La felicidad en el autismo:
émision (im)posible?

Peter Vermeulen, PhD
Autisme Centraal
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Es hora de empezar a centrarse también en los
parecidos, no solo en las diferencias

Después de tantos anos de centrarnos en las diferencias entre
las personas neurotipicas y las autistas, tenemos que empezar
a ver queé tienen en comun todas estas personas

De |la neurodiversidad a |la neuroarmonia



¢ Qué tal les va a las personas con autismo en la vida?
Criterios aplicados en estudios de resultados:

Empleo

Relaciones/amigos

Salud

Funcionamiento cognitivo

Situacion residencial

Sintomas de autismo



Fallos de los estudios de resultados

Los criterios objetivos no dicen gran cosa sobre |a
calidad de vida...

Asi que deberiamos anadir el criterio subjetivo del
bienestar



Autism after Adolescence: Population-based 13- to 22-year
Follow-up Study of 120 Individuals with Autism Diagnosed

in Childhood

Eva Billstedt,' Carina Gillberg,! and Christopher Gillberg'?

Table I. Outcome in 120 Individuals with Autistic Disorder or
Atypical Autism

Autistic Atypical

disorder autism
Outcome variable N =78 N = 42
Attrition 2 (3%) 4(10%)
Dead at follow-up 3 (4%) 3 (7%)

Very poor outcome
Poor outcome

38/73 (52%)
17/73 (23%)

24/35 (69%)
6/35 (17%)

Restricted but acceptable
outcome

Fair outcome

Good outcome
Independence

12/73 (16%)

6/73 (8%)
0
3/73 (4%)

2/35 (6%)

3/35 (9%)
0
1/35 (3%)




Aspects of quality of life in e N
adults diagnosed with autism w7 s

in childhood

A population-based study

qutism © 2011

Autistic Society

Table 2 Parent’s/carer’s estimation of the situation for their daughter/
son/relative with ASD in aspects of quality of life/residential well being

Category N = 1009
Very high residential well being 61
High residential well being 30
Average residential well being 5
Poor residential well being 2
Very poor residential well being 2

a. Missing information in 8 cases.




Demasiada poca
atencion en el

\ / Evidence-Based

Practices for
Children, Youth,
and Young Adults
with

Autism Spectrum Disorder

Comunicacion ) ) o
%apaadad de expresar deseos, necesidades, opciones, sentimientos o
ideas

Social
Habilidades necesarias para interactuar con los demas

Comportamientos retadores/que interfieren )
Reducir o eliminar los comportamientos que interfieren con la persona

Juego . :
Uso de juguetes o material de ocio

Habilidades preparatorias para la escolarizacion )
(F:iler?dltmlento en una tarea no directamente relacionado con el contenido
e la tarea

Preacadémico/Académico .
Rend||m|ento en tareas que suelen ensefiarse y emplearse en un entorno
escolar

Adaptativo/Autoayuda ) )
Habilidades de vida independiente y de cuidado personal

Atencion conjunta ) o o
Comportamientos necesarios para compartir intereses y/o experiencias

Motor
Movimiento, incluyendo habilidades motrices finas y Fruesas ,0
relacionadas con el sistema/funcionamiento sensoria

Cognitivo : o o 9
Rendimiento en medidas de inteligencia, funcidn ejecutiva, resolucién de
ptroble,mas, razonamiento, teoria de la mente, memoria, creatividad o
atencion

Profesional » . -
Empleo o preparacion para el empleo o relacionar con las habilidades
técnicas necesarias para un trabajo especifico

Salud mental
Bienestar emocional

182 (39,9%)

165 (36,2%)
158 (34,6%)
77 (16,9%)

67 (14,7%)

58 (12,7%)

57 (12,5%)

39 (8,6%)

18 (3,9%)

15 (3,3%)

12 (2,6%)

1(0,2%)



Problemas de salud mental en el

autismo
ot 0 0 Prevalencia a lo largo de

ORIGINAL PAPER °
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Comorbid Psychiatric Disorders in Children with Autism:
Interview Development and Rates of Disorders

Ovsanna T. Levier - Susan E. Folsiein -

Susan Bacalman « Naomi (% Davis « Elena Dinh -
Jubel Morgan - Helen Tager-Flusherg -

