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HEALTH

SIGHT
Sometimes the condition is
not diagnosed until well into
adulthood. The news can
be both a shock and a relief
BY Lisa Fields

43

44

april 2020

of his behaviour, such as insisting
that things had to be in a certain
place and turning off the lights in
a particular order. “Very quickly, it
made sense,” he says. “It was a relief.”

ABOUT AUTISM
Autism is a developmental disability
that impacts the way that people interact and communicate with others
throughout their lifetimes. Experts
are not sure what causes the condition, but people may have a genetic
predisposition towards autism, which
sometimes runs in families. Autism
is also more common among people
who have sensory processing disorders, which makes people abnormally sensitive to things that affect any of
their five senses, such as loud noises.
Autism was once believed to be
rare, but it is now thought to affect
about one in 160 children worldwide.
Males are more likely to be diagnosed than females, although experts
aren’t sure why. Some theorise that
females may be less likely to inherit the condition, while others hold
that autism presents differently in
females, leading to underdiagnosis.
“It seems that there might be a
‘female autism phenotype’, which
doesn’t fit with the profile usually associated with men and boys on which
assessment tools are usually based,”
says Aurélie Baranger, director of
Autism-Europe, an advocacy group.
Symptoms include a wide range
of disabilities, which appear early

I L LU S T R AT I O N (PR E V I O U S S PR E A D): S H U T T ER S TO C K

fter a particularly stressful day at
work three years
a go, en g i ne er
Jo Bervoets, 51,
headed home,
only to discovn was noisier and
er the trai
more chaotic than usual.
“I was already a little bit lost in my
head before I went to the train station,” says Bervoets. He had recently
started a new job, and the fact that he
couldn’t connect with his new colleagues had left him feeling anxious.
W hen the train pulled into his
station, Ber voets headed for the
shared-bike station where he usually grabbed a bicycle to pedal to his
neighbourhood, but there was none
available. Feeling overwhelmed, he
suddenly realised that he didn’t know
how to get home.
“I phoned my wife, and somehow I
got home,” Bervoets says. After three
months at his new job, he’d burned
out. “I completely crashed, and it was
black.” He says his memory is still
fuzzy about what happened that day.
Too upset to return to work the next
day, Bervoets consulted a psychiatrist. She decided to send him to another specialist for testing. After two
months of evaluation, he received a
formal diagnosis: autism.
“It was a surprise,” says Bervoets.
He and his wife, Els, did some online research and quickly realised
that the diagnosis explained some
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in childhood, with diagnosis after
the age of four, on average. Doctors
use the term ‘autism spectrum disorder’ to encompass everyone who’s
been diagnosed. At one end of the
spectrum, symptoms are so severe
that people who don’t get the right
support are unable to communicate,
and require lifelong assistance. At
the other end of the spectrum, people have such subtle symptoms that
they may function like anyone else
(perhaps with some odd habits), and
their autism may go undetected well
into adulthood.
People with autism may follow
strict routines and focus on their own
narrow interests. But this is not true
for everyone with the condition.
“I don’t think you can generalise
anything with regards to autism, but
many have this idea of hypersensitivity and the world being too much,”
says autism researcher Kristien Hens.
“The world is too fast and they have
to take more time to process the information that they receive.”
Although everyone with autism
experiences the condition differently, people may have certain traits in
common. Many, for example, have
trouble making decisions, are confused by facial expressions, and have
trouble navigating social situations.
“Many autistic people have difficulty with executive functioning,”
says Baranger. “They may have trouble with certain skills such as planning, staying organised, sequencing

Engineer Diederik Weve: “Accepting it
gave me a new perspective on life”

information, and self-regulating emotions. It can have a significant impact
on their daily life.”

BLENDING IN
Autism awareness has become more
widespread this century, and greater numbers of children with subtle
symptoms are now diagnosed at
young ages. But decades ago, doctors
rarely diagnosed people towards the
subtler end of the spectrum.
“Fifty years ago, nobody would
call autism what we call autism
today – they would just be considered quirk y,” says Hens. “We no
longer see autism as this kind of condition where children are completely
locked up in themselves and have no
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contact; it has become a condition
with a very wide definition.”
Those who were diagnosed as
adults often blended into society during childhood.
“They were able to manage daily
life by learning social rules through
observing others and using logic and
reasoning to develop ‘scripts’ or ‘formulas,’” says psychology researcher
Victoria Russ. “This method of learning social behaviour helps individuals to develop strategies to fit in.”

