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We are glad to invite you to the 12th International Congress of Autism-Europe , which is
organized in cooperation with Autisme France, in the beautiful city of Nice. Our congresses
are held every three years, and we are delighted to be back in France, 36 years after the
congress of Paris. It will be a great opportunity to take stock of the progress achieved and
look at the opportunities ahead.

The 2019 congress’ motto is “A new Dynamic for Change and Inclusion”, in keeping with our
aspiration that international scientific research on autism should be translated into concrete
changes and foster social inclusion for autistic people of all ages and needs. Our congresses
therefore strive to be a place where all interested stakeholders can meet to exchange and
reflect on how to shape better lives for autistic people.

On the occasion of this three-day event people from all over the world will come together to
share the most recent developments across the field of autism. The congress will address a
wide range of issues, including: diagnostic and assessment, language and communication,
access to education, employment, research and ethics, gender and sexuality, inclusion and
community living, mental and physical health, interventions, strategic planning and
coordination of services as well as rights and participation.

We hope you will enjoy this Congress, where we will focus on what is needed to foster
societies in which autistic people are included whatever their support needs and have happy
and fulfilling lives.

With kindest regards,

Zsuzsanna Szilvasy
President of Autism-Europe
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We are very honoured to welcome the 12" Autism Europe Congress in Nice from 13 to 15
September. Our country, now determined to "put science at the heart of the public policy of
autism”, has many talented professionals and researchers, who are committed with us to the
organization of this event, and the families are looking forward to listen to the outstanding
speakers and contributors who will be bringing their skills and enthusiasm to serve the cause
of autism.

Our country fully recognizes itself in the motto of the congress: "A new dynamic for change
and inclusion" because the inclusive society has now become the reference for disability
policy. Yet, this inclusive society is still not a daily reality for many people with autism, but
initiatives are multiplying, and little by little, the understanding of autism changes as well as
practices.

We will be particularly pleased to welcome professionals and families from all over the world
to discuss the challenges, the advances, both social and scientific. Diagnoses are still difficult
or too late to obtain in many countries, and it is important to share the tools to improve them,
as it is essential to develop the means of real inclusion for people with autism, at school and
at work, in sports and leisure activities, and also to bring support to families.

We hope that the program of this congress will attract you, and that it will be a success like
the previous ones; its goal is to promote the participation of autistic people in all aspects of
civic life, in accordance with the UN Convention on the Rights of Persons with Disability,
while respecting their differences, which we all strive to better identify and take into account.

Daniele Langloys
President of Autisme France
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Understanding sex differences in autism

Understanding sex differences in autism

Authors:
Simon Baron-Cohen, University of Cambridge, United Kingdom
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Plenary KEYNOTE-02
The biological foundations of morality

The biological foundations of morality

Authors:
Jean Decety, University of Chicago, United States

Morality is so deeply rooted in our social fabric that it seems difficult to imagine a
society without norms that delimit the boundaries of what is right or expected of its members.
Throughout the past decades, evolutionary biologists, developmental psychologists, and
more recently developmental neuroscientists have begun to examine the psychological,
computational and neurological mechanisms underlying the building blocks of morality and
prosociality, which emerge early in ontogeny. | will present a series of studies on third-party
sociomoral evaluations and fairness sensitivity conducted with babies and young children.
The results illuminate the mechanisms involved in both social evaluations and preferences,
as well as their implementation into actual prosocial behavior. | will argue that developmental
neuroscience is critical for clarifying the nature and relative recruitment of the mechanisms
involved in moral cognition, and the extent to which prosociality is governed by intuitive or
deliberative processing.
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What do we (not yet) know about autism and aging?

What do we (not yet) know about autism and aging?

Authors:
Hilde Geurts, University of Amsterdam, Netherlands

We age and when we age many things are changing. We become more vulnerable for
specific physical and mental health conditions, we become slower and often less flexible.
However, we might also become wiser. The question is whether the impact of aging is
anything different for autistic adults. An overview will be given what is currently known about
being autistic and reaching old age.
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From diagnosis to functioning and quality of life in autism

From diagnosis to functioning and quality of life in
autism

Authors:
Sven Bolte, Karolinska Institutet, Stockholm, Sweden

Traditionally, autism is viewed and assessed from the clinical symptomatology perspective.
Still, for autistic individuals, their families and large parts of society, the dimensions of
functioning and quality of life are both more significant and accessible. In this key note
lecture, a review is given on quality of life and functioning in autism, and it is discussed why
shifting attention from diagnosis to these dimensions is meaningful and necessary.
Particularly, this presentation describes the potential of the WHO International Classification
of Functioning, Disability and Health (ICF), and the recently developed ICF Core Sets for
autism to facilitate this process.
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should it look like ?

Empowerment of persons on the autism spectrum

within an inclusive society : what should it look like
?

