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AUTISM IN ADULTHOOD : WHICH COST AT QUALITY OF LIFE
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I. DEFINITION

Autism Spectrum Disorders are characterized by hampered
social interactions, restricted interests, and a number of
stereotypical behaviors. In this clinical portrait, to which is now
added an altered sensory and perceptive profile, the DSM V [1]
re-integrated Asperger’s Syndrome within the Autism Spectrum
Disorders (ASD) category, no longer defining it as a specific
category but relocating it at the extreme positive end of a
continuum of all ASDs.

In its neuropsychological aspect, autism lists both a
functioning of perception and a cognitive processing of
information which are particularly complicated by the inability to
understand and integrate the thoughts and behaviors of others [2-
4], and this in a context in which the processing and integration
of dynamic information is impaired [5-6], and conditioned by a
context blindness — caetexia [10-13].

This deep inability to understand the complexity of the
dynamic environment in its entirety leads to an emotional,
cognitive, and behavioral maladjustment which is a significant
handicap in terms of social adaptation.

ISSUE: Why has research only recently become
interested in the issue of undiagnosed adults with autism?

Generally, autism is almost always associated with
childhood or a younger population, because there are so many
questions remaining about the future of these individuals and so
many areas still ripe for exploration in this field; there is a subtle
idea, however, that autism without intellectual disabilities
somehow miraculously disappears at puberty, grows less
pronounced, or that the person with autism “normalizes” as time
passes, or is even cured, either on their own or through various
support methods. Worse yet, it is somewhat like there is nothing
more to do once the early years have passed, regardless the
original severity of the disorder. This is definitely false because
autism is an irreversible neurobiological condition from which a
person is not cured, and which will remain a part of the
individual’s entire life. But the autism doesn’t impede the
individual’s capacity to evolve, which is why it is so important to
care for person on the autism spectrum throughout their entire
life and not only during childhood.

And why has science only very recently focused on the
question of previously undiagnosed autism in adulthood? Which
is to say adults living with autism spectrum, since the other two
categories are identifiable and therefore identified? Well, this
involves admitting that they were not detected, or that they were
given a different and wrong psychiatric diagnosis, or even that
they died young or became socially marginalized or even
delinquent. Helles & al. [14] consider the possible influence of
comorbid disorders on an association between personality
dimensions and ASDs and they insist that there have to this date
been no studies examining temperament and character in relation
to ASDs in combination with anxiety or mood disorders. And one
last or, for a very small group, that they were able to “pass
through” and manage a certain measure of social integration. But
how was that accomplished?

If individuals diagnosed at a young age now receive the
follow-up and support they need, there have been many other
people with autism who fell through the medical-social net and
were sometimes diagnosed only very late in life, well after their
adolescence and into middle age, or even later. These are the
people with autism spectrum whose intact cognitive capabilities
enabled them to manage what we consider a praiseworthy and
admirable labor of camouflage. They will have often remained in
the shadows, unable to develop their full potential, and will have
mixed with the general population, often without anyone
knowing or even without without their own knowing, despite
their deeply-seated feeling of social maladjustment. A strange
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feeling among many others and a painful feeling they will have
believed to be completely normal, especially being unable to
compare their discomfort with anything else--as what they
experience is, by its own definition, rare and inexpressible. And
so these individuals will have adapted as best they can, and will
have sometimes succeeded in their lives despite their differences,
having had the wisdom to make choices that suited them,
appropriate to their skills, or having benefitted from an
environment that suited them, in order to acquire new skills and
succeed even more. They will have adapted in such a way as to
render their difference completely acceptable, accepted and even
appreciated, and eventually even undetectable. But the way the
person on autism spectrum adapts is completely extraordinary as
it is excessive and requires so much mental energy.
Unfortunately, this over-adaptation hides without diminishing the
difference in functioning, something which creates a lot of daily
stress, chronic anxiety, and a mounting confusion - all of which
comes from the worry of wanting to do correctly, to do well, to
manage to do like others while unaware of his or her condition.
And this is where a deeper difficulty will take root.

Addressing the issue when someone on autism
spectrum is still young makes it possible to avoid the
development of a harmful, future issues and their consequences,
and also to help them find, over time, a comfortable and suitable
place, their own place, in society. Addressing the issue in time
should also and above all enable them to make an informed
choice in terms of orienting their life with respect to their
interests and needs, and even their limits, allowing them to give
the best of themselves and to find fulfillment as their true selves
in a way that is also unique to each individual. In this way they
will contribute to the well-being of a community instead of
having to be supported by that community. Because the intrinsic
and specific qualities of a person on autism spectrum, just like
his or her original abilities, are truly useful and productive when
the person is placed in a suitable and fitting setting which takes
their difference into consideration without any perception of this
as a privilege. It is truly a loss for the entire society when the
individual’s abilities are not utilized because the autism has gone
undetected. And an individual on autism spectrum runs a high
risk of developing comorbidities over the long term.

It’s easy to see that the initial investment in terms of
early detection, eventual psychotherapeutic support, coaching or
social support, but also specialized training, and all related
financial costs will be less than the cost of a community bearing
the costs later for the failure of a professional path that is
unsuitable to the individual’s actual personality and their very
particular profile. Today, it is a question of common sense to
care for these adults to better understand their needs in time to
prevent the risk of failure in all areas of their life, because in the
end autism spectrum is not an illness but a situational handicap.
There isn’t, however, any perspective on the effects of aging in
this population because the field has not yet been researched

[15].

The need to acknowledge autism in adulthood

Acknowledging autism in adulthood is important for
providing support to the individual concerned but also for their
family, professional and social entourage, all of whom are often
tangentially impacted. Our study [16] showed that the average
age at which adults were diagnosed was 34 years old. The
specific needs of the person on autism spectrum, as well as their
atypical functioning will have been experienced by the individual
concerned beneath a veil of secrecy since nothing will have been
formally recognized or diagnosed until a certain time. Until then,
the individual’s over-adaptation will have cost so much energy
that they will increasingly struggle to find enough to continue to
provide the same effort while pretending otherwise by focusing
first on the satisfaction of others. This vicious cycle is so strong
that the individual’s quality of life will be progressively and
profoundly affected, both in terms of somatic health and physical
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health [17.18]. Isolated or accumulated disorders will appear
around sleep, diet, various addictions and physical pains,
conjugal issues if there is a couple involved, relationship-based
conflicts and social reclusion to avoid those relationships,
depression or burnout [19]. And it is these incomprehensible
comorbidities, sometimes accumulated, which will lead the
person to seek consultation. Unfortunately, an Autism’s
diagnosis will probably find itself hidden again beneath these
more apparent problems, and even more so if the doctor isn’t
aware of the possibility of autism in adulthood. In the case
when the doctor is a specialist in the area, the differential
diagnosis should be rigorous. But many years of misdiagnoses
can pass before the individual manages to find this kind of
specialist. And during this time, the situation will have
worsened across all areas [16]. It is both the individual and the
individual’s direct entourage who will have suffered an
incomprehensible  disconnect, even  behavioral  and
communication problems. In this situation, the person on autism
spectrum will suffer a deep loss of self-esteem which can lead
in turn to a deep and lasting depression. Helles & al [20] insist
that very little research is known regarding the quality of life in
individuals who themselves have an ASD. Lin & Huang [21,22
show that people with an autism spectrum disorder scored
significantly lower in all areas of quality of life compared to
controls. Adults with an autism spectrum disorder reported a
higher anxiety level, more loneliness, and the comorbid
psychiatric disorders and loneliness were predictive of the
social relationship domain.

The greatest difficulty for an adult with undiagnosed
Autism spectrum resides in his or her lack of awareness of the
permanence and the nature of the condition. Person on autism
spectrum will attribute their problems and discomforts to
fatigue, overwork, or their own incompetence. Or they will
justify their feelings through other biases - external, contextual,
caused by a third party - and will persuade themselves that the
rest of the time they are fine. This means that person on autism
spectrum will explain their discomfort, their pointed
“disconnect”, by finding reasons that hold up, even if they are
false, and they will avoid the idea that this disconnect might be
coming from themselves, especially since they have
experienced this forever and have been accepted, for better or
worse, by their entourage. They will be fatalistically obligated
to consider themselves normal, and to just think they are less
efficient, even less “good” than others because they must work
so hard in areas where others seem to manage effortlessly, even
in the social sphere where other people appear to gain energy
from their feeling of belonging.

But little by little, this discomfort will become suffering,
and person on autism spectrum will find themselves confronted
with difficulties that create a kind of wall, a “too much”, and in
the best of cases they will decide themselves to seek help. We
consider this a best-case scenario when considering how high
the suicide rate is among person on autism spectrum. The study
by Storch et al. [23] mentions that 11% of individuals with
autism who were studied reported suicidal thoughts and
behaviors associated with depression [15.,25]. Cassidy et al. [25]
discovered that people with autism presented an increased
tendency for suicidal thoughts compared to a sample of the
general population in the United Kingdom (the ratio reported is
a 9.6 times higher risk compared to the general population). The
study by Chen et al. [15], a longitudinal study conducted with a
large sample size, noted a higher probability of suicide later in
life with the appearance of psychiatric comorbidities.

Furthermore, for person on autism spectrum,
communication difficulties and sensory particularities make
romantic life less easily accessible over time compared to
individuals without autism, and make difficult the social
fulfillment that is so important in our western society [17].
Therefore, it is so important to understand that behind a
spontaneous quest for diagnosis is almost always great suffering
for the autism in adulthood.
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This means that recognizing the autism in adulthood
becomes an issue of humanism and fairness, beyond the first
question of public health. Similar to the support provided to
those with somatic health difficulties or psychological
disorders, it follows that autism in adulthood must also be
recognized in their difficulties, oriented or reoriented,
accompanied throughout their processes, helped and supported
when they no longer have the resources to confront their
situation and if any associated comorbidities and accompanying
suffering have taken over.

What occurs are different varieties of psychological
distress, internal injuries if you like, which person on autism
spectrum find strategies to avoid, strategies which are really
just crutches used to remain undetected by themselves and in
the eyes of others. These crutches enable them to function for a
while as prescribed and compelled by our contemporary
cultural and socioeconomic model. But this does not prevent
them from their secret dysfunction and their silent suffering.
And these internal injuries will finally trigger other
psychological imbalances as a result of being compelled to
secretly--and constantly and awkwardly--overcompensate and
over-adapt. These individuals are going to exceed their limits,
disregarding their own fundamental needs which are sometimes
a little different.

It is an alarming portrait, and yet there remains--in the
general population and even among medical professionals--a
double refusal to accept and easily acknowledge autism in
adulthood. It is often considered that if the disorder was not
identified in childhood or at the latest during adolescence, and
that the individual seems to have been able to lead a more or
less normal life, then there really is No disorder. Unfortunately
for many psychiatrist the main thrust of it - that autism in
adulthood spectrum needs to be recognized. It’s wrong, in your
study [16] we compiled information from 91 autism in
adulthood and the average age the patient was first diagnosed
was 34.05 (standard devitation of + 10.12 years divided
between 19 and 73 years). This happens even more so because
the autism in adulthood is neither a handicap eliciting
compassion nor an extraordinary gift worthy of admiration. An
emerging scientific discovery should be applied. Ignoring its
brings us sadly to obscurantism.

One of the goals of this perspective is thus to affirm
that autism is primarily the expression of a neurobiological
diversity and richness that until now has remained largely
unknown, simply because its secret, off-centered, and often
solitary nature means it is rarely confronted. Whether the
etiology of autism is natural, genetic, multifactorial or caused
over time by the industrial environment does not change much
in terms of how to deal with the individuals who live with this
condition today [26]. Not recognizing this diagnosis in adults is
essentially condemning them to continue their work of being
sapped from within, their work of camouflage, identification,
and over-adjustment, and this only perpetuates their suffering in
terms of feeling untrue, that they do not belong and therefore do
not exist. Worse, it condemns the individual's professional and
private entourage to a blindness surrounding the individual
concerned, and this blindness implicitly endorses the
individual’s suffering since we now know the proponents and
outcomes of autism. On top of everything else, not
acknowledging this diagnosis deprives these individuals and
their entourage of a certain well-being and even deprives
society of a healthy contribution, proportionally speaking, by
the difference in point of view they would bring.

THE INVISIBILITY OF THE MASK OR THE ART OF
REMAINING HIDDEN:

How is it possible that the person on autism spectrum
remains invisible during childhood?
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Several hypotheses have been given by different authors
15,25.27.28]. First, autism during adolescence and in adults
can be associated with mood disorders (depression and bipolar
disorder). Secondly, the irritability linked to autism and the
emotional instability can contribute to the risk of suicide and
thus can be misdiagnosed [29-31].

The fact that adults are diagnosed relatively late should
be considered the simple and clear proof that their disorder was
unfortunately successful in keeping itself hidden until that
point. On the contrary, doubting that autism spectrum was
unperceived in childhood puts the adulthood diagnosis in
question as well. The autism spectrum’s invisibility is a direct
consequence of the blindness and deafness of the individual’s
entourage. Because in order to see, one must be aware of what
is being seen, and to be heard, one must connect what is being
said (often a complaint) with something that is known to exist.
In other words, by looking back through these adults’
childhoods, there are often numerous examples of an expressed
complaint and other significant events which were simply not
heard nor understood at the time as an expression of autism. For
each adult diagnosed late, the diagnosis is indeed a key to
understanding that individual. The individual’s entourage
remembers all of these strange episodes but also remembers that
it wasn't a big deal because the person was more or less
functioning. We don’t tend to worry much about a machine that
is working, do we? We focus on the one that is broken. It is
really unfortunate that the person on autism spectrum in
adulthood come into themselves despite these dysfunctionings -
-all of which they are aware, and which bother them yet do not
stop them from functioning.

Yes, he just needs to keep going and everything will work
out, which is often what the child in this situation hears around
him. Intelligent as he is, there is no reason to complain, he's just
waiting to get older. And when he is older, he’s become a kind
of patched-together adult who can no longer go backwards to
fix that loose screw.

How is it possible that autism in adulthood remains
undetected within a private life?

Because a person learns quickly to hide what appears to
be socially shameful, what we hide instinctively becomes very
quickly shameful in our own eyes and thus remains hidden. In
this way, the true personality of an adult with autism spectrum
is most often hidden from others and becomes something the
individual is ashamed of.

And by continuing to live this charade, the person
manages to become a completely acceptable person in the eyes
of others. To become a "nice person.” These efforts will be
rewarded and people with Asperger’s will succeed in believing
themselves to be who they appear to be. The fear of being
discovered will be reduced when they have completely
succeeded to persuade themselves that they are no longer what
they were before, when they will have completely become the
social mask so carefully constructed over the years. Until they
have forgotten their true selves. Until the mask smashes and
breaks, allowing an irritability and inflexibility to appear. So
now are we dealing with Dr. Jekyll (the pleasant and acceptable
part) and Mr. Hyde (the inflexible and rigid part)?

It is certainly difficult to understand what person on
autism spectrum feel when they successfully give an image of
themselves that is acceptable for others. The mask isn’t formed
to hide behind or to please others, it is probably a real survival
strategy, it is an instinctive and absolute necessity because those
who do not manage this find themselves stuck at the side of the
road.

Nowadays, no one would dare dispute the legitimacy
of these battles, right?
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II. ECONOMIC AND SOCIAL RESPONSIBILITIES

It is well known that Switzerland is one of the most
retrograde western countries when it comes to the diagnosis and
care in the field of autism. In a government report it’s
mentioned that [32] :

There is a considerable delay in acquiring a diagnosis. In
most cases, in Switzerland, the diagnosis is given closer to 5 or
6 years of age, compared to 18 months in the USA. There is
also a lack of qualified personnel and a lack of autism-specific
training. There is a lack of specialized centers for providing
care for individuals with autism, especially for pre-school aged
children. Also, there is no consensus on treatment. Lin insist
that (Lin 2017): « Adults with autism spectrum disorder need
more supportive social contexts and interventions to improve
their quality of life. Social relationships, psychological health,
and sensory processing difficulty must be considered when
designing treatment programs for adults
with autism spectrum disorder. Understanding factors
associated with quality of life among adults
with autism spectrum disorder can contribute to address their
needs. Occupational therapy can facilitate health promotion
through working with adults with autism spectrum disorder.
Social relationships, psychological health, and sensory
processing difficulty must be considered when designing
treatment programs for adults with autism spectrum disorder ».

Longitudinal studies confirm a pessimism regarding the
outcome of person on autism spectrum. Chen et al. [15] have
unfortunately shown that these individuals have a higher risk of
suicide attempts later in life compared to the general
population. Autism was regarded as an independent risk factor
after adjusting for demographic data and psychiatric
comorbidities. In clinical practice, symptoms linked to suicide
and psychopathology should be more carefully monitored in
individuals with autism. Switzerland might have a role to play
in addressing this issue. Although the medical, economic, and
social challenges around autism in adulthood are numerous, the
country’s small size, as well as its high standard of living,
Switzerland need the obligation to upgrade when it comes to
the diagnosis and care in the field of autism. Maddox & Gaus
[33] insist that: “In recent years in USA, it appears that
community MH clinicians are increasingly recognizing autism
in their undiagnosed adult clients”.It is truly a general societal
question, involving society’s responsibilities and the issues at
stake, to know how society will manage the fact that it was
unable to see, or didn’t want to see, something that is so
obvious upon a second glance. Unfortunately, for many
psychiatrists in switzerland that the person on autism spectrum
that remain undetected until middle age is largely anecdotal.
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