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Simon Baron-Cohen
“Neurodiversity”

Severe Autism High-Functioning Autism
Autism

Aspergers Syndrome

Disease — Disorder/Condition - Disability - Difference

JCPP 58:6, 744 — 747, June 2017
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SUMMARY
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SUMMARY OF
ADVANCES

in Autism Spectrum Disorder Research

https://iacc.hhs.gov/publications/summary-of-advances/2016
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AND SURVEILLANCE NEEDS MUST S

BE MET?

Prevalence and characteristics of autism spectrum disorder among children
aged 8 years—Autism and Developmental Disabilities Monitoring Network,
11 sites, United States, 2012

We emphasize the important role of the schools in
enabling early detection. Continued surveillance of
ASD prevalence is required to target education,
outreach, and policy efforts.

Christensen DL & col. MMWR Surveill Summ. 2016 Apr 1;65(3):1-23.



Autism and Developmental Disabilities Monitoring (ADDM) Network Sites

. Massachusetts

- Rhode Island
Connecticut
New Jersey
Delaware

Maryland
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Identified Prevalence of Autism Spectrum Disorder

ADDM Network 2000-2010
Combining Data from All Sites

Surveillance Year Birth Year Number of ADDM | Prevalenceper This is about
Sites Reporting 1,000 Children 1in X children...
(Range)
6.7 1in150

#3-33
2002 1994 14 6.6 1in150

22-105 1/42 d
2004 1996 8 8.0 1in125

s 1/ 189 9
2006 1998 11 9.0 1in110

fez-1213)
2008 2000 14 113 1in88

#z-212)

e || EEET )

Fuentes J et al. Autism spectrum disorder. In Rey JM (ed), IACAPAP e-Textbook of Child and Adolescent Mental Health. Geneva: International
Association for Child and Adolescent Psychiatry and Allied Professions 2014.



Autism prevelence in 55.000 students, aged 7 to 12
in Seoul, South Korea: 2,64%|1 per 38

New sex distribution in this sample:2.5M /1F

Kim YS et al. (2011) J Am Acad Child Adolesc Psychiatry, 168:904-12
Kim YS et al. (2014) J Am Acad Child Adolesc Psychiatry. 53:500-8



European Parliament
2014 - 2019

WRITTEN DECLARATION ON AUTISM

Calls on the European Union and its Member States to adopt a
European Strategy for Autism that will:

- Support accurate detection and diagnosis across Europe
- Promote evidence-based treatment and support for all ages
- Foster research and prevalence studies

- Encourage the exchange of best practices
418 MEPs

(September 2015)



Moving forward for the adoption of a
European Strategy for autism in Europe
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Autism Spectrum Disorders in the European Union

14 COUNTRIES




- lIER, ISCIIl, Spain

- Fundacién Espanola para la Cooperacion Internacional, Salud y Politica Social. Spain
- National Health Institute Doutor Ricardo Jorge, Portugal
- Bulgarian Association for Promotion of Education and Science, Bulgaria

- Medical University of Vienna, Austria
- Ghent University, Belgium
- Aarhus University, Denmark

- University of Oulu, Finland

- University Toulouse 2 Jean Jaurés UT2J, France

- The State Diagnostic and Counselling Centre, Iceland
- Victor Babes National Institute of Pathology, Romania
- Autism Europe, Belgium

- University of Warsaw, Poland

- Dublin City University, Republic of Ireland

- Fundacion Bio-Advance, Canarias, Spain

- Universidad de Salamanca, Spain

- Fundacion Policlinica Gipuzkoa, Spain

- National Autistic Society, UK

- King’s College London, UK

- The IRCCS Stella Maris Foundation, ltaly

- Instituto Superior de Sanit3, Italy

- London School of Economics and Political Science, UK

22 TEAMS
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COORDINATION & MANAGEMENT
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the European Union

Help us to build a better understanding of autism
spectrum disorder (ASD) in Europe!

AN

\V/

A straightforward way to contribute is to complete one of our on-line
information-gathering surveys.

By sharing your experiences, you will also help to speed up the development
of more effective services and interventions for autistic people and their

families.

'ﬂns“’j

SURVEY OPENED UNTIL OCTOBER 1st. 2017

You can find out more and participate in ...
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CORE QUESTIONS

KEY FINDINGS

NEWS AND EVENTS




Prevalence: countries

FIELD STUDIES VS. POPULATION REGISTRIES
Austria Denmark
Bulgaria Finland
Spain France
Ireland lceland
Italy
Poland
Portugal
Romania

12 Countries



ASD Prevalence Study across Europe: Cross sectional study design versus population-
based registries approach.