Janet E. Lainhart

Trastorno ansiedad 10-65% 15-20%

) Depresion 10-55% 10-30%
BMC Psychiatry BloMed Cera

Research article Open Access

Psychiatric and psychosocial problems in adults with
normal-intelligence autism spectrum disorders

Bjorn Hofvander*!, Richard Delorme??, Pauline Chaste?7, Agneta Nydén?,
Elisabet Wentz34, Ola Stahlberg®, Evelyn Herbrecht2.6.7, Astrid Stopin2,
Henrik Anckarsater! 25, Christopher Gillberg?, Maria Riastam® and

Marion Leboyer2.6.7.9



Asi que nos centramos sobre todo en
sentimientos negativos

The Development of a Stress Survey Schedule for Persons
with Autism and Other Developmental Disabilities

June Groden,"* Amy Diller,' Margaret Bausman,' Wayne Velicer,® Gregory Norman,®
and Joseph Cautela®

The Stress Survey Schedule is an instrument for measuring stress in the lives of persons with
wulism and other developmemtal disabilitics. Development of the survey and analysis of the
underly iﬂg mepsurement structare of the instrument is l'-¢|,'n||'l\.‘1.|. im three studies, 'I'hm-u!_'h the
use of exploratory and confirmatory analysis procedures, eight dimensions of siress were den-
tificd: Amticipation/Uncertainty, Changes and Threats, Unpleasamt Evenls, Pleasant Events,
SemsorviPersonal Contacl, Food Related Activity, Social/Environmental Imteractions, and Rit

il Related Siress. These stpess dimensions ane highl:. relevant 6 the |5rnh|¢nh of astizm and
have nol been addrossed |1_'\. olher siress surveys. The information obained from the Stress
Survey can be used to plan for strategies 1o redoce the stress before it ocowrs or resolts in mal

.klj[\li\.\r helunwbor

KEY WIMRIS: Autism: siress AUTVEY
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i) Research in Autism Spectrum Disorders
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Journal homa page: hitp://ees.alsaviar.com/RASD/default.asp |

Anxiety in people diagnosed with autism and intellectual disability:
Recognition and phenomenology

Sissel Berge Helverschou®*®, Harald Martinsen®
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Anxiety seems 0o o frequently in individ wals with autism, but varying prevalence
Snmars indiare onostainties in denoiying ancewy, espeaially in those wish
inteliooral disability (ID) The present stody explores she reosgnimion of anceny
SyMpoms and 2ime to provide soggestions for the assesoment of oty in indrviduals
with aurism and 10

TwinSeparate samples, 3 ooamumon ity sample of 62 indiwduals anda din ical sample of9
indiwduals, were ascegeed with andey fems from 2 soreening dhedidist Each mems
sonines were anabyzed. in addiomon, in the dinkcal sampke, checidist res ol sene oompaned
with cllinical assessmens.

The results indicase that ancety an be reoognized by sympoms similar o thoeee in
ncn-autistic individuals, bt signs of plvsiol o cl arowsal s==m diffiool t o recognize in
shils population. The esulbs imply indosion of general adjes mment problams in onder oo
sdenmify | ndreidual s wath arockety probleimes by wsing 2 cheodiss. For diagn et pu nposes,
the nee of 2n individual arocety 25 %25 sment seems indicated.
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Vida agrédéble

/ Sentimientos positivos \

Alegria - placer

Ausencia de dolor

Seguridad

KActividades que te gustan /

Felicidad

Vid;cbn sentido

-~

\_

Satisfaccion
Proposito en la vida
Crecimiento personal
Servicio a los demas

Satisfaccion vital

~
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¢ Por qué centrarse en el bienestar?

* El bienestar subjetivo es menor en las personas autistas

* Los sentimientos positivos desencadenan un circulo virtuoso
nacia el bienestar emocional (Fredrickson & Joner, 2002)

* Lleva a mejores resultados en muchos campos de la vida:
empleo, salud, relaciones sociales (Lyubomirsky et al., 2005)



Calidad de vida en TEA

Calidad de vida subjetiva y objetiva en 169 adultos con TEA (IQ > 70), edad 19-30.

