyme r y i s n.'Learnsgchdlengesdf dyslexia,
dyscalculia and dysgraphia were all coupled with difficulties in concentration and ADHD.
Despite extensive researtttat illustrates the difference betwaatellect and the
neurological circuitry rquired for reading and mathematics, children are often labelled as
stupid, lazy and wilful, and this impacts directly on their-sstieem and selforth (Wolf &
Stoodley 2007).
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Maryanne Wolf (200yargues that human beings were not born to read, anthithat
skill was developed through adaption and evolution over many thousands of years. Wolf
explains thathrough neuroimagingesearchers were able to assess how différamnts,
thoseof a typical readeanda c hi | d di agnosednweadindy Treeyeurale x i a,
signature of the dyslexic brain indicates specific disruptions to the posterior reading systems
that are crucial in the decoding of words and sentereessh o 6 s mot her shared

when trying to help him practice for speg testswhen he wasroundsevenyears 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 wordHgefore.

woul d al so consdt aondtdl yo rr ebvaedr saen db bééo 6a,n i t w.

Wolf (2007 notes hown a learning environment, a child could be shown the word
0stoned6 and rather than that information bei
shifts across to the rigbtain, 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 r é snmaclassioorn gnvirerenegnt, theg t h e
child gopears 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 teach@nd classmatedVhile somehad positive experiences,

most described instances of humiliation, usually in front of their peers:

I n grade two | was struggling to read, an
wor ds. I coul dnodty ofui gcuarned ti tk eoeupt aasnkdi nsgh em
answers], but Il.lcovalsdrndtyidcdag ibtutmys eloful dn¢
mewoes] cr oss], and | struggled to manage my

cos | thought I could handle it on my o\Ara, 11).

In grade three we had spelling tests every Friday and | 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 totdhokel my

hands out in front of me and smacked me across my fingers with a ruler, because she
thought | was being naughty and switching letters around on purpose. | repeated
grade three at another school and | remember spending whole breaks writimgdhe w

0t hey d oV erontheldackdeasr Thand would have to use itin a
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sentence, and | would write 6thayd again,
13).

At my old school | had a horrible teacher and cycle tests were hardus&th¢éo shout

at us i f we made a mis,#ttl ke and | didnodot |

Most children expressed high levels of frustratiothatr schoo&s inability to see
them as multifaceted individuals with diverse interests, as noted by onefdthely justsee
you as clever or stupid and there is nothingpie t w.eTéiaredwas a clear sense of
exasperation at much of what they were being taught at school, and hbadbesy little
relevance to their specialist interests, which they all hoped to pursuleliés There was
al so a high degree of conflict between the c
and the school 6s assessments of All thechildrenabi | it
were either in a special learning envinoent orhadto 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 theirfeelimy of di f f er e n diretheanteltbctudldpacscaThis e me n t
appeared to haveraarkedimpact on their selesteem, and most spent a lot of time trying to
prove their maturity and intellect. They did this bther seeking out the company of older
children or adults to spend time with, or sharing endless streams of facts and information, as
Echo(13once proudly informed me: AMy friends ceé

stuffo

Technology, although embraced in some learning environmentseistofated as a
hecessary evdlrather than a tool to enhance learnirRarentsare regularly chastised for
allowing their children to havéoo much screen tinge Atypical adultsargue thafi s c r e e n
addi cti ono i s Foamostfitechnoblagy hed changecathei lives profoundly for

the better, enabling them to communicate, attend school and make social connections:

My phone helps me setégulate in new or overwhelming environments. People
constantly comment and shame rnet they have no idea how much | freak out

without it (Amy, autistic adulk

An activity that occupies the busy parts of my brain, for me, is essential to processing
information. | get this from playing an online video game or digging around on the

web. Itis as if the logic parts of my brain can't make sense of the informaaée
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in, in the course of the day until | give those parts that crave repetition something to
do (Ralf, autistic adult

