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Autism and happiness:

from neurodiversity to neuroharmony

Universal human needs: Maslow’s hierarchy
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It is time to start focussing also on the similarities,

not only the differences

= Autistic and non-autistic people are not so different in terms of

their basic needs

= All human beings want to be happy, safe, healthy etc.
= Maslow: hierarchy of universal human needs

From neurodiversity to neuroharmony
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Neuroharmony

=

Outcome of autism in adulthood

= Qutcome is highly variable

= Diagnosis is generally stable,
although autism symptoms and adaptive skills

often improve

= Qutcome in integration and independence:
+50% not good or even poor



What are the criteria? Shortcoming of outcome studies

g— Ve W Objective criteria don’t say much about quality of life...
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Autism after Adolescence: Population-based 13- to 22-year
Follow-up Study of 120 Individuals with Autism Diagnosed . eg o
in Childhood Aspects of quality of life in
adults diagnosed with autism
Eva Billstedt," Carina Gillberg, and Christopher Gillberg'* in childhood
. <= _ = ~ A population-based study
Table I. Outcome in 120 Individuals with Autistic Disorder or
Atypical Autism
Table 2 Parent’s/carer’s of the for their g /
Autistic Atypical son/relative with ASD in aspects of quality of life/residential well being
disorder autism n
Outcome variable N =78 N =42 i 4 B0
Very high residential well being 6l
Attrition 2 (3%) 4(10%) | High residential well being 30
Dead at follow-up 3 (4%) 3 (7%) Average residential well being 5
Very poor outcome 38/73 (52%)  24/35 (69%) Poor residential well being 3
Poor outcome 17/73 23%)  6/35 (17%) Very poor residential well being 2
Restricted but acceptable 12/73 (16%)  2/35 (6%) a. Missing information in 8 cases.
outcome
Fair outcome 6/73 (8%) 3/35 (9%)
Good outcome 0 0
Independence 3/73 (4%) 1/35 (3%)

. : : And when we focus on well-being...
Measuring outcome in autism g

[ e Vo ..then it is from a negative side: focus on the lack of well-being:
\E \ﬁ \ﬁ (= = Co-morbidity

employment  relations / friends health ‘ ‘

= Mental health issues: anxiety, depression, ...
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copritie T autism developed to measure negative feelings in autistic people
functioning g symptoms
Objective criteria Subjective criteria:

societal norms wellbeing



Happiness \

Pleasant life Mear{ingful life

/ Positive feelings \ /

Joy - Pleasure

Purpose in life
Absence of pain Personal growth

Safety Serving others

o

K Activities you like K Life satisfaction

Focus on (emotional) wellbeing, but...

= Avoid forcing a person with ASD into neurotypical
concepts of happiness

= Avoid forcing a person with ASD into
stereotyped ideas about autism

= S0, ask people and do well-being assessment
—Find out what makes people feel good
—Assessment of interests

AUTISM in CONTEXT

from neurodiversity to neuroharmony
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AUTISM GOOD FEELING QUESTIONNAIRE
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Autism Good Feeling Questionnaire
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Often one-sided focus on negative things

How often do you see these words in a diagnostic report?

= Happy * Pleasant
= Well-being * Fun
= Satisfaction * Enjoying
= Pride * Cheerful
= Pleasure * Nice

= Amusement * Good feeling

Find out what makes people feel good

AL Autism “Good Feeling” frégeformuldr

AUTISM STRESS INVENTORY
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Assessment of happiness and wellbeing in autism

The practice of promoting happiness in autism

The practice of promoting
happiness in autism

Peter Vermeulen, Autisme Centraal, Gent, Belgium

Editoral comment

Emotional wellbeing and happiness have received little attention in the field of autism.
When the focus is on wellbeing, it is often from a negative perspective, namely the lack
of wellbeing and quality of life in autism. Based on the principles of positive psychology,
Peter Vermeulen argues for a change in focus and suggests that instead of concen-
trating on the lack of emotional wellbeing in people with autism, strategies to facilitate
their feeling of happiness should be developed. In this article, the main focus is on the
first and most important step in promoting happiness in people with autism, namely the