Authors:
Stefany Bonnot-Briey, Paris, France

Tristan Yvon, Paris, France
Jean-Frangois Renaut, Cannes, France
Camille Ribeyrol, Angers, France

This keynote, led by people with autism, aims above all to give them the opportunity to be
physically present and to express themselves. The diversity of the profiles and life situations
of the four people participating also reminds us that the autism spectrum is broad and
heterogeneous, and that expression does not only involve oral language. Between the four
of them, they will give insights into what an adult life with autism can look like, at home, at
work, in the family... Through " sequences " of their daily lives, they will show that living with
a disability does not condemn a global and irreversible incapacity, but also makes them
"otherwise capable".
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Developmental Social Neuroscience meet Public Health Challenge: The Next
Generations of Children with Autism

Developmental Social Neuroscience meets Public
Health Challenge: The Next Generations of Children
with Autism

Authors:
Ami Klin, Emory University, Atlanta, United States

This presentation highlights the critical role of early diagnosis and intervention in attenuating
the symptoms of autism. Data will be presented on early diagnostic indicators obtained
through eye-tracking-based behavioral assays that quantify the social disabilities in autism.
The results of these assays were used to generate "growth charts" of normative social
engagement, and the deviations from the norm were taken as early indicators of risk. These
methods yielded high sensitivity and specificity for the screening of infants. The ultimate goal
of this effort is to develop objective and quantitative tools for the detection of autism in
infancy, tools that might be deployed in primary care practices. Updates on the development
and testing of community-viable tools and their promise will be provided.This work is
grounded in recent developmental social neuroscience research with toddlers with autism,
which implicated developmentally very early emerging, and evolutionarily highly conserved,
mechanisms of social adaptation that set the stage for reciprocal social interaction, which in
term represent the platform for early social brain development. These mechanisms of
socialization are under stringent genetic control, setting the scientific basis for parent-
delivered, community-viable, early treatment in which social engagement is ?engineered?
via daily activities, thus impacting a child?s development during every moment of social
interaction during a period of maximal neuroplasticity
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Access to Education and schools

| feel good at school: well-being as the lever for
successful education for students with autism

Authors:
Peter Vermeulen, Semmerzake, Belgium

For students with autism, attending school is like having a double curriculum: on top of the
standard curriculum with its traditional learning outcomes, there is also a second curriculum:
learning to navigate the social school world, coping with the sensory environment, surviving
unpredictability and uncertainty, understanding neurotypical communication. No wonder so
many students with autism are stressed at school or drop out of school. Ensuring well-being
at school is the main key that gives access to education
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Inclusive schooling of 51 children with Autism
Spectrum Disorders benefiting from a
comprehensive support Program, the Intervention-
Development-Home-School-Enterprise-Supervision
(IDHSES): evolution of their cognitive abilities and
autistic behavioral symptomatology

Authors:
Célia Nézereau, Université Paris Descartes, Sorbonne Paris Cité / Cabinet ESPAS-

IDDEES, Paris France

Marion Wolff, UMR 8257 COGNAC-G CNRS/SSA, Faculté des Sciences Fondamentales et
Biomédicales, Université Paris Descartes, Sorbonne Paris Cité, Paris, France

Maria Pilar Gattegno, Psychology Office ESPAS-IDDEES, Bordeaux, France

Jean-Louis Adrien, University Paris Descartes, Sorbonne Paris Cité, Boulogne-Billancourt,
France

Introduction

As recommended by the European Council, children with ASD should attend mainstream
school, but without appropriate professional support they cannot develop their cognitive and
behavioral skills. A comprehensive developmental support specifically created for inclusion
of children with ASD consists of intensive, individualized coaching at school, including
supervision and guidance of parents and teachers. In this study, the objective was to show
evidence of both the evolution of cognitive abilities and the reduction in autistic behaviors in
children who have individually benefited from this program (between 17 and 35 hours per
week) over a period of two years.

Methods

Participants were 51 children with ASD (43 boys, 8 girls) diagnosed by practitioners
according to DSM-IV-TR, CIM-10 and DSM-5 criteria, aged from 2 to 8 years, all living in a
big city or its suburbs and individually benefiting from this support program piloted by expert
psychologists, experienced in ASD. Cognitive assessments with adapted tests to the
developmental level of each child, such as PEP-3, EDEI-R, and autistic behavior
assessments with CARS were carried out three times (TO, T1 and T2) at 10-month intervals
for a period of two years (2014-2016 years). Development Ages and Quotients and CARS
scores were calculated. In addition to the ANOVAs implemented for each dependent
variable, a Bayesian approach was developed to obtain predictive probabilities for different
observed effects.

Results

Results show evidence of an increase in cognitive ability levels related to decreased
developmental delay and a reduction in autistic behavioral symptomatology, regardless of
the children’s chronological ages and severity’ of autism at the beginning of intervention.

