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A SHIFT IN NARRATIVE

From “disturbances of affective contact” to pride in neurodiversity
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Mental Hygiene, and Guidance of the Child

AUTISTIC DISTURBANCES OF AFFECTIVE CONTACT
By LeEo KANNER

INCE 1938, there have come to our attention a number of children whose
condition differs so markedly and uniquely from anything reported so
far, that each case merits—and, I hope, will eventually receive—a detailed

consideration of its fascinating peculiarities.

Kanner, L. Autistic Disturbances of Affective Contact. Nervous Child, (2) 217-250, 1943




Autism is a difference in how the brain experiences and engages with the world




The Rising Prevalence of Autism

|dentified prevalence of Autism Spectrum Disorder (ASD)
per 1,000 children in the U.S.
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Source: Autism and Developmental Disabilities Monitoring Network via CDC
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1in 31 children® frequency.
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1 in 45 adults
in the US are

diagnosed » )
with ASD : 430 A.
Increase In

frequency
since 2011
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Why is autism on the rise?

Changes in diaghostic criteria

Changes in diagnostic substitutions

Genetics and the Environment b .

Rising Awareness and Acceptance
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Why is autism on the rise?
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* Changes in diagnostic criteria

* Changes in diagnostic substitutions R
* Genetics and the Environment

» Rising Awareness and Acceptance




Autism on the Rise: Changes in Diagnostic Criteria

Combined Prevalence per 1,000 Children

35
Before the DSM-5: DSM-5 (2013) — What Changed:
30  Separate disorder diagnoses: * Combined separate diagnoses into
Autistic Disorder’ Asperger’s Autism Spectrum Disorder (ASD)
25 Syndrome, PDD-NOS, and * Two main areas: Social and Behavior
Childhood Disintegrative * Introduced Severity levels
20 .
Disorder.
15 .
10 .
5 [ J
0

https://www.cdc.gov/autism/data-research/index.html

/”

DSM-5-TR (2022) - Key Updates:

Clearer descriptions for more
consistent diagnoses
Emphasized cultural and gender
differences

Aimed to reduce bias and
improve access to diagnosis



= \ 3
Do ~ \ // \ , =
- \
&=\ ~
Why is autism on the rise?
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 Changes in diagnostic criteria

» Changes in diagnostic substitutions |

» Genetics and the Environment

 Rising Awareness and Acceptance
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Autism on the Rise: Diagnostic Substitutions

*When individuals
previously diagnosed
with other conditions

(e.g. ID) are now
diagnosed with ASD

e ~ 26% of the increase in autism
diagnoses from 1992 to 2005
could be attributed to diagnostic
substitution.

Changing Labels

U.S. special education student
diagnoses per 10,000 students
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Sources: Pennsylvania State University

THE WALL STREET JOURNAL.

Shattuck, P. T. (2006) Pediatrics, 117(4), 1028—-1037.
King, M., & Bearman, P. (2009) International Journal of Epidemiology, 38(5), 1224-1234.

Polyak, A. et al. (2015) American Journal of Medical Genetics Part B: Neuropsychiatric Genetics, 168(7), 600—608.



Is Diagnostic Substitution Still Happening?
(Post-2013 / DSM-5 Era)
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* Continued overlap in diagnostic boundaries

* Children from minority or undeserved communities are still more likely to be
diagnosed with ID rather than ASD, reflecting disparities and substitution dynamics

e Adult autism diagnoses often replace or add to previous diagnoses, such as ADHD,
social anxiety, or personality disorders.

Zablotsky, B., Black, L. I., & Blumberg, S. J. (2021) National Health Statistics Reports, 158, 1-11.
Fombonne, E. (2022) Dialogues in Clinical Neuroscience, 24(1), 23-32.
Maenner, M. J., et al. (2023) MMWR Surveillance Summaries, 72(2), 1-14.
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 Changes in diagnostic substitutions R

e Genetics and the Environment

* Rising Awareness and Acceptance



Autism on the Rise: Genetics

High Heritability
* Genetic factors account for
~80-90% .
Runs in Families
* Siblings of autistic individuals
are ~10-20 times more likely to
receive a diagnosis.
e Parents and relatives often
have autistic traits, and many
are starting to get diagnosed in
adulthood.

‘ ‘{ l 7 |

' Sandinetal. (2017) JAMA, 318(12), 1182-1184.

¥ Yip et al. (2021) Autism Research, 14(1), 191-202.
. Grove et al. (2019) Nature Genetics, 51, 431-444.
Buxbaum et al. (2023) Cell, 186(3), 554-570.e18. &




Autism on the Rise:
Complex Interplay of Genetics and the Environment
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Genetic
factors

Environmental
exposures

Comorbidity

Khachadourian V et al. (2023) Trans! Psychiatry 13(1):71.

Comorbidity
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Anxiety disorder

Separation Anxiety

Social Anxiety/Social Phobia
Bipolar Disorder

Depression or dysthymia

Disruptive Mood Dysregulation Disorder

Hoarding

Obsessive-Compulsive Disorder

ADHD or ADD
Conduct Disorder
Oppositional Defiant Disorder

Tourette Syndrome or Tic Disorder

Intellectual disability
Learning disability

Social Communication Disorder

Motor delay

Difficulty gaining weight
Short stature
Microcephaly
Macrocephaly

Obesity

Other growth condition
Encopresis

Enuresis

Sleep Disorder
Strabismus
Deafness/hearing loss
Seizure disorder or epilepsy

o
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status [ Asp

Non-ASD sibling (control)
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. Greater acceptance of autistic =
behaviors and individuality

* Services that focus on improving
quality of life rather than on
imitating the behaviours of
neurotypical (non-autistic) peers.

y //

e Recognition of the autistic
community as a minority group




Why are you proud
to be Autistic?

