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QoL lower for autistic people

autism

RESEARCH

Original Article

Gl TN EIL fgluss"\‘/ 1. 19(2) 158-167

__ . . . N . Vol.
Heijst Quality of life in autism across the ©The Acihor 2014
I. f . A I 5 Reprimhs and Eermisﬂ‘in;:: )
ifespan: A meta-analysis DO 10.1177/136 361313817083
autsagepub.com
- ®SAGE
Barbara FC van Heijst' and Hilde M Geurts'23
. Abstract
Hilde Geurts Autism is a lifelong neurodevelopmental disorder, with a known impact on quality of life. Yet the developmental trajectory

of quality of life is not well understood. First, the effect of age on quality of life was studied with a meta-analysis. Our
meta-analysis included 10 studies (published between 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
an empirical study on quality of life of the elderly (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
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
elderly with autism showed that the difference in quality of life is similar in the elderly. Age, IQ and symptom severity did
not predict quality of life in this sample. Across the lifespan, people with autism experience a much lower quality of life
compared to people without autism. Hence, the quality of life seemed to be independent of someone’s age.
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Often one-sided
focus

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

Pleasant

* Happy
Well-being * Fun

* Satisfaction * Enjoying
* Pride e Cheerful
* Pleasure * Nice

* Amusement * Good feeling

10
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It is time to start focussing also on the similarities,
not only the differences

We are not so different in terms of
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All of us have much more in common than we think

There is no such category as “autistic
behaviours,” only “human behaviours”.

Let’s start from a shared human
experience.

Barry Prizant
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PETER VERMEULEN
AUTISM AS

CONTEXT
BLINDNESS

© Peter Vermeulen - Autism in Context



From neurodiversity to neuroharmony Autism Europe — 30 March 2023

Universal human needs: Maslow’s hierarchy

fulfilment

self-esteem

Abraham Maslow

belonging

safety and security

physiological needs

Find out what makes people feel good

C} Autismeforeningen
| NORGE

AUTISM STRESS INVENTORY Autism Good Feeling Questionnaire

Sparreskjemat inneholder referansar il alle siags ting som kan gl en person en god falelse. Men
vi er selvsagt alle forskjellige. Hva som skaper en god falelse hos en person kan vaere svaert
ubehagelig for en annen

PART I: STRESSORS
Nedenfor kan du indikere hvor mye ting eller hendelser gir deg positive filelser
For hver kategori sparsmal finner du en bokser hvar du kan legge til ting som ikke stir pd listen.

Hvert spersmil scores som falger:
Tudge to what extent the following situations cause stress for the person with autism. 3¢ Dette gir meg en veldig god falelse — Jeg tiher dette veldig godt
2: Dette gir meg en god folelse - Jeg liker dette
1: Dette gir meg en litt god falelse — Jeg liker dette litt

1- no stress 0: Dette gir meg ikke en god falelse- Jeg liker ikke dette szrlig (naytral jeg faler

2: lightly stressful ingenting eller jeg kan til og med fole ubehag)

3: moderately stressful *: Jeg vet ikke om dette gir meg en god foleise

4: highly stressfal

5 severely stressful Listen er alts# ikke uttemmende. Derfor kan du legge ti ting som fir deg til 4 fale velvare eller

som duliker.

Sensoriske aspekter

Sensory stimuli
: Noen Iyskilder, spesieit

L[2]3]4]5 Noen Iyder, spesiel.

Certain kinds of ight, pamely . [spesete typer semmer, spesier

[Suilinet

[Spesiticee ukter, speser

[Spestine taksle stmul, spesirc

Certain Iiuds of Goises, samely..

- = — o e 3
Gt o OF Sell tEareIy: 73 en kiem, hoidt runct
Bii kysset
Certain kinds of tactile stiuli namely.._ e
kuice
Being tovched L spesier
Being hugged ik, spesiei
Being kissed Objekter som jeg licer 3 ta pd o
pestine vietyper (venmigs spester 7

Certain kinds of food

Other:
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AUTISM in CONTEXT

from neurodiversity to neuroharmony

AUTISM IN CONTEXT PETER IN CONTEXT ~ YOUR CONTEXT H.A.P.PY. -PROJECT CONT

AUTISM GOOD FEELING QUESTIONNAIRE

Search

Autism Good Feeling Questionnaire

Search ...

17

. AUTISM in CONTEXT webshop www.autismincontext.be
../

LECTURES BOOKS DOWNLOADS COURSES CONSULT Checkout Account Logout

Downloads

Back to overview

Autism Good Feeling Autism-Good-Feeling Autism-Good-Feeling Autism-Good-Feeling
Questionnaire Finnish Questionnaire Danish Questionnaire English Questionnaire Hungarian

Autism-Good-Feeling  Autism-Good-Feeling Autism-Good-Feeling Autism-Good-Feeling Autism-Good-Feeling _ Autism-Good-Feeling-
Questionnaire French  Questionnaire German Questionnaire Norwegian  Questionnaire Spanish Questionnaire Swedish Questionnaire Portuguese

www.petervermeulen.be
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What are we targeting?

