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A bit about me

e |'m autistic (diagnosed 2009) — as is my
son (diagnosed 2005).

® A background in Social Science (initially
Sociology).

® |ecturer in Intellectual and
Developmental Disabilities, Tizard
Centre, University of Kent.

e Autism Knowledge and Expertise
Consultant, National Autistic Society.

e Visiting Lecturer, London South Bank
University.

e Director, National Autistic Taskforce.

e Chair of the Participatory Autism
Research Collective (PARC).
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Introduction

® Explore the term neurodiversity and related
concepts

® The influence of the social model of disability
on the development of the neurodiversity
movement

e Examine neurodiversity within a social /
sociological context

® Reflect upon contested stakeholder views in
the field of autism in particular
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Normalcy and the bell curve

e “Extremes of any combination come to be seen
as 'psychiatric deviance'. In the argument
presented here, where disorder begins is
entirely down to social convention, and where
one decides to draw the line across the
spectrum.” (Milton, 1999 - spectrum referring to
the 'human spectrum of dispositional diversity').
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Origins of the term

® The work of Judy Singer (1998)

e Earlier influences from the Autistic self-advocacy
movement and in particular Jim Sinclair:

e Grant me the dignity of meeting me on my own
terms...Recognise that we are equally alien to each
other, that my ways of being are not merely damaged
versions of yours. Question your assumptions. Define
your terms. Work with me to build bridges between us.
(Sinclair, 1992)

e ‘The Institute for the Study of the Neurologically Typical’

e Continuing expansion of the ‘neurodiversity movement’
and challenge to orthodoxy
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Neurodiversity

e At its base though: “Neurodiversity is the
diversity of human brains and minds — the
Infinite variation in neurocognitive functioning
within our species.” (Walker, 2014, original
emphasis).

Page 6  Dr. Damian E M Milton University of Kent



What neurodiversity Is not...

e “Neurodiversity is a biological fact. It’'s not a perspective, an
approach, a belief, a political position, or a paradigm. That’s the
neurodiversity paradigm...not neurodiversity itself.”

e “Neurodiversity is not a political or social activist movement.
That’s the Neurodiversity Movement...not neurodiversity
itself.”

e “Neurodiversity is not a trait that any individual possesses.
Diversity is a trait possessed by a group, not an individual.
When an individual diverges from the dominant
societal standards of “normal” neurocognitive functioning, they
don’t “have neurodiversity,” they’re neurodivergent.”

° Quotes from Walker (2014), original emphasis.
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The neurodiversity movement

® “The Neurodiversity Movement is a social
justice movement that seeks civil rights,
equality, respect, and full societal
Inclusion for the neurodivergent...The
Neurodiversity Movement is not a single group
or organization, is not run by any single group
or organization, and has no leader. Like
most civil rights movements, the Neurodiversity
Movement is made up of a great many
Individuals, some of them organized into
groups of one sort or another.” (Walker, 2014,
original emphasis).
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The neurodiversity ‘paradigm’

e Variations in neurological development as part
of natural diversity, rather than something to be
pathologised using a purely medical model of
disability, defined by one’s deviation from
statistical or idealised norms of embodiment or
observed behaviour.

e This is not to say that those who identify as
neurodivergent do not find life challenging.
Neurodivergent people are often significantly
disadvantaged in many aspects of life.

® Draws heavily upon the social model of
disability.
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.
Models of disability

e Models of disability:

e Medical: disability as something abnormal and
pathological to be treated. Issue seen as within
the individual.

e Social: split between social barriers of disability
and physical/mental ‘impairment’.

® Bio-psycho-social: taking into account
biological, psychological and social aspects of
disability.

® Some theorists also question the assumptions
of ‘impairment’ and ‘normalcy’ (see Milton,
2012a).
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A sociological imagination

® “I may lack a social imagination, but | have a
sociological one.” (Milton, 2011).

e C.W. Mills (1916-1962) — personal troubles and
public issues.
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Constructed are we...

® “Men make their own history, but
they do not make it just as they
please...The tradition of all the dead
generations weighs like a nightmare
on the brain of the living” (MarX,
1852/1970:15).

e Materially and discursively
conditioned within an ‘his’torical and
cultural context.
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...but uniquely and relativisticly

® Insider and outsider perspectives
® Positionality

e Situated knowledge
® Disposition

e Neurodiversity
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The ‘pathology paradigm’ and the damage it
can do

e \Working against the positioning of ‘neuro-
minorities’ as neurological disorder, a
pathological deviance from expected functional
stages of development.