I can't handle many relationships in person. | live myrtifistly in forums online. It's
where | am most comfortable talking to people. | also can form my thoughts better in

writing (John, autistic adylt

Beyond assisting with writing and spelling, technology provides an important filter
for many atypical childen, assisting them with sekégulation and providing them with a safe
social space to engage with the world around them. Ratheatkaanédaccommodation in
the learning environmeyall participantdelieved their phones and tablets wemdtical tools

that enabld themto 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 Spielberdiave spoken about hadyslexia helped them to think differently about the
world®* These 6s uc c easendtndcesshnjlyghe aoxni, lusti@erevisience of
right brain dominance and a preference for careers in creative thinking, performance arts and
designamongst people diagnosed with this learning challéWgsf & Stoodley 2007).

Creative abilities are often related to specialist areas osfocinterest, which were present
in all my participants. Echo built his own super gaming computer at the age of twelve from
watching YouTube&ideos Dynamowasobsessed with any form of engine or vehicle and

createl Lego constructions that defy beliefrfois eight years of agé&igure 23)

Figure 23.

31 hitps://www.dyslexiaonline.com/basics/famous dyslexics.&ockessed 27/09/2019
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Coco8wr i tes and il |l ust r(H)teegagesirnconptxdesgd s b oo
projects on her iPad; and Pudé) has thrown himself into a career on stage. Brock and
Fernette Eide (201 1¢xplored these specialist interests and abilities, which they describe as
different patterns of optimatonand cogni ti ve functi ef.f 0They n:
between areasf skill and other cognitive sets, which are required in the learning
environment . This trade off in many ways mi

struggle that exists between the creative and structured sides of their brains.

The childen noted that many of their struggles with learning related togbleaol
environments, which mosbund to be extremely stressfulasked the children to describe or
design their ideal learning environments. The resotisided libraries, spaceshipgeative
art studios, movies, theatres, playgrounds, waterparks, tech campuses and online settings. All
children felt they learnt better outsjde nature than inside a classroom, and all desired a
learningby-doing approachil 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 sciencé (Buzz 14). Many of theseideal learning spaces incorporated sensory
accommodations and called for multiple approaches to learfiiihgre is lots of white, and
music is playing in all the classrooms. There are@miéorms,and you can wear comfy
clothes like your Bs. There are comfy egg chairs that you can hide in and nadésisll,
describing her ideal school design pictured in figure 10 in the methods ¢hBytemo(8)
ran to get aPlaymobilé®brochurewhen | asked him texplain his ideal learning
enviornment Heshowed me a picture of a water pénkt he haalearlyspent a lot of time
studying He descri bed how you could Asplash aroun
animals and the environment. The children who struggled with anxiety all desired
environments that felt more like honespecially theibedrooms. Of paramount importance
wasthe focus on the child, and their unique learrstyges rather than developmental stages

and milestones.

Many parents o&utisticchildren choose homschooing due to the stress, anxiety

and trauma that they experienced in the traditional schoalaement:

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-scmoeled kids of
all ages and abilities (with parents present to teach and expect kind behaviour) my

daudter has had the chance to become stroagpy,and healthy. She has developed

134



the inner resilience to handleetheal worldd Something that could not have

happened while immersed in it. It's like saying someone will learn to swim while the
sharks areiting 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 bea testing ground, but | 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 tbaniée mother of an autistic

teenagr)

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 universal development pathways (Piaget 1936in®8r1996
[1923; Montessori 1966; Gardner 1983). This approach is often criticised for its lack of
cul tur al relativity, its o6deficitd view of
(Nolan& Rabin2015). In the world of autism, Applied Behaviour Analysis fdRlaims to
be the only evideneb a s e d 0 tfor teoaetomtbenspedtrum. However, it is widely
rejected by thautistic community for its use of behaviour modification theories and
practices pioneered by PavidlOg0 [L927), Skinner (1974) and Bandu(1977). My
discussions with children, despite their young age, revealed a desire for multiple pathways to
learning.Knowledgewasviewed as relativeand meaningvasobtained through engaging in
multiple social realities and contexisthe traditionof poststructuralistsuch as Bucault
(1972, Bourdieu(1973 andCanella(1 9 9 7 ) . This was most keenly
decision to find an educational environment that would support his vision and desired identity
for himself andhis exercisng of agencyto pursie this. The new educational structure that
he sought was no less complex than a traditional school environffieafundamental
difference was that it focussed on his nesuls abilitiesrather the dominargiomedical

discourse of what he&rasthought to becapable afas a child on the autism spectrum.
From sense of self to social identity