Autism awareness
has become more
widespread this
century

Imitating the behaviour of their
peers is often effective, says Dr Bojan
Mirkovic, a psychiatrist who studies
Asperger’s syndrome. But, he adds,
“It involves a very large cognitive
effort that may become exhausting
and lead to depression.” Asperger’s
is an autism condition characterised
by the desire to focus conversations
on specific intellectual interests.
Current practice is to phase out the
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diagnosis of Asperger’s in favour of
autism spectrum disorder.
It can be exhausting, says Bervoets.
“You go to receptions, and you need
to think about how many kisses are
given, where to stand, when to make
eye contact. All of these things normal people don’t have to think about,
we need to think about.”

REACHING MILESTONES
Many people graduate from university, have meaningful careers, get
married and become parents before
learning, in middle age or beyond,
that they’re on the autism spectrum.
“A career which harnesses an
indiv idua l’s st reng t hs, and one
which creates a level of predictability, routine and structure to life, can
enable someone to have a fulfilling
and successful life,” Russ says.
Diederik Weve, 62, an engineer,
sought a diagnosis ten years ago
after friends recognised similar
behaviours in a friend’s autistic child.
He received an Asperger’s diagnosis.
“The autism fitted me,” he says.
“Accepting it gave me a new perspective on life.”
Before he even knew he had it,
Weve says, autism shaped his career
“in a way”. He recognised that he
functioned best when he was able
to solve things on his own. “I always
found in my career that it was best to
be a specialist in a niche area so that
people would come to me rather than
the other way around.”
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IN THE WORKPLACE
Although many autistic people find
jobs that suit them, the condition is
associated with underemployment.
Some people take positions beneath
their abilities because they can’t handle the stress of too much responsibility or because depression, anxiety
or autism-related disabilities may
prove too challenging.
Peter Street, 71, was diagnosed
with autism at age 64. His problems
started in childhood. “I couldn’t do
English, maths – couldn’t do anything in the classroom, really,” he
says. “I’d end up with ink all over me,
and I kept wondering why the other
children could do things – simple
things – and I couldn’t.”
He was held back twice during
school, then dropped out at age
15. He worked as a gravedigger for
years, then became a gardener and
later a forester. He didn’t become
literate for years. In 1982, Street was
hospitalised after an accident and
befriended a fellow patient, a literature teacher, who tutored him and
encouraged him to write. Street has
since published four volumes of poetry and a memoir.
Inability to connect meaningfully
with colleagues or go with the flow
may limit people’s upward mobility
or earning potential, even if they’re
successful professors or engineers.
A 2017 British survey of 2471 people,
published in the journal Molecular

Peter Street didn't do well at school.
He is now a published author

Autism, found that autistic traits
were negatively related to income.
“Although there are some roles
where technical sk ills are paramount, it is hard to imagine a workplace or role for which it is not also
useful to be skilled at processing social information,” says study author
William Skylark, senior lecturer in
psychology at Cambridge University.
Researchers have also found that
autistic adults are less empathetic, which may limit their success in
social or professional situations. A
2018 study published in the Journal
of Autism and Developmental Disorders studied 173 adults who were sent
for autism assessments. It found that
those who received an autism diagnosis tended to have lower scores on
a questionnaire that measured how
well someone understands others’
feelings.
Research has demonstrated that
people with autism also have difficulties with understanding what one
person thinks about another person’s
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Were these famous people on the spectrum?
Long before autism was recognised, notable historic figures were busy
contributing to maths, science, philosophy, art and literature while
exhibiting autistic traits. Michael Fitzgerald, adjunct professor of psychiatry
at Trinity College Dublin, has studied the lives of prominent historic figures
and suggested that several may have had autism.
CHARLES DARWIN was
obsessed with his
interests, rarely swayed
from his daily routine,
and reportedly had a
lack of empathy.
THOMAS JEFFERSON was
socially awkward, lacked
empathy, had strict
routines, and obsessively
focused on his interests.