P. Garcia Primo (Spanish Foundation for International Cooperation, Health and Social Policy —
FCSAI-), A. Vicente (Instituto Nacional de Saude Doutor Ricardo Jorge), D. Schendel
(University of Aarhus), E. Partner (University of Aarhus), C. Rasga (PhD, Instituto Nacional de
Saude Doutor Ricardo Jorge), C. Café (Centro Hospitalar Universitario de Coimbra), B. Rogeé
(University Toulouse 2 Jean Jaurés UT2J), C. Arnaud (University Toulouse 3 Paul Sabatier), E.
Saemundsen (State Diagnostic and Counselling Centre), F. Muratori (IRCCS Stella Maris
Foundation), A. Narzisi (IRCCS Stella Maris Foundation), A. Boilson (Dublin City University,
School of Nursing and Human Sciences), G. Oliveira (Centro Hospitalar Universitario de
Coimbra), J. Fuentes (Fundacion Policlinica Gipuzkoa), L. Poustka (Medical University of
Vienna), M.L Scattonni (Istituto Superiore di Sanita), M. Gissler (University and University
Hospital of Oulu), M.R. Sweeny (Dublin City University, School of Nursing and Human
Sciences), M. Budisteanu ("Victor Babes” National Institute of Pathology), Rafal Kawa
(University of Warsaw), R. Canal-Bedia (University of Salamanca), R. Stefanov (Bulgarian
Association for Promotion of Education and Science), ME Van Bakel (REOP) & M. Posada
(Institute of Rare Diseases Research, ISCIII)

IMFAR — May, 2017 (San Francisco, CA)
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Gipuzkoa Field Study

All the children aged 7 to 9 years
(DOB between 09/01/2007 and 08/31/2009)

« Aftending mainly 2°, 3° or 4° grade

Schools: 182 / Head teachers: 1.041

« Aftending Ist grade, but complying with DOB

Schools: 182 / Head teachers: 356




Gipuzkoa Field Study (2014-2017)

1. Warning 2. Screening 3. Diagnosis

NOVEMBER - APRIL MAY - SEPTEMBER OCTOBER - DECEMBER
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Hepburn S. & col. J. Autism Dev Disord (2008) 38: 373 - 383
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ASDEU-GIPUZKOA PROIEKTUA: GARAPEN KOMUNIKATIBO ETA
SOZIALEKO ARAZOEN DETEKZIOA MAURTZAROAN

ASTETAZAREN KOOZA IKASTURTEA IKASGELA
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A) Socially awkward

B) Doesn’t seem to understand the feelings of others

C) Talks a lot about own interests, but not very good at conversations
D) Doesn’t really chat to be friendly

E) Not very flexible - tends to insist on certain rules and routines

F) Is intensely interested in just a few topics or activities
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Hepburn S. & col. J. Autism Dev Disord (2008) 38: 373 - 383



Gipuzkoa Field Study
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Head Teachers Record review of already

Supported by School Consultants identified cases in the County
+

Special Educational Needs Teams

Nominated + Controls SCQ Diagnosis of
Nnew Ccases

Treatment &

ISCIII Support
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Gipuzkoa Field Study

Urola Kosta
20

Donostialdea

Bajo Deba /
Debabarrena
13

Bajo Bidasoa /
Bidasoaldea

Alto Deba /
Debagoiena
15

Tolosaldea
13 o Participating school

e Participating schools
per municipality

Goierri 16 Participating schools
16 per region

Source: Institute of Health Carlos IllI




Gipuzkoa Field Study

Ongoing results (regular schools):

Population: 14,830 children (age 7 to 9)
Schools participating: 125 out of 182 (69%)
Total of considered students: 10,528 (71%)
Nominated by Head Teacher: 309 (2.9%)

SCQ administration — in process...

Gautena: review of previously diagnosed cases:

Population: 52 children (age 7 to 9)
Agreed for review: 80%
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ASD SCREENING IN THE NATIONAL HEALTH SYSTEM OF CASTILLA Y LEON

Population: 1 M

Period: 2005 -2017

Instruments: M-Chat, M-Chat-R, App
Questionnaires: 24,378 (14 — 36 months of age)
Positives: 221 (190 assessed) (24 refused, 7 pending)

- For any developmental disorder: n. 118 / 60%
- For ASD: n. 72 / 40% —

s

Valladolid

zamora | @) ~ 22,000 children

Salamanca ‘

Personal communication — Prf. R. Canal (2017) — unpublished material
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Current algorithm with M-CHAT-R for ASD screening (2014-2016)

[ COMMUNITY WELL-BABY PROGRAM ]

N

s

8 or more
failures

No need for No need for
special follow-up verification

Phone verification ] v

'

Primary 0-1 2-7 Referral for
failures failures Assessment & care

Care

Personal communication — Prf. R. Canal (2017) — unpublished material
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Autism Spectrum Disorders
in the European Union

POPULATION REGISTRIES

\g’ TEACHER NOMINATION

‘vd VS. SCQ

The Matterhorn




WHEN SHOULD | BE

CONCERNED?