In his debate wthe self, identity and culture in anthropology, Martin Sokef@RD9)
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 shameds d diewréerned) ar edslledionfoffAt y pi c al

differences, that sets certain children and adults apart from the neurotypical majority.
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Sokefeld notes that identity is not static but rather constantly transforming, as we interact and
engage with others in our social envirommes cr eating a fimaze of cor
antagonistic identitieso (1eahdfind\ghdt)s. Throug
important to us and how we wish to be seefBease of sefithat expresses our agency in the

world. However,it is also subjecto the dominant discourse of society. Personhood can be
threatened 1 f this dominant vi enwstcenstendy a part
negotiate our individual identity within the context of these different power relations, a

Arefl ewieent gebét and everything elseodo (1999: 4

Puck personifies thisndless negotiatioand has worked hard to overcome feelings of
negative selwvorth and low selesteem. From being diagnosed and labelled as aptistic
ADHD, learning disabled armrange of other challengdssspecialist interest in music,
dance and theattes helped him to create a desired social identity. Despite his néilisal s
in music, his success hiasgelybeendue to hard work and perseverance, as defined by his
per sonal mo t t .oRathdi tham being negativelyedefingd dy his desgs, he
has embraced his autism, not as a label but as something fundamental to wias he is
explainedilt si t s al ISoma chibdeemweremess@onfident in embracing their
difference Blaze(14)noted Al t was hel pf udxic, bubl hkenttewayt hat |
people treat mdike | use it as a crutch or something, as though | am just pretending, just so |
can get s pormadstatheir inigde pay of seeing and being in the world defined
their identity and personal sense df.s&/hen 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 tinnovation,drawingto writing, they allclaimeddé&nhanced strategic

abil.itiesd

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 sustandard:

The idea okeeing myself as more than average is hard. Mostly because | value truth
so much. Trying to convince myself 1p8rcent'm exceptional is incredibly hard

because | see myself as justxisting James, autistic adlilt

I dondét t hi nk aceeptanceffor ousselvgsauntihwe ara aoldersana out
of school. | believe it is because we are forced into a primaeilyotypicalspace

where all of our social "oddities" are scrisgied. While | was not diagnosed as a
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child, I did know | was different. hated that difference because my peers liked to
point out that difference. | didn't fit in. Now that | am older and have found my
community, | am completely happy with my neurology. | am able to reason now that |
am just like everyone else in that | haateengths and | 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 & lry least a reason to not be

included Mary, autistic aduly.

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 bedro@nBecause 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 othéealth issues that aggravate stress stdtesn'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 fators that are often not addressed appropriately in our current society
(Amber, autisticaduli).

Feelings of inadequacy can lead to increased anxiety, especially when performance is
important, such as during testxamspor public appearances. For mpsiticipants general
and social anxiety was crippling. Flashbd8pnoted howhe felt anxiety almost constantly,
andbecause of thid)is worst daywasii e v e r y  d a.yAradlll) desaibednerdnxiety
in her worst dayas a litany of humiliatingnd painfulexperiencesil 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 mdall down the stairs and have to go to hospital

Ara was particularly fearful of not being able to do things correctly, which led to
select mutism during nursery scho@he also refusdd try any new academic concepts,
until she had perfected them in the remedial space. @dconstantly apologed forher
behaviouy which was noproblemati¢ and Echd15) struggledfor yearswitho n<dé h uency o
[stuttering] in all social interactions until his parents started treating his anxiety proactively

with medication and play therapy.