Comprehensive Psychiatry ey Oltuacion residencial: TEA < contr

T ,' Volume 55, Issue 2, February 2014, Pages 302-310
ELSEVIER e

www elsevier.com locale' comppsych

Trabajo/educacion: TEA < contr

Quality of life: A case-controlled long-term follow-up study, comparing
young high-functioning adults with autism spectrum disorders with adults
with other psychiatric disorders diagnosed in childhood

L) e 7/ 7 [}
Petra S. Barneveld™*, Hanna Swaab™P®, Selene Fagel®, Herman van Engeland®, CondICIOn fISICa . TEA > (0{0) ntr

. "
Leo M. de Sonneville®"”

Dhepartment of Clinicad Chila and A et Stdliees, Ledden Univeryity, Ledden, The Netherlanids
P f el f rxrty, Lede d it Letden, Ve Netherdand
I i Child t ¥ Bl M FECEE Univerwity Medical Centre L ht, T 1

Relaciones sociales: TEA < contr
Fuente: Barneveld et al. (2014)

Perspectiva de futuro: TEA < contr

Grupo de control = adultos con otros trastornos psiquiatricos infantiles, como TDAH



100

Indice de bienestar personal (IBP)
(Cummins et al; Deakin 2006) B

Resultados IBP: comparacion grupo de autismo RU vs. control

Grado de satisfaccion con

®®% M autismo
@ @@ control

Fuente: Richard Mills, 2016



CdV inferior para personas con autismo

autism

Original Article
Autism
Quality of life in autism across the & The Auort) 014
- - eprints and permissions:
lifespan: A meta-analysis EepubcouldoumalePemisionsray

aut.sagepub.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.



¢ Por qué centrarse en sentimientos positivos?

PFSYCHOLOGICAL SCIENCE

Research Report

POSITIVE EMOTIONS TRIGGER UPWARD SPIRALS TOWARD
EMOTIONAL WELL-BEING

Barbara L. Fredrickson' and Thomas Joiner® 2002
"University of Michigan and *Florida State University

* Relacion entre sentimientos negativos
y centrarse en detalles + rigidez de
pensamiento

* Los sentimientos positivos aumentan

— Funcionamiento cognitivo
— Flexibilidad - Adaptabilidad



Las personas mas felices tienen mas éxito en la vida

Psychological Bulletin Copyright 2005 by the Amencan Psychological Association
2005, Vol. 131, No. 6, B03-855 0033-2909/05/512.00 DOIL: 10.10370033-2909.131.6.803

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

Sonja Lyubomirsky Laura King
University of California, Riverside University of Missouri—Columbia
Ed Diener

University of Illinois at Urbana—Champaign and The Gallup Organization

Happiness Successful

Outcomes

(Long-Term (Causal

Propensity to -
Frequently (‘r’alged by
Expenence Society)

Positive Emotions)



No menos autistas,
pero
d 4 e o 144
autisticamente felices



Evaluacion del bienestar

* Evitar proyecciones neurotipicas
* Evitar estereotipos sobre el autismo

ASI QUE... iPREGUNTALE A LA GENTE!



Hay herramientas

The Satisfaction with Life Scale

By Ed Diener, PhD.
WHO (Five) Well-Being Index (1998 version)
Hlas-i' iru:li:'n_.t-: for each of the five statements which is closest to how you have been feeling over the last two woeks,
DIRECTIONS: Below are ﬁ'\-'t staternents wath win 0]1}"0“ ll.'lﬂ'&' w or 'El.ﬁﬂglﬂ U‘ﬂ.ﬂg Motice ol hipher numnbers mean becer well-benog.
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mumber in the line preceding that item. Please be open and honest in your responding. the: box with the number 3 in the upper right comer.
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3 I henve felt active and vigorouns

1. In most ways oy life iz close to niy ideal.

4 T woke up leeling fresh wml res
2. The conditions of ny life are excellent. stod
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e
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3.1 am satisfied wath life. 5 My daily life b been flls
. with things that intcrest me

4. So far I have gotten the nuportant things Iwant m hie.

5T T could live my life over, Twould change almost nothing.