ISAAC NEWTON couldn’t
interact with his peers,
was hyperfocused on his
work and couldn’t
understand facial
expressions or body
language.
GREGOR MENDEL

followed strict daily
routines, was utterly
obsessed with his work

thoughts, understanding non-literal
expressions and the meanings of
indirect remarks or sarcasm.
Empathy is a core skill needed for
social interactions; without it, people
may have trouble making friends or
dating. Street is glad to have met his
wife of 50 years through a friend.
“Dating was an absolute nightmare
for me,” Street says. “I hadn’t a clue
about it.”

DIAGNOSIS
Some adults, like Bervoets, are diagnosed after seeing a mental-health
professional. Others seek diagnoses
because they recognise autistic qualities in themselves after learning about
the condition. “They can discover that
they are on the autism spectrum when
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in the science of
genetics and was
socially awkward.
Their enduring
achievements stand
as a testament to their
ability to accomplish
great things despite –
or perhaps because
of – their condition.

their own children are being diagnosed,” Baranger says.
The news comes as a relief for many
adults, who suddenly understand why
they’ve always felt differently than
others. “For some people,” Baranger
says, “it alleviates the sense of guilt
that they have experienced throughout their life, notably because they
have been blamed for their behaviours since childhood.”
Bervoets’ diagnosis helped him
realise that he’d rather study philosophy, a lifelong passion, than continue working as an engineer. He’s now
working towards his PhD.
Diagnoses may help people redefine previous experiences. “They
finally manage to explain why…
they have often messed up their job

Adult Autism: Hidden In Plain Sight

Autism-friendly day
for shopping centres?
Kathrine Peereboom, founder and
CEO of not-for-profit Spectrum
Support, is a proud mother of three
boys. All are non-verbal and are on
the spectrum, ranging from
high needs to high functioning. As
such, she has a good understanding
of the highs and lows of living with
autism on a daily basis and is calling
on shopping centres across Australia
to make one day a week an autismfriendly, sensory day.
“People with autism and other
disabilities find loud and chaotic
environments extremely
intimidating,” says Peereboom.
“A sensory day would not just benefit
people with autism, but a whole
range of conditions in which sensory
overload is a problem,” such as
ADHD, Asperger’s, epilepsy and
schizophrenia. “When you add
them all up, it’s a significant portion
of the population that could benefit,”
she says.
It wouldn’t be difficult or
inconvenient for major shopping
centres to agree to adopting a sensory
day either. Peereboom is simply
asking shopping centres to dim the
li hts, turn the music down, and
ligh
ganise store events on another
org
daay. “It’s a small price to pay for
what
w would help a lot of people.
We
W thought Tuesday would be
a good day because it is not
typically a shop’s busiest
trading day.” Diane Godley

interviews or why they are accused
of failing to express their emotions or
understand jokes,” Dr Mirkovic says.
“This is an essential step towards improved wellbeing.”
Street’s belated diagnosis provided a much-needed explanation of
his youth. “When I was diagnosed,
I started crying happy tears,” Street
says. “It made me realise that none of
it was my fault.”

SOCIAL SUPPORT
When children are diagnosed with
autism, they may receive social support to help them fit into society more
readily. Similar services may not always be available to help newly diagnosed adults.
“What follows the diagnosis is very
variable depending on the impact
the disorder has,” Dr Mirkovic says.
“Some will need to undertake behavioural psychotherapy to help them
find compensation strategies, while
others will need to work on social
skills or on a career reorientation.”
Some people are set in their ways,
content with the lives that they have.
Bervoets and his wife accept that
the condition is, and always was, a
part of their lives. “I’m a philosopher
now,” Bervoets says. “I’m an engineer. I’m a father. I’m a good husband, I think. I’m a lot of things. I’m
also autistic, and I’m proud to be
autistic. But focusing only on autism
diminishes the horizon you have on
the world.”
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