All my research paitipantsspoke at length of their fear of behaving inappropriately,
as noted byorgan an autisticadult A The single most constant f
I i f e waHergultwasldte.todtemotional outbursts, expressions of anger and
meltdownsthat she experienced for much of her childhood. These were, howswelly a
result of sensory overload and system shut down, none of whéttad any control over.
Popular social work scholaBrené Brown(2010) whosomeadults referencedn our
discussions on setsteemgdescribeguilt asd did something baiand shame a% am bad .
For Brown, guiltfocusse®n behaviour, whilst shame focusses on getfiongstmy
respondentghese definitiongppearedlurred. The dildren may feebuilty because they
believe they have done something wrong, but the response to these perceived indiscretions
wasoften communicated to them through shaming, as nottir recounting of negative
school experiencegeelings of shame @exacerbated by practices suchreferring to
individuals on the autism spectdbrTalme as o611 owb,
functional rel at e sisefulmessand abilityntal dope Halvavar|odbes v al u e,

dysfunctionalis to refer tosomething that is flawed, broken or defective.

For many atypical childreand adultsguilt 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 seHesteermand 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. | sometimes wish | could

do everyday activities @chores (dish washing, etc) without feeling like it causes
extreme anxiety and feelings of doom. | 6v
because working makes me severely depressed and anxious, it severely impacts my
quality of life. I would work, hen quit for a while and finally want to work and | get

tired of it again in terms of stres8i(nee, autistic adujt

| had depression for a lot of reasons, and shame about not being able to handle day to
day stuff was a big part of iAMber, autistic adli).

Many adults noted how not being diagnosed and supported as children led to

increased levels ofrixiety and depression:

| didn't have a diagnosis as a kid, and | think it would have actually helped a bit. That
6clickd that v almustlediesentbuhdontineedtandwly t hat |
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got that as an adult, but | think | 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 | could have changét; just who | am, and people didn't get it. |

find a lot of older generations are opposed to labels, because they feel like labels are
restricting. But | find younger generations love them, probably because the label helps

us find communityparticularlyonline now (Dorothy, autistic adult)

Conversely, some therapies, treatments or attempts to cure autism could also have a
profoundly negative impacii don't have depression because | have autism, anymore. | had
depression when | was being treateddaism, in fact, | only accepted and grew when | left
my treatment. Selddvocacy is the best for me, as no one knows me déBaren, autistic
adul). For mostrespondentsdiagnosis was liberating, allowing them to embrace an
0 a ut h e dasPuckexplained fiEverything was fine because they all knghat he was
autistcf,, | got on well with everyone, and they ¢

One strategy thahe children employed to assist them to reconcile their perceived
differenceand to build their selesteemwa s t o i denti fy with rebels
love of the villainous characters Scar (from The Lion Ki®§4) and the Joker (from Suicide
Squad2016 were joined in a rogues gallery that included Deadpoair(#®2016, 2018
Jafar (from Aladdirl992, Chick Hicks (from Car2006, Bucky (from Captain America, the
Winter Soldier2014 and Darth Maul (from Star Waiihe Phantom Menace 1999 hese
were all mentioned as heroesthg children. KC(11), who hasan 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 wafrmm 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 icoappear to bgaining traction amongst mainstream
youth, as seen with the meteoric rise of Billie Eilish,seh nf essed 6éBad Guyo6 a
activist for mental health challengeEilish shared how theongson her first aloum were
inspired by challengeshe encountered as a child and continues to grapple with as a young
adult,includingTour et t e 6 s S ynght teroors,esleep pamakysisgbbdy ,
dysmorphia, panic attacksel-harmingand depressionThechildren in my cohortoften
quite conservéve, loved rules and structure in their warlsit when asked which

personality traits best represented them, all chose thetarphe o f &6r ebel 6 fir st



additional descriptors of &écreatived, obéexplo
personalites In the autistic boxing programmienoted howthe label oftbeing a boxdr and

the perceivedstreet credthis gavethe children had a profound impact on how yhdaewed

themselves| noted a similasense opride when Puck showed rhés bass guitar and

advised me that he was part of a rock band whichplayeca r d cor e rock musi c

| conducted two visioning exercises with the children to help them define their future
selves. The first included the creation of their own personal avagblete with an animal
and icons that representbdw they saw themselveasnd a personal motto or tagliffégure
24). | then asked them to create a picture of the world that they would like o ligen
they gewup.