® The ‘pathology paradigm’ when applied to the
education or care of those diagnosed often
becomes a ‘treatment program’ of modifying
behaviour as best one can to fit in with the
mainstream culture of society.

e ‘Masking' and the damage it can do.
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Normalcy and masking

® ‘I had virtually no socially-shared nor
consciously, intentionally expressed,
personhood beyond this performance of a non-
autistic ‘normality’ with which | had neither
comprehension, connection, nor identification.
This disconnected constructed facade was
accepted by the world around me when my true
and connected self was not. Each spoonful of
Its acceptance was a shovel full of dirt on the
coffin in which my real self was being buried
alive...” (Williams, 1996: 243).
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Insider voices and theories

e Temple Grandin, Jim Sinclair, Donna Williams,
Amanda Baggs, Claire Sainsbury.

® The emergence of autistic culture (Dekker,
1999).

e \When sociological and cognitive theorising
match up: Hypo-priors and ‘filling in the gaps’
(Milton, 2013).

® ‘Monotropism’ and the ‘interest model of
autism’ (Murray et al. 2005; Lawson, 2010).
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Sociological and related work

e Grinker — anthropological studies / prevalence studies.

e (Qualitative and action research in the field of education:
Anat Greenstein, Jill Smith

e Building collaborative communities of practice (Wenger,
1998)

e Media studies and representations of autism

® Links to Critical Disability Studies and Mad Studies (see
McWade et al. 2015)

e Critical Autism Studies (e.g. Runswick-Cole et al., 2016)
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The machine-like metaphor

® “The autist is only
himself...and is not an active
member of a greater organism
which he is influenced by and
which he influences
constantly.” (Hans Asperger).
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Mutual incomprehension

® “95% of people don’t understand me”.
® “Friends are overwhelming”.
e “Adults never leave me alone”’.

e “Adults don’t stop bullying me”.

Quotes taken from Jones et al. (2012).
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.
The ‘double empathy problem’

e Building bridges between
people of autistic and non-
autistic dispositions is not

always an easy process. -

¢ Empathy problems as a ‘two- (RIS
way street’ (Sinclair, 1992).

® The ‘double empathy problem’
(Milton, 2012b, Chown, 2014).

e Theory of autistic mind can
often leave a great deal to be
desired.

e ‘Fork ‘andles’!
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.
Dyspathy

e Cameron (2012) uses the term ‘dyspathy’ to highlight
how empathy is often blocked or resisted by people.

® Such research supports the earlier social psychological
theories of Tajfel (1981), which found that people felt
Increasing emotional connection to those deemed within
their social ‘in-group’, whilst stereotyping ‘outsiders’.

e “If we were to be continually tuning into other people’s
emotions, we would be perpetually anxious or
exhilarated, and very quickly exhausted. We must
therefore have very efficient inhibitory mechanisms that
screen out most of the emotional empathy being carried
out by our brains, without us even noticing.” (Cameron,
2012).
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Empathy and culture

® ‘It is argued here that ‘empathy’ is a convenient
lllusion, and the phenomenon that people
speak of when referring to it has more to do
with language and a sense of ‘shared’ cultural
meanings/symbols (or their ‘ethno’).” (Milton,
2011D).
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Insider knowledge

e “._.right from the start, from the time someone
came up with the word ‘autism’, the condition
has been judged from the outside, by its
appearances, and not from the inside according
to how it is experienced.” (Williams, 1996: 14).
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Expertise

e Collins and Evans (2007) suggest that
expertise is primarily based on the acquisition
of tacit knowledge.

e Ubiquitous expertise includes an endless
number of skills and knowledge that sustain the
forms of life and culture of society (e.g. fluency
In natural language or moral sensibllity).

® Specialist expertise requires immersion in the
language and practice of expert communities.

® From “beer-mat knowledge” to “interactional”
and “contributory” expertise.
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Interactional expertise

e How much interactional expertise is possible
between autistic and non-autistic people
(Milton, 2014a)?

e (Gaining expertise in what it is to be autistic
would take immersion in the culture and
practices of autistic people (or indeed other
neurodivergent experiences), yet it is
guestionable as to what extent such immersion
IS possible for non-autistic people and it is
certainly doubtful that many established
researchers have made the effort.
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Cultural imperialism

® Those that have power in
society can determine how
those in a position of
powerlessness are |
Interpreted and talked about .
(Young, 1990).

e Notions such as ‘ableism’
and ‘mansplaining’ can be
seen as having roots in
similar notions of a taken-
for-granted unconscious
frame of reference which
renders the ‘other’ invisible.
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-
Psychsplaining

® “Those categorised by psych-professionals
are often reduced within such relationships
to that of the ‘sick role’ (Parsons, 1951),
with one’s own interpretations of oneself
undermined by the ‘expert knowledge’
being projected upon the autistic person,
who by default is positioned in a relatively
powerless social position of medical
patient’.” (Milton, 2016).
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Psycho-emotional disablement

e Disability researchers such as Carol Thomas and Donna
Reeve suggested that psycho-emotional dimensions of
disability constitute a form of social oppression, operating
at both a public and personal level, affecting not only
what people can ‘do’, but what they can ‘be’.