Dignity is our soul. Joy is
our sustenance.

We have a lot to be proud
of, and | say 'we'
deliberately because the
pride | feel in being
Autistic is not a personal
pride in myself, but a
shared experience as a
member of a community.

A new Autism diagnosis (or the epiphany that you are Autistic)
can be very validating. Some Autists describe it as feeling like
“finally coming home to myself”.

Stiof MacAmhalghaigh, AUsome Trainer

https://reframingautism.org.au/how-to-navigate-being-newly-diagnosed-as-autistic-as-an-adult/




Autism and Ability: Rethinking Expectations

Autism vs All Disabilities Exit Status Years
Autism ~ || || piptoma v || || 2021-2022 v

Percent Exiting

00% S 0%

Data Source: U.S. Department of Education. Part B Child Count Data, 2018-2018 and 2021-2022. Data last updated February 2024.

On average, 2.4% of autistic students
in the US graduated with a regular
diploma.

On average, 17.9% of autistic students =~ On average, 6.8% of autistic students -
in the US received a certificate. in the US dropped out of high school.



Autism — A Constellation of Traits, Not a Deficit

The truth is though, someone who
is neurodiverse in some 3reds of their
brain, will slso be no diFFerent to
your average person in other areads
of their brain.

—

Sometimes when people think of this word,
they think of the sutism spectrum
3s being like this:
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/‘ A very linear looking ‘spectrum’,
which gives the impression that
< people range From being c
‘3 little autistic’ to ‘very autistic’. f
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‘3 little autistic'?

It's that vague
language
that I slways Find
conFusing.

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

Credit: https://the-art-of-autism.com/understanding-the-spectrum-a-comic-strip-explanation/



Autism — A Constellation of Traits, Not a Deficit
Broader Autism Phenotype Constellations (BAPCO)*

*McDonald TAM 2021 Medical Hypotheses 146: 110456

Impairment category

Without

CO-0ccurring
disability

With
co-occurring
disability

Degree of BAPCO Traits
Low BAPCO High BAPCO
Name of Disability Autism
(eg, Fragile X; learning/information (with/without identified co-occurring
processing disability) disability)




Moving Beyond the “Disorder” Lens

“Autism is not a broken version of normal.

[t’s a different way of being human.”

-Steve Silberman (1957-2024)
— Science Writer and Autism Activist

Rosalind Picard

SRAIN MIND

SUMMIT
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Dr. Henry Markram Dr. Temple Grandin Dr. Christopher Fischer-Baum Dr. Daniel Tammet Dr. Rosalind Picard Dr. Peter Vermeulen
Neuroscience Animal Science / Cognitive Scientist / Linguistics Linguist / Savant Syndrome Affective Computing / Cognitive Neuroscientist
Autism Advocacy MIT Media Lab / Autism Researcher
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{0 Counselling: Reframing Risk and Reducing Fear

1. Start with Empathy Instead of... Try..

. . "Association with differences in
Risk of autism

* “It’s natural to worry about neurodevelopment”

"Supporting healthy fetal
your baby’s development”

development" or "Reducing

"Preventing autism"
exposure to known

* Validate their concerns without developmental disruptors'
. . . "Typical developmental
rel nfO I'Cl ng Stlgma "Normal child development" pathways" or "varied
developmental outcomes"
* Avoid language that portrays |, | "Neurodevelopmental
Disorder difference" or "condition
aut|sm as a tragedy (depending on context)
"Is autistic" or "has an autism
* Use Language that’s neutral or | suffers from autism" diagnosis” (based on identity-

first or person-first

affl rm | ng preferences)




P Counselling: Reframing Risk and Reducing Fear

2. Present the Science Responsibly

* No single exposure causes autism.

* Most studied associations (e.g. SSRIs, antiepileptics,
infections, acetaminophen) are inconsistent:
* Bias in study designs
e Overinterpretation of associations as causal
* Limited consideration of genetic and familial factors
* Not considering underlying maternal health conditions

* Emphasize: autism is multifactorial, with strong genetic
contributions.




._ Counselling: Reframing Risk and Reducing Fear
NSY%

3. Reframe the Narrative Around Autism

e Autism is not inherently an adverse outcome.

* It represents neurodevelopmental diversity, not
pathology

* Many autistic people live rich, meaningful lives —
especially with early support and acceptance.



Counselling: Reframing Risk and Reducing Fear

<

4. Shift Focus on Maternal and Fetal Wellbeing

* Focus on what promotes fetal health:
* Good nutrition
* Managing chronic conditions
* Mental health support
e Reducing stress

e Caution against avoiding treatment due to exaggerate fears.



Autism — Reframing the Focus in Research and Care

(O Autism is not a “disorder” but a
constellation of valued traits like:
&/ Focused Attention

& Exceptional Memory

& Systemizing

& Sensory Differences

& Distinct Cognitive Style

But these are not what requur'e pr'eventlonl
T YNNG T AN DY i o Y : ‘




Autism — Refram the Focus in Research and Care

b K A Autism may also include co-

| occurring disabilities like:

@ Severe intellectual disability

@ Epilepsy/seizure disorders

€© Motor Coordination Disorders

@ Severe language impairment

@ Self-injurious behavior/aggression

P These are the conditions that
can affect quality of life — and
where our research, care, and
prevention are most urgently
needed.
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“Our role isn’t to eliminate neurodiversity —
it’s to remove barriers and prevent the disabilities that cause real suffering.”
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