Cuidado con los autoinformes

Researchers dispute value of self-reports for autism traits

Nicholette Zeliadt

18 March 2014

Vin Ganapathy

= E-mail &= Print Share This

Several self-report surveys allow adults in the general
population to assess any traits of autism they may
have, such as difficulties with social interactions or
communication. In the past decade, it has become
commonplace for researchers to rely on these tests
to measure autism symptoms in research
participants.

A new study challenging the validity of these
questionnaires has touched off a debate, with the
developers of one test saying the researchers
misused it.

The study, published 17 December in the Journal of
Autism and Developmental Disorders, suggests
that some self-administered questionnaires for adults
don't distinguish between traits of autism and
conditions that often co-occur with the disorder.

Takeshi Nishiyama and his colleagues at the Aichi
Medical University in Japan compared the reliability



Teoria de la mente

A
La “mente” de Tu propia
los demas “mente”

Si a las personas con TEA les resulta dificil pensar en la mente
de los demas, debe resultarles igual de dificil pensar en sus
propios estados mentales.

Teoria de tu propia mente

A las personas con autismo puede resultarles mas dificil

entender sus propias ideas que las de los demas. (Williams &
Happé, 2010)



Evaluacion de la felicidad adaptada al autismo

* Hacer concretos los conceptos abstractos
* Usar palabras concretas y no ambiguas
* Visualizar




¢ Qué hace que la gente se sienta bien?

AUTISM STRESS INVENTORY

PART I: STRESSORS

[=u]
5 =]
Tl
Lol

Judge to what extent the following situations cause stress for the person with autism.

: 0o stress

- lightly stressfil

: moderately stressfinl
- highty stressfil

: severely stressfil

I R

Sensory stimuli

Certain kinds of light. namely...

Certain kinds of noises, namely__.

Certain kinds of smell, namely. ..

Certain kinds of tactile stimmli namely...

Being touched

Being hngged

Being kissed

Certain kinds of food

Other:

Autism Good Feellng Questionnaire

The questionnaire contains items reterring to all sorts of things that can give a
person a good feeling. Obviously, each person is ditferent. What gives a good
feeling to one person, can be very unpleasant for another person.

Below, you can indicate the extent to which things or events give you a good
feeling. For each category of items, there is place to add things that are not
mentianed in the list,

Each "item' can be scored as follows:
3: This gives me a good feeling - | enjoy this very much
2: This gives me o good feeling — | enjoy this
1: This gives me a little bit of good feeling - | enjoy this a little

0: This does net give me a good feeling — | don't enjoy this in particular

{neutral, | feel nothing) or | even find this unpleasant
?: I do not know if this gives me a good feeling

Obviousky this list is not exhaustive. Therefore, thers is room left to add things that

make you Teel good or that you enjoy.

Sensory aspects
2|10

L

ICertain light, nameky: .:

ICertain sounds, namely: .:

1A certain kind of voice, namely: .:

Silence
ICertain smells, namely: .

ICertain tactile stimuli, namely: .
Being touched

Being cuddled

Being kizsed

Heat

iCald

ICertain foods, namely: .:

iCertain beverages, namely:
ICertain iterns that | like to touch, namely: .:

ICertain weather conditions [please specilif. s )

4 fleece blanket around me




Evaluacion de la felicidad y el bienestar en el autismo

Ihe practice of promoting happiness in autism

The practice of promoting

happiness in autism
(€Y AN o

Peter Vermeulen, Autisme Centraal, Gent, Belgium

GOOD AUTISM PRACTICE
Autism, happiness and wellbeing

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




Evaluacion de preferencias sensoriales

This gives me a good feeling

Circuito sensorial buenas Tarjetas preferencias sensoriales Kingwood
sensaciones (Vermeulen, (Brand & Gaudion, 2012; Gaudion, 2015)
2014)



Entorno adecuado para el autismo

[ Bienestar J

PN -

[ Adecuacion al autismo ]

No es lo mismo que evitar dificultades y obstaculos

Se trata de ayudar a las personas con autismo a
enfrentarse a las dificultades y superar los obstaculos