® Responses to the experience of structural disability.
® |n the social interaction one has with others.
® |[nternalised oppression.

® These issues can be particularly marked in a
marginalised group stigmatised by their differences in
‘social interaction’ itself (Milton, 2012).
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The benefits of utilising a social model of
disability

® “Because most of us are not ill at all, but have
Injuries or genetic conditions of a permanent
nature, the goal of ‘getting better’ is impossible
to achieve, but changing the way we are
treated as disabled people is possible.
Therefore the social model is full of hope for
us.” (Mason, 2000: 57).
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An ‘interest model’

e Autism and monotropism (Murray, 1992;
Murray et al. 2005; Lawson, 2010).

® Attention as a scarce resource.

e Monotropic attention strategies and the
‘attention tunnel’.

® Monotropism, repetitive behaviour and
interests, and ‘flow states’.

e \WVider relevance? Links with neurocognitive
theory.
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e “We suggest that the uneven skills profile in
autism depends on which interests have been
fired into monotropic superdrive and which
have been left unstimulated by any felt
experience.” (Murray et al. 2005: 143).
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Monotropism and social context

® Experiences of ‘failure’ or the condemnation
and mocking of others, can be devastating.

® This can be highly influential on which interests
are followed through, and which are stopped
through feelings of fear and anxiety.
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AET consultation data

Stakeholder | Understandingthe | Building Curriculumand Enabling
group individual pupil relationships learning environments
Practitioners | Staff training Involving and Differentiated Quiet and safe
supporting parents curriculum spaces
(social skills)
Parents Staff training and Communication Individually Structure and
understandingthe | between staff and tailored routine
individual parents curriculum
Childrenand | Understanding Bullying (including Subjectcontent | Crowdsand
young from staff ‘friends’) and delivery personal space
people
Common Staff training Better Differentiation/ | Structured break
ground needed communication tailored times and safety
needed and curriculum
understanding
Tensions Potentially what Communication not Social skills Differencesin view
staff are trained in | being good enough training regarding how
and a lack of environments
understanding should be managed
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Stakeholder perceptions

® Findings from PhD research.
e Significant tensions over a number of issues:

® Celebrating the diversity of learners and not
trying to ‘normalise’ them.

e Radical change in society.
® Pupil-led vs. teacher-led activities.

e Social skills training and the appropriateness of
behaviour.

® The ‘three-way dispositional problem’!
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Page 36

® “Because otherwise he is trapped in a world
where he cannot communicate his hopes and

fears, particularly when | am dead and cannot
look out for him.”

e “Difference should be accommodated,
accepted and celebrated.”
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Spectrum of educational views

12

10

= Autistic aduts
= Non-autistic parents

Non-autistic practitioners and academics

Radical Progressive Prag-Eclt Functionalist Behaviourist
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Common ground?

e Not a great deal!
® Against extreme normalisation?
e Enabling environments?

e Building relationships, communication and
mutual understanding.
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Participation and the production of knowledge

® “In order for debates on the education of
autistic people to move forward, it is argued
here that researchers must move beyond the
objectifying gaze of the scientific tradition; to be
truly participatory with those they seek to
produce knowledge about.” (Milton and Moon,
2012).

x
v X
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The autistic voice In academia

® People on the autism spectrum rarely in the
role of researcher, traditionally seen as passive
subjects.

® The ‘glass sub-heading’ (Milton and Bracher,
2013).

e “Of over $314 million in research funding, only
3% went to research into services, supports
and education and less than 1% went to
research into the needs of adults.” (Ne’eman,
2011).
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Collaboration

e Setting the research agenda.

® Design and development of strategies
and methodologies.

e Avoiding tokenism...

e “_.place the voices and perspectives of
self-advocates at the centre of the
autism conversation, as we can speak
with unique legitimacy and voice about
our own lives.” (Ne’eman, 2011).

e The Participatory Autism Research
Collective (PARC):
www.PARCautism.co.uk
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Acceptance and understanding

e “When | am in an environment | feel
comfortable in, with people who are kind and
tolerant, and doing things | enjoy, then | am as
happy as the next person. It is when people tell
me | should think, speak or behave differently
that | start to feel different, upset, isolated and
worthless. So surely the problem is a lack of fit
with the environment rather than something
inside my brain that needs to be fixed?”
(Victoria, ‘Are You Taking Something for It7’,
ISsue 76, 12; cited in Milton and Sims, 2016).
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