Discussion

Like other programs or methods such as ESDM, TEACCH and ABA, this comprehensive
support Program (IDHSES) was thus considered beneficial for pre-school and school-aged
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children with ASD and might be recognized by the authorities, parents and teachers as
useful for these children.

Keywords: Education, Inclusion, Program
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The "Recourse Classroom” Model: Educational
Inclusion in Russian Mainstream Schools

Authors:
Yevgeniy Bondar, AUTISM REGIONS Association, Moscow, Russia

Evgeniya Lebedeva, AUTISM REGIONS Association, Moscow, Russia
Anna Egorova, AUTISM REGIONS Association, Moscow, Russia

Introduction

Educating children with disabilities in inclusive environment is a relatively new trend for the
Russian educational system. Despite the fact that parents in Russia have the right to choose
the type of educational placement for their children, inclusion is not realistic for children with
ASD in most cases. The main barrier is lack of professionals who are aware of ASD and had
training on using evidence-based practices in education of children with ASD. The present
talk aims at reviewing recent efforts of developing educational inclusion for autistic children
in Russian public schools.

Methods

The “Resource Classroom” inclusive educational model emerged in Russia about five years
ago as a result of joint efforts by parent organizations, charities and foreign professionals in
the field of educating children with special needs. The model provides flexible and highly
individualized educational settings for each schoolkid with ASD according to her/his needs,
which include one-to-one instruction, group instruction, and attending a regular classroom
with a personal teacher. The process of mainstreaming is gradual and individual. The model
relies heavily on evidence-based practices and instructional techniques. During the initial
stage of implementation of the model (2013-2015) all the classrooms were supervised and
all the staff were trained by foreign experts. The details of the model will be presented in the
talk.

Results

Parent organizations were imperative in implementing the model in different cities of Russia
and disseminating this experience. Some of the most prominent of these organizations are
now united and working together as members of AUTISM-REGIONS Association. Since last
year the Association has been running the “Resource Classroom” program nationally. Parent
organizations from all Russia are being funded and consulted in order to implement such
model in government schools (the funds have been raised by our partner charity
organization The Way Out foundation). Thanks to these efforts, almost 200 kids with ASD
have been provided with access to free public education in more than thirty primary schools
and pre-schools from different parts of Russia.

Discussion

Our main focus at the moment is to assist the government in implementation of the
educational inclusion for people with ASD at the state level, including wider adoption of
evidence-based practices, establishing programs in ASD in universities, and improving
legislation to increase access of education for autistic children.

Keywords: Education, Inclusion, Learning

12th Autism-Europe International Congress — September 13-15th 2019



Symposium SYMPO-01
Access to Education and schools

Reversing the cycle of educational exclusion and
poor longer-term outcomes of autistic children and
young people by harnessing their intense interests
in school

Authors:
Rebecca Wood, London, United Kingdom

Introduction

Despite significant international drivers towards the educational inclusion of autistic children
and young people (CYP), they continue to be subject to high levels of school exclusion and
have impoverished longer-term outcomes across a range of measures. In my doctoral study,
| wanted to find out if and why autistic CYP are struggling in mainstream schools, to
understand the nature of their inclusion, and to find possible solutions to their poor
educational outcomes. | also wanted to explore understandings of autism, and to consider
how these link to the participation of autistic CYP in school life.

Methods

In 2015, | spent 5 months in 5 mainstream schools in a single education district. | employed
a case study design, operated within an interpretative paradigm and was informed by
theories of inclusion, difference and social models of disability. It was a multi-perspective
study, incorporating the views of school staff (n = 36), autistic children (n = 10), parents (n =
10) and autistic adults (n = 10). | used mixed methods: questionnaires, focus groups,
observations and semi-structured interviews. My data were analysed via thematic analysis
resulting in eight, interlinked themes, including the theme of ‘Interests’, discussed here.

Results

| found that when autistic children are subject to repetitive and highly-prompted activities,
their engagement, learning and well-being are poor. By contrast, when they can access their
intense interests — often framed pejoratively as ‘fixations’ or ‘obsessions’ - a range of
inclusionary benefits are achieved, with few drawbacks. The advantages include better
access to the curriculum and assessment, improved communication and socialisation,
greater independence, satisfaction and task completion, as well as positive future plans. A
reduction in prompting and greater self-efficacy on the part of school staff were also found.

Discussion

The negative association between autism and intense interests needs to be reappraised.
Finding ways to integrate this autistic trait into school curricula could benefit autistic CYP and
school staff, as well as larger school populations, as all CYP show greater resilience and
independence when motivated. School staff must be able to adapt school curricula to
support a diversity of learners. While my study suggests a need for further research into the
negative manifestations of this trait, it also provides important potential solutions to the
fractured educational inclusion and