/ autism

Review
What are we targeting when we © The Auhars) 2019

. . Article reuse guidelines
treat autl-sm s;?ectrum dlso_rt!er? A' i compouris pemasors
systematic review of 406 clinical trials Serae T

Umberto Provenzani'*( ), Laura Fusar-Poli' 2",
Natascia Brondino!, Stefano Damiani', Marco Vercesi',
Nicholas Meyer®, Matteo Rocchetti'l and Pierluigi Politi't

Review study 2019: 406 controlled trials
between 1980 and 2016

What are we targeting? (Review 406 studies)

Goal of the intervention

0% 5% 10% 15% 20% 25% 30% 35% 40% 45%

Criteria autism B: rigidity (43) _
Challenging behaviors (47) _
Adaptive functioning (28) ﬁ
Cognitive functioning (30) ﬁ
Psychiatric comorbidity (37) _
Medical issues (13) i

Quality of Life (3) i

craer 129 |
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Interventions for adults

3 ,'autism

Autism
Support for adults with autism spectrum ¢ o0
. . A & . Reprints and permissions:
glsorder without intellectual impairment:  sgpcudomiramsionm
stematic review Journals.sagepub.com/home/aut
Y ©SAGE

Theo Lorenc!, Mark Rodgers!, David Marshall', Hollie Melton',
Rebecca Rees?, Kath Wright' and Amanda Sowden!

Most interventions focused on mitigating specific
deficits.../... Few studies focus on outcomes that
would provide evidence of the impact of
interventions on the lives of people with ASD, such
as mental health, well-being, quality of life

= This is how many think it works

MORE
LESS AUTISTIC a WELL-BEING

22
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Barbara van
Heijst

Hilde Geurts

Andrew Pickles

QolL: no link with 1Q and severity

autism

Original Article

Autism
Quality of life in autism across the OThe mabor( 2014

lif A Ivsi Reprints and permissions:
: m - sagepub.co.ukljournalsPermissions.nav
Irespan: eta-ana ysis DO 10.1177/1362361313517053
autsagepub.com

®SAGE

Barbara FC van Heijst' and Hilde M Geurts'23

Abstract

Autism is a lifelong neurodevelopmental disorder, with a known impact on quality of life. Yet the developmental trajectory
of quality of life is not well understood. First, the effect of age on quality of life was studied with a meta-analysis. Our
meta-analysis included 10 studies (published between 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
an empirical study on quality of life of the elderly (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
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
elderly with autism showed that the difference in quality of life is similar in the elderly. Age, IQ and symptom severity did
not predict quality of life in this sample. Across the lifespan, people with autism experience a much lower quality of life
compared to people without autism. Hence, the quality of life seemed to be independent of someone’s age.

Qol: no link with 1Q and severity

The Journal of Child A s ‘ 1)
-

Psychology and Psychiatry . Check for
dat
Joumnal of Child Psychology and Psychiatry **:* (2020}, pp -+ Qoi:10.1111/jcpp. 13 160 pestes

The adult outcome of children referred for autism:
typology and prediction from childhood

Andrew Pickles,' James B. McCauley,? Lauren A. Pepa,® Marisela Huerta,* and
Catherine Lord?

!Department of Biostatistics and Health Informatics, Institute of Psychiatry, Psychology & Neuroscience, King's
College London, London, UK; Department of Psychiatry, University of California, Los Angeles, Los Angeles, CA;
Centre for Autism and the Developing Brain, Weill Cornell Medicine, New York, NY; *Felicity House, New York, NY,
USA

Background: Autism Spectrum Disorder is highly heterogeneous, no more so than in the complex world of adult life
Being able to summarize that complexity and have some notion of the confidence with which we could predict
outcome from childhood would be helpful for clinical practice and planning. Methods: Latent class profile analysis is
applied to data from 123 participants from the Early Diagnosis Study (Lord et al., Archives of General Psychiatry,
2006, 63, 694) to summarize in a typology the mu early adult of children referred for autism
around age 2. The form of the classes and their predictability from childhood is described. Results: Defined over 15
measures, the adult outcomes were reduced to four latent classes, accounting for much of the variation in cognitive
and functional measures but little in the affective measures. The classes could be well and progressively more
accurately predicted from childhood 1Q and symptom severity measurement taken at age 2 years to age 9 years.
Removing verbal and nonverbal IQ and autism symptom severity measurement from the profile of adult measures did
not change the number of the latent classes; however, there was some change in the class composition and they were
more difficult to predict. Conclusi While an 1 y of adult is ible, careful
consideration needs to be given to the aspects that should be given priority. An outcome typology that gives weight
to cognitive outcomes is well predicted from corresponding measures taken in childhood, even after account for
prediction bias from fitting a complex model to a small sample. However, subjective well-being and affective aspects
of adult outcome were weakly related to functional outcomes and poorly predicted from childhood. Keywords:
Childhood; autism spectrum disorders; adult outcome; prediction; EDX.
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MORE
LESS AUTISTIC » WELL-BEING
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But it works like this