g

&
Ny,

BUZZ 14/15Y

simul ut
explorarent

LD/ADHD/NON-FLUENT/ANXIETY
PREMATURE/DD/ASD/ANXIETY
PUCK 15/16 Y
ASD/ADHD/SENSORY/ANXIETY

ECHO-MEISTER - 15 /16 Y

BLAZE -13/14Y
LD/ADHD/SENSORY/ANXIETY/DEP
FLASHBANG 9/10 Y
ASD/ADHD/SENSORY/EDS/ANXIETY
KC 11/12Y
ASD/SPEECH/SENSORY

LD/ADHD/SENSORY/SM/ANXIETY
COCO-7/8Y
PREMATURE/DD/ANXIETY
DYNAMO 7/8 Y
PREMATURE/ASD/SENSORY

ARACHNA (ARA) — 11/12Y

Figure 24.

Buzz (15) struggled withbothexercises andppearedndecisive 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 | see myself as a rglogw. | 6 m
| 6m cute, but | <can get aggressive when s
In the future, | guess I will have to become a tiger because that is what people expect
of me. Il tdés proud and aggressivepsyabsaoe
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, Buzzonfided that hexperienced real conflict between
who he felt himself to be, and what heulgbt society expected of him. When discussing his
future dream world, he refused to take the exercise seriously, joking around and telling me,
Awel | may be | -pddwltd i bheltBdcaeiagpsmenethrat he could not
visionafuturefohi msel f beyond ba trymgtotsfei@tHis mohero nor mal

notedthat he always resisted any discusabouthis future:

|l suspect his Aspergerods is half the prob
happening now, ndbmorrow or the next day. When | questioned fatwout the

exercise] tried to find an example for a typical answer, so | asked him if he knew

what his brother would say if he was asked the same question, he knew the answer
immediately and mentioned tleeareers right awayputhestill struggled to do it for

himself

Buzz eventual |l y a gvasagoddthingaamd he setilediomag car i ng
giraffe to represent himself in his personal crest. In his view, it is a large animal that can
stand its gound butit is caring and likes to live with its family. He chose the taglirnie h e
g e nt | edegpnbreg whabmade him speciakhis love of animaldhis patierce andhis
care forhis family andothers. Once he had established these points lezltafthis love of

history, strategy and video games, antiore authentic future started to emerge

Puck, conversely, was clear on what he wanted to be when he gfesmughestart
andhad been working on this vision for many years through engagimg specialist
interess of music andheatre. His parents nurtured his desire to pertoyrfinding himan
actinggroupand encouraging his love of all forms of musicludingsinging, piano,
drumming and bass guitar. For Puck, the impetysiteue his vision seriousbame 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 worldi@s r i pl e t hr ead

singer, danc e tnew Hawvevarcwihenwe disauased winahe would need to

141



partner with to help him achieve his vision, his demeanour changed. Athetther

children, he spoke of needing his family to help him navigeteorld. However, he then

identified thathewoul al so need a fproper (ttdersarehiee coach
achieved the future Headenvisioned for himselfi Thi s i s al | |l need, pec
support a.Thlk dildreawhohadidendifiedad s p e c i a |6hadatclarityiaft e r e s t
vision thatcontradictedhe strugglesheyexperienced in their day to day life. From

designergo scientists, adventurers to performengy chosecareers and life paths that would

challenge them immenselyTheircurrent experiences sthoolappeaged to havevery little

relevance oimpactonwhat they wanted to achieve in adult life.