Reduced engagement with social stimuli in 6-month-old infants with later

autism spectrum disorder: a longitudinal prospective study of infants at high
familial risk

These findings suggest that high-risk infants who are
later diagnosed with ASD have disrupted or delayed
attention engagement for social stimuli at 6 months
old. As the child ages and developmental milestones
are passed, this early disruption in social attention
may cascade into reduced social engagement.

Jones EJ & col. J Neurodev Disord. 2016 Mar 15,8:7.
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AUTISM BABY SIBLINGS
RESEARCH CONSORTIUM

2,500 HR
1,500 LR

% AUTISM SPEAKS®

TTN

TODDLER TREATMENT
NETWORK




HR Sibs =) 20% ASD

Please, screen!!



Centro de Investigacion
en Neurociencia :
Cognitiva del Lenguaje

©

BASQUE CENTER
ON COGNITION, BRAIN
AND LANGUAGE

Lisa B. Wilson

Postdoctoral researcher
Marie Curie Fellowship 2016-2018

EEG + Infrared Spectroscopy + Dev. Assessment



Biomarkers of disordered language @

in infants at risk for autism swsauccowren

AND LANGUAGE

Subjects: 18, 24, 36 month old infants
1) HIGH RISK: Infants with an older sibling with autism

2) LOW RISK: Infants with a typically developing older sibling

Day 1

- Consent

- Family Interview
- Autism Measures
- Clinical Scale

Day 2 Day 3
« Clinical Results « Retest EEG
- EEG

Brain Activity to:

- Speech

- Tones
Reliability



WHEN SHOULD | BE

CONCERNED?

School-age outcomes of infants at risk for autism spectrum disorder

HR & LR children followed up to 9 years old. There were
individual changes over time, but most were consistent.

ASD related aspects ("Phenotype”) was the main concern
(38% HR vs.13% LR). ADHD was the second clinical concern.
SRS was useful, whereas typical school focus (IQ & language)
were not.

Miller M & col. Autism Res. 2016 Jun;9(6):632-42



WHEN SHOULD | BE

CONCERNED?

Risk of psychiatric and neurodevelopmental disorders among siblings of
probands with autism spectrum disorders

Finnish Registries: 37% of ASD — SIBs had at least one disorder

L ASD-CASE | ASD-SB | CONTROLS | ThEImSiBS |
| Number  [EEEYTE 6,022 11,725 22,127
Ao 10% 1%

Learning / 15% 6%
Coordination

5% 1.5%

Jokiranta-Olkoniemi E & col.JAMA Psychiatry. 2016 Jun 1;73(6):622-9.



Gillberg Neuropsychiatry Centre )
Sahlgrenska Academy UNIVERSITY OF

GOTHENBURG
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WHICH TREATMENTS AND

INTERVENTIONS WILL HELP?

Children with autism spectrum disorder and social skills groups at school: a
randomized trial comparing intervention approach and peer composition

Adult instructor school-based intervention in small-
groups of students with ASD, led to more relationships
than just engaging efforts. Both are needed, but the
study did not consider effects in the other students.

Kasari C and Col. J Child Psychol Psychiatry. 2016 Feb;57(2):171-9. [PMID: 26391889]



Population 714.000

Families: 798 1980 - 2017

Staff: 222 (67% FT)

Funding: 92% + 8% |

GAUTENA

14 @ Clinics (=500)
17 @ “Autism” class (95)
10 © Group Homes (70)
5 (O Day Centers (109)
5 O Leisure (75) + (210)
3 @ Support to families
1 O Short Stays (8 for 52)




WHICH TREATMENTS AND

INTERVENTIONS WILL HELP?

Longitudinal efects of adaptive interventions with a speech-generating
devices in minimally verbal children with ASD

The data indicates that SGDs in combination with a
development-based behavioral intervention can

signicantly improve social communication skills in
minimally verbal children with ASD.

A randomized study of 61 minimally verbal 5- to 8-year-old children with ASD

Almirall D & Col. J Clin Child Adolesc Psychol. 2016 Jul-Aug;45(4):442-56.