MORE
LESS AUTISTIC » WELL-BEING
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Happier people are more successful in life

Psychological Bulletin Copyright 2005 by
2005, Vol. 131, No. 6, 803-855

gl by the American Psychological Association
0033-2009/05/$12.00 DOL: 10.1037/0033-2909.131.6.803

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

University of California, Riverside

Laura King

University of Missouri—Columbia

Ed Diener
University of Illinois at Urbana—Champaign and The Gallup Organization

Happiness

Successful

(Long-Term Causal Outcomes
Propensity to >
Frequently (Valued by
Experience Society)
Positive Emotions)

27

Not less autistic,
but

“autistically happy”
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Happiness
g )

Pleasant life IVIearﬁngfuI life

Positive feelings Contentment

‘ Joy - Pleasure Purpose in life #
Absence of pain Personal growth

Safety Serving others

Activities you like Life satisfaction

29

\:

(’ H.A.P.P.Y.

Happiness in Autism Personal Project For Young people

www.petervermeulen.be
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Our goals and desired outcomes

Pleasant life Mear{ingful life

‘ Positive feelings Contentment O’

o Joy - Pleasure Purpose in life 9
Absence of pain Personal growth
Safety Serving others

Activities you like Life satisfaction

31

What can society offer to

Meaningful and purposeful life

autistic people? offer to society?

© Peter Vermeulen - Autism in Context
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Neuroharmony

Every autistic
person has
something to offer.
S0, therefore
society can expect
them to contribute
to society.
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World wide People with a disability

AUTISM

32%

Autism
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Helen
McConachie

David Mason

Employment is a predictor of QoL

Predictors of Quality of Life for Autistic Adults

David Mason, Helen McConachie 2, Deborah Garland, Alex Petrou, Jacqui Rodgers, and Jeremy R. Parr

Abstract: Research with adults on the autism spectrum is as yet limited in scope and quality. The present study
describes quality of life (QoL) of a large sample of autistic adults in the UK and investigates characteristics that may
be predictive of QoL. A total of 370 autistic adults from the Adult Autism Spectrum Cohort-UK (ASC-UK) completed
the WHOQOoL-BREF, and the Social Responsiveness Scale (SRS, autism symptom severity), along with the ASC-UK reg-
istration questionnaire giving information on mental health and their life situation. QoL for autistic adults was lower
than for the general population for each WHOQoL domain. Younger participants reported higher QoL than older par-
ticipants in psychological and environment domains. Males reported higher physical QoL than females, and females
reported higher social QoL than males. Significant positive predictors of QoL were: being employed (physical QoL),
receiving support (social and environment QoL), and being in a relationship (social QoL). Having a mental health
condition and higher SRS total score were negative predictors of QoL across all four domains. Autistic adults require
access to effective mental health interventions, and informal and formal support for their social difficulties, to
improve their quality of life. Autism Res 2018, 0: 000-000. © 2018 The Authors Autism Research published by Inter-
national Society for Autism Research and Wiley Periodicals, Inc.
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Luchthaven Zaventem stelt mensen
met autisme te werk aan
bagagecontrole

Paulien Baltussen

Op de luchthaven van Zaventem werken sinds kort mensen

met autisme aan de bagagecontrole. Zij hebben

vaardigheden die belangrijk zijn voor die job. Het gaat om een
v proefproject met zes mensen.

38
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f HOMEPAGE MENL CHI SIAMO DICONO DI NOI FOOD TRUCK PROGETTI SPECIALI
ZzAvl

IL PANETTONE PIZZAUT PRENOTAZIONI E CONTATTI

Perché mangiare la pizza da noi?

SEMPLICEMENTE perché la pizza & buonissima, con ingredienti di primissima qualita e a filiera corta...
Perché mangerai in un ambiente curato ed inclusivo, dove si nutre il corpo ed anche I'anima...
Perché pensi che la diversita sia un valore...

Perché da vicino nessuno & normale...

Perché si pud mangiare Molto Bene facendo del Bene..

39

Different ways of making a difference

* Volunteer work
 All kind of fundraising activities

Running / cycling for cancer or other diseases

Charity work

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

40
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neuroharmony

| am a valued part
and | contribute!

A1 1
I A
T X |

THANK YOU
FOR YOUR ATTENTION!
-.'\;
@ s’_rerkmokers
from newrodiversity to neursharmony /n aufisme
www.petervermeulen.be Www.autisme.be
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