As a final personal exercise, | asked the children which values would help them to
achieve their vision, explaining that values are driven by personal beliefs andigyite
daybehaviour. | have run this exercise witilanychildren around South Africilom a range
of backgrounds, spanning poverty to privilege, and | was stunned at the clarity of thinking
amongst my atypical cohort. From youngest to oldest, they barely hesitated when | asked
what was most important them andoroceeded to define a fevek values that guided their
daly behaviour. The two dominant values thatla#ichildrenmentionedncluded creativity
or imagination, and family or communjtin stark contrast to dominant medical discosse
autism More than half of the childrempske about being loving and caring, with some
mention of happiness and joy. Honesty was a further valualtlatthem subscribed to, and
the boys desired respect from theirpeBre.y ond bei ng guiding princi
values appeared to imggmofoundly 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 wae 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 emotionairsiates

explored byautistic advocateTerra Vance:

While watching the documentary about Ritader Ginsburg, RBG, | had an

epi phany. She sai d, AJustice .Andidhtmer cy é
me, that to me, those are two of my deepelstemotions. Justice, equality, fairness,

mercy, longsufferingwork, passion, knowledge, andave all elsetruth. Those are

my primary emotions. | didndot have the | a
profoundly these emotions affected me, conceiving them more as ideas than

feelings. At | east, thatdéds what | was tosl d t hey
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other feelings are secondary, superficial, misleading, and 8adness, grief,

j eal ousy, fear , jhosgareesmnbtianmehich seryenoplyameh y é
but truth andwork, passionandjustice,longsufferingandeq u a | ithbse are
emotionswhich serve th&reater Good.Those emotions are the mobilizationl@fe
(Neuroclastic24/03/2019)

Vance appears to confuse valuewhat she believes in; with emotions, or how she
feels. Howeverl o bser ved t h & gragathérgmabns guidedryostrang n s
values, at play in all the children during my fieldwork. They had a distinct sense of self,
despite experiencing often dailgmindersf difference, and in many cases criticism for their

behaviouror lack of conformityto 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 ggimes nofeel right for an autistic child.
There is a strong acrid smell ®fveatbright colours, lad 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 cdacshaking his hand, smiling shyly as he connects physically
with them by patting their arm and hol ding t
|l ove the physical feedback, 0 veteran boxer a
in here allover the place and yddapthem 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 blavatéhedithstoromabyhei r b
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 slou¢h,nei 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.tl6 s not painful, but it iIs certainl:)
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 Insight6 Au tBoxngd pr ogr amme i s car ef
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 quot at i &dscbkeddewfclsses,s: @A Th
safety principles and childrenbésregrapgiht s ar e
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 anahpheir boxing gloves. This is

the first transformation. They go from being disabled and different, to boxers; this appears to

32 hitps://www.fightwithinsight.comAccessed 28/01/2020
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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 nexttoe mi rror, a poster illustrating
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
theirdi f ferent muscles and the instructional p o

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 anticipatfenchildren joke with
and bump into each other, generally finding a space for themselves both physically and
emotionally on the mat. Programme founder a
safe space for them, it frames the class. It is satehas boundaries which are important to
them and there i s a sense. |bdvewatehecktheehidteainwh e n
my research respond incredibly negatively to intense sensory inputs, especially loud noise.
Yet, when the shrill bebounds for the start of the lesson, and the electronic dance music
blasts from the speaker with a distinctive ddifff-duff preparing them for what lies ahead,
rather than recoil, they appear completely in the moment. The coach takes them through a
rangeof 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 Mak&sam language tt 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 einally. They spoke enthusiastically about the impact that the
boxing lessons have had on the childaedtheir sensory processing abilities. All the
children in my research had notable sensory challenges. From an external sensory
perspective, there atkree 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 museteiynsand 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 schosks Makaton as a standard signing language, along with verbal instructions
Seehttps://www.makaton.org/aboutMakatagcessed 07/05/2019
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vestibular systenrelated to messages received from the inner ear. Distal senses refer to

taste, smellhearingand sight, as illustrated in Figure 25 below (Lombard, 2007):

Figure 5.

Al | the occupational therapisensdory referred
processingFigure &), when explaining how the children engaged with various

environments:

Figure &.
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