Assessment of sensory preferences Talent scouting

»;{: I—I l_;_ﬁ o * ”ﬂ M ! tfg * The success stories in autism like Temple Grandin, Donald T.
{’: “ [ * . ﬁ , r< (no, not that one!) show that focusing on strengths and

w = = interests leads to a more ha and successful life with autism
= = lels [TER-3R R

z Wit A 2

h Hds 9 1 vl

8 - D P Y ke

Good Feeling Sensory Circuit Kingwood Sensory Preference Cards

(Vermeulen, 2014) (Brand & Gaudion, 2012; Gaudion, 2015)

What are we targeting?
geting What are we targeting? (Review 406 studies)

Goal of the intervention
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creri autsm : gy (+3) |
Umberto Provenzani'(7, Laura Fusar-Poli'2"(},
Adaptve functioning (25) |

Natascia Brondino!, Stefano Damiani', Marco Vercesi',
Nicholas Meyer’, Matteo Rocchetti'! and Pierluigi Politi'!
Cognitve functionng (20) | ]

Psychiatric comorbidity (37) ﬁ
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Review

What are we targeting when we
treat autism spectrum disorder? A
systematic review of 406 clinical trials

Interventions for adults QoL: no link with 1Q and severity

,.aunsm ..qutj_gm
Review
Original Article
" Autism
Support for adults with autism spectrum s Quality of life in autism across the ﬁ’ o) 011
csllsorder V.Vlthol.lt intellectual impairment:  ssecummmmuon lifespan: A meta-analysis b s
stematic review yen. e gl e opyshcns
Y ®SAGE ©SAGE
Barbara FC van Heijst! and Hilde M Geurts'23
Theo Lorenc!, Mark Rodgers', David Marshall!, Hollie Melton!,
Rebecca Rees?, Kath Wright! and Amanda Sowden!
Abstract
Autismlisa disorder, witha oflife. Yet trajectory
A s s . . of quality of life is not well understood. First, the effect of age on quality of life was studied with a meta-analysis. Our
Most interventions focused on mitigating specific mesa-analyss ncluded 10 studles (published becween 2004 and 2012) with a combined sample size of 486 people with
% % . autism and 17,776 controls. Second, as there were no studies on quality of life of the elderly with autism, we conducted
deficits.. _/, .. Few studies focus on outcomes that an empirical scudy on quality of fife of the elderiy (age range 53-83) with autism (N = 24) and without autism (N = 24).
The meta-analysis showed that quality of life is lower for people with autism compared to people without autism, and
1 1 H that the mean effect is large (Cohen's d = ~0.96). Age did not have an effect on quality of life. The study concerning the
would provide evidence of the impact of ey i s bt b e dlr e 1y o Wel o o she dery gk G gl ey
. . : . not predict quality of life in this sample. Across the lifespan, people with autism experience a much lower quality of fife
interventions on the lives of people with ASD, such compared to people without aucm. Hence, the qualy of i seemed to b Indspendent of someons' age.

as mental health, well-being, quality of life



This is how many think it works

MORE
LESS AUTISTIC a WELLBEIE

But it works like this

MORE ﬁ LESS AUTISTIC
WELL-BEING

Put happiness on the I.E.P.

Happier people are more successful in life

The Benefits of Frequent Positive Affect:
Does Happiness Lead to Success?

Sonja Lyubomirsky Laura King
University of California. Riverside University of Missouri—Columbia

Successful

Causal Outcomes

(Valued by
Society)

Not less autistic, but “autistically happy”

Working on good feelings

* Relaxation
* CBT (and other therapies)  Are OK, but...
e Mindfulness

Happiness in Autism Personal Project for Young people

Why focusing on wellbeing and happiness?