Bienestar: cuestion de equilibrio

I Dodge, R., Daly, A., Huyton, J., & Sanders, L. (2012). The challenge of defining wellbeing, Infernational
Journal of Wellbeing, 2(3), 222-235. doi:10.5502/fjw.v2i3.4

ARTICLE

The challenge of defining wellbeing

Rachel Dodge - Annette P. Daly - Jan Huyton - Lalage D. Sanders

Figure 4. Definition of Wellbeing

Resources Challenges
Psychological Wellb Eiﬂg Psychological
Social Social
Physical Physical

/\

p. 230
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Funcional

* Enseiiar a sobrevivir

* Habilidades funcionales
* Habilidades practicas

. Pensamiento autista
Cada uno es diferente )
e Entender el autismo desde dentro

* Enfoque a medida .
q . . * Autismo como ceguera al entorno
* Intervenciones personalizadas

T | Adecuado
‘ para el
I: \ autismo \

Confort basico

AUTISME CEMNTRAAL D0b|de Via I * Ausencia de estrés
Adaptar el entorno «  Bienestar

* Habiidades de ensefanza

Entorno que ayude al aprendizajd

L

Comunicacion concreta

* Aclarar el mundo

* Hacerlo facil de comprender
* Sin significados ocultos




Enfoque de doble via

Sociedad

Persona autista

Cambiar el entorno

Cambiar la persona

Adaptar

Ensenar




,'autism
Original Article

Asperger syndrome in males over two © Th At 201

. . . . cprints and perm sslinn-s- .
d?cades:’Quahq of life in rela:tlor] to sagopub o ukfourralsPermisions rav
diagnostic stability and psychiatric

comorbidity

aucsagepub.ce
®SAGE

Adam Helles':?, | Carina Gillberg!, Christopher Gillberg!'
and Eva Billstedt'

A pesar de las dificultades con el funcionamiento en la vida diaria,
muchos parecen poder enfrentarse a |la adversidad y los desafios

Intentar evitar el desvalimiento aprendido (Martin Seligman)

No evitar los desafios, dar control y hacer que los desafios se adapten
al autismo



¢ Quieres que las personas con
autismo estén contentas?

Adaptate al autismo:

Empieza por la o
claridad y la =
predictabilidad.

Todo lo demas, va
después




Trabajar el sentirse bien

* Relajacién
* TCC (y otras terapias)

* Plena conciencia
(Mindfulness)



Autismo y bienestar: jtrabaja la salud!

e Salud fisica:

— Las actividades fisicas bajan los niveles de cortisol y |la ansiedad en las

personas con autismo (Hillier e.a., 2010, Hillier e.a., 2011, Carraro & Gobi,
2012)

— El deporte, igual de eficiente que los antidepresivos y la psicoterapia
(Cooney et al., 2013, Cochrane review)

— CdV relacionada con problemas de suefio en TEA (Delahaye et al., 2014)
— Los problemas alimentarios son bastante habituales en TEA



Una vida buena y plena de significado

* Adaptacion al autismo: icémo podemos aportar placery
alegria a las vidas de las personas con autismo para hacerles
felices?

(una vida buena)

* Adaptacion por parte de las personas autistas: équé
pueden hacer las personas con autismo para hacer felices a los
demas?

(una vida con significado) ¢Que pueden ofrecer a la
sociedad las personas con

autismo?



Las personas con autismo tienen mucho que ofrecer

* Un trabajo: trabajar con sus puntos fuertes e intereses
* Ensenar: amabilidad y gratitud

e Hacer felices a los demas te hace feliz a ti

— Ouweneel, Le Blanc, & Schaufeli (2014). On being grateful and kind: results of
two randomized controlled trials on study-related emotions and academic
engagement. J. of Psychology, 148(1):37-60.

— Otake, et al. (2006). Happy people become happier through kindness: A counting
kindnesses intervention. Journal of Happiness Studies, 7(3), 361-375.



El empleo puede ser terapéutico

I Autism Dev Disord
DOI 10.1007/< 10803-013-2010-9

ORIGINAL PAPER

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

Julie Lounds Taylor + Leann E. Smith -
Marsha R. Mailick

El empleo puede llevar a mejoras en
los sintomas del autismo y mejora el
bienestar y la calidad de vida
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