ZUuTH»

Launched six years ago...






E

ACCUEIL SORTIR

=

@%}

INJECTION MEDICAMENT MEDECIN

il
(N ol
DENTISTE




=

Many platforms and all operational systems

Basque, Spanish, English, French — and billingual

&5

“Donated” voices (M/ F—-C/ A)

Peesonalization friendly




82,672 downloads from 119 countries
(July 5th, 2017)

3 DOWNLOAD

www.fundacionorange.es



Video Tutorial de e-mintza

Una aplicacién gratuita disefiada para diferentes soportes

informéticos que genera un tablero de comunicacién.

In Spanish

http://www.policlinicagipuzkoa.com/e-mintza.php
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LIFE PROJECT:

Autism only “informs”,

The person is the one to design it.
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{CLINICAL PERSPECTIVES

Autism Spectrum Disorders: Ten Tips to
Support Me

Joogquin Fuentes, v

he recently revised American Academy of

Child and Adolescent Psychiatry Practice

Parameter for the Assessment and Treat-
ment of Children and Adolescents With Autism
Spectrum Disorder’ highlights the importance of
clinicians maintaining an active role in family and
individual support, Its evidence-based recom-
mendations colncide with those of the Intema
tiomal  Association for Child and  Adolescent
Psychiatry and Allied Professions, the European
Society for Child and Adolescent Psychiatry, and
Autism Europe.” [n contrast, in Furope, there is a
greater emphasis on an approach o children and
adolescents with autism spectrum disorder that
is based on rights, participation, and quality.
Inclusion Europe’ leads a campaign for making
information casily understandable as an essential
mechanism to foster citizen participation, ensure
informed choice, and protect Tuaman sights

Recogrizing the complementary strengths in
these approaches, my colleagues and | have pro
duond a ool to empower stakeholders, guide cane-
givers, and provide a rationale for advocates. The
document was originally produced by its author
and then reviewed, edited, and formally endorsed
by a selfsupport group of young persons with
Asperger disorder and by the Board of Famidies
from the Gipuzkoz Autstic Socety, the largest
autism community program in southern Europe
It is hoped that this document, also accessible

in Basque, French, and Spanish in Supplement 1
{avaikible online), will become a framwwork for
clinical practice and global advocacy

AUTISM SPECTRUM DISORDERS: 10 TIPS
TO SUPPORT ME

1. 1 am not “autistic.” [ am first, foremast, and
always a persan, a student, a child, and 1 have

)

N

W

o

autism. Do not confuse me with my conds
tion. And, please, do not use the term in a
regative or inconsiderate way. | deserve to be
respected

I am an individual. Having autism does not
make me the same as other people with
autism. Make an effort to know mwe as an
individual, to understand my strengths, my
weaknesses, and me. Ask me—andd my
friends and my family, if [ cannot reply—
about my dreams.

. I deserve services, just like all children. Ser

vices for me begin early, Autism is—or it will
be, when recognized-—a public health issue in
many countnies of the world. There are
irstruments to screen it They should be
applied =n the framework of screening for
other developmental disabilites. If you start
soan, my Jife will be different! And remember
that about one quarter of my siblings will
have autism or other problems. Help them;
they are an important part of my life

I belonyg in the health care system, just Jike all
children. Include me in regular health care.
The health care system should adapt to me,
Bmiting waiting times and ensuring  that
I understand what is to be dane, by using, for
example, casy-to-read materials, pikctograms,
techrologic mwars, and so  forth. Other
patients also will benefit

. I belong with other children. Do not separate

me from them because you want 10 treat me,
educate me, or care for me 1 can, and
I shoul, be placed in regular schools and
regular community  settings, and  special
support should be provided to me in those
places. | have something to teach other chil
dren and something to leam from them.

I belong with my family. Plan with me for my
future and my transitions. [ am the one who
should decide, and, when my ability to do so
is limited, my family and friends will speak
for me. No govemment agency can take the

i‘ Supplemental material cited in this article is availoble online.




FUENTES TEN TIPS - Buscar con Google
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Cerca de 430,000 resultados (0.56 segundos)

Sugerencia: Buscar solo resultados en espaiol . Puedes especificar el idioma de
busqueda en Preferencias

Autism Spectrum Disorders: Ten Tips to Support Me ...
www.jaacap.com/article/S0890...5/abstract ¥ Traducir esta pagina

de J Fuentes - 2014 - Articulos relacionados

Autism Spectrum Disorders: Ten Tips to Support Me ... Disclosure: Dr. Fuentes has
received research support, has served as unrestricted speaker for, or has ...