Because happy autistic people will have better outcomes in:
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employment relations / friends health
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cognitive functioning living situation autism symptoms

Working on happiness: the forgotten strategies

Predictability

- S —

Physical health
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Resilience



Main source of distress in autism Universal human needs: Maslow’s hierarchy

Precise Minds in Uncertain Worlds: Predictive Coding in Autism
Abraham Maslow

Sander Van de Cruys. Kris Evers, Ruth Van der Hallen, Lien Van Fylen,

Bart Boets, Lee LIE’E}‘;éL and Johan Wagemans ULEN
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Absolute thinking in a relative world
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confusion — misunderstanding - uncertainty

Want to make autistic peoF)Ie happy? Physical health and fitness in autism

Be autism friendly:

Give clarity and T —
° efe . > RL‘scztrL‘h Am‘(h: . ]

p red I cta b I I Ity fl rst’ Physical Activity and Physical Fitness of School-Aged

Children and Youth with Autism Spectrum Disorders

Hindawi

Megan MacDonald," and Kristi Menear

All the rest comes later

pled 20 Augst 2013; Publshed 16 Septermber 2014

School-aged children with ASD: less physically
active and fit than typically developing peers.

Physical health and fitness in autism Start to run! (Or to cycle...or to swim... or...

(5

SRz Research in Autism Spectrum Disorders
£ ke Valume 70, February 2020, 101490

Physical activity rates in children and adolescents
with autism spectrum disorder compared to the
general population

chel M. Fenning* %, Robin Steinberg-Epstein *

Mad)

Physical activity rates are reduced in 6-11

year old children with AS_D: . . Physical activities lower cortisol level and anxiety in autistic people
* Physical activity every day: ASD 17% - NT 33% (Hillier e.a., 2010, Hillier e.a., 2011, Carraro & Gobi, 2012)
* No physical activity whatsoever: ASD 18% - NT 4%



Happiness is not the absence of problems; but Autism is never an excuse

the ability to deal with them. ,

y Temple Grandin Ros Blackburn

. . . “Mother just knew how hard to “I need high expectations and
Autism friendly environment st T s (elh oFEppae
Is not the same as avoiding challenges and obstacles “My mother had high “Give me moments of
It is about helping autistic people to face the challenges EXpEEtalons Joreay behgvlour d/sappO{ntment i
d overcome the obstacles frustration, so I can learn to
ano o deal with it”
Wellbeing: a matter of balance Double track approach
?m Society Autistic person

The challenge of defining wellbeing
Rachel Dodge - Annette P. Daly + Jan Huyton - Lalage D. Sanders @ @

Figure 4. Definition of Wellbeing

Resources Challenges Changing the Changing the
Peyehalogical Pycological environment person
7 adapting teaching
p. 230
QY outism Adulthood: The more enduring happiness

Asperger syndrome in males over two
decades: Quality of life in relation to
diagnostic stability and psychiatric Sorce

comorbidity Pleasa nt ||fe

Mé;—hingful life

4

::;?V:G;Iillrt’:&:‘c”ina Gillberg', Christopher Gillberg' Positive feehngs Contentment
Despite difficulties with functioning in Joy - Pleasure Purpose in life
everyday life, many seem to be able to .
deal with adversity and cope well with Ahsente of pain Personaligrowth
challenges Safety Serving others

Activities you like Life satisfaction



Meaningful and purposeful life

What can society offer to
autistic people?

What can autistic people
offer to society?

Employment is a predictor of QoL

Predictors of Quality of Life for Autistic Adults

David Mason, Helen McConachie @, Deborah Garland, Alex Petrou, Jacqui Rodgers, and Jeremy R. Parr

How to make a difference?

* Volunteer work
* All kind of fundraising activities

Jobs at all kind of events (rock festival, theatre, ...)

Running / cycling for cancer or other diseases
Charity work

Employment may be therapeutic

Employment may lead to
improvement in autism
symptoms and enhances well-
being and quality of life

3 Autism Dev Disord
DOT 10.1007/10803-013.2010-9

ORIGINAL PAPER
Engagement in Vocational Activities Promotes Behavioral
Development for Adults with Autism Spectrum Disorders

Julic Lounds Taylor + Leann E. Smith
Marsha R. Mailick

A well filled day

prevents you from

—boredom

—getting stuck in stereotyped activities / obsessions
—worrying and anxiety

—challenging behaviour...

creates opportunities to

—learn new skills

—reach higher levels of functioning

Ways to neuroharmony

* See the similarities, not only the differences

* Start from (individual) needs, not from diagnoses
or labels: our name is the most important label

* Find out what makes a person happy
* Not less autistic, but autistically happy
* Put happiness and well-being on the IEP

* Balance between changing the person and
changing the environment

* Create opportunities for a meaningful life
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