Autism Spectrum Disorder: Ten Tips Guidance Article
www.elsevier.com/.../autism-spectrum-disorder-ten-t... ¥ Traducir esta pagina
4 nov. 2014 - Dr. Fuentes said of his article, "We see in our nations a radical evolution
... The article "Autism Spectrum Disorders: Ten Tips to Support Me" by ...

Ten Tips to Support Me | Autism Speaks
https://www.autismspeaks.org/.../ten-tips-support-me v Traducir esta pagina
Ten Tips to Support Me. Google +. Be a champion for inclusion for all who have autism!
A renowned autism researcher-doctor-advocate asks the autism ...



Online supplemental material in 42 languages

English Indonesian
Basque Italian
French Japanese
Spanish Korean
Afrikaans Latvian
Arabic Lithuanian
Bengali Malay
Catalan Norwegian
Chinese Polish
Croatian Portuguese
Dutch Romanian
Estonian Russian
Farsi Serbian
Galician Slovak
German Slovene
Greek Swedish
Hausa Turkish
Hebrew Ukrainian
Hindi Urdu
Hungarian English Pictograms

Igbo

Spanish Pictograms

Mary K. Billingsley, ELS
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ASD TASK FORCE

Rutger van der Gaag
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ESCAP

European Society for Child CAP National SOCietieS
and Adolescent Psychiatry from 32 Countries

ASD TASK FORCE

Projects:

- Educational video-clips (2017)

- ESCAP European Practice Guidelines on ASD (2018)
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European Society for Child
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GENERAL ASPECTS OF ASD

Joaquin Fuentes
Policlinica Gipuzkoa, SPAIN
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European Society for Child
and Adolescent Psychiatry

DIAGNOSTIC ASPECTS OF ASD

Rutger van der Gaag
Radboud UMC, The Netherlands
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European Society for Child
and Adolescent Psychiatry

GENETIC ASPECTS OF ASD

Thomas Bourgeron
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Christopher Gillberg
University of Gothenburg, Sweden
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European Society for Child
and Adolescent Psychiatry

ADULTHOOD IN ASD

Patricia Howlin
King's College, United Kingdom
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European Society for Child
and Adolescent Psychiatry

12 - 15 Minutes
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ASD Study Group

National Institute of Health Carlos lll, Spain
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International ASD Guidelines

Scattish Intercollegiate Guidelines Network

Assessment, diagnosis and clinical
interventions for children and young

people with autism spectrum disorders
A national clinical guideline
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DEVELOPMENTAL DISORDERS

AUTISM SPECTRUM DISORDER

2014 Edition

Joaquin Fuentes, Muideen Bakare, Kerim Munir,
Patricia Aguayo, Naoufel Gaddour & Ozgiir Oner
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International Association for Child and
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Autism Spectrum Disorders in the European Union

AUTISM PLANS, STRATEGIES AND DISABILITY
POLICIES IN THE FIELD OF HEALTH, EDUCATION
AND SOCIAL INCLUSION IN THE EUROPEAN
UNION

A REVIEW OF THE INSTRUMENTS AND MEASURES IN PLACE
TO SUPPORT PEOPLE ON THE AUTISM SPECTRUM AND
THEIR FAMILIES AT ALL AGES

* X x

* *
* *
* *

* 4 *

ASDEU has received funding from the
European Commission by the framework

Call for tender n°
SANCO/2014/C2/035

European Commission . Health and
Consumers, Directorate-General.

NATIONAL PLANS AND PARTIAL STRATEGIES

Healtcare, Education & Employement)

Austria
Belgium (Francophone)
Croatia

Cyprus

Czech Republic
Denmark
England (UK)
Estonia
Finland
Flanders
France
Germany
Hungary
Ireland

Italy

Latvia
Lithuania
Luxembourg
Malta
Netherlands
Northern Ireland (UK)
Poland
Portugal
Romania
Scotland (UK)
Slovakia
Slovenia
Spain
Sweden
Wales (UK)

Personal communication — Autism Europe (2017) — unpublished material
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PLEASE, SEND US ANY RELEVANT GUIDELINE YOU KNOW OR HAVE PRODUCED

fuentes.j@telefonica.net




HOME MESSAGE FOR PROGRAM DEVELOPMENT?

1. Embed your program in the community and
ensure interdepartamental support

2. Follow best practice guidelines
3. Search for outcomes | U

4. Empower stakeholders .. 1

(Caution: not ranked in importance!!)



TRANSITION

Child and adolescent psychiatry
7?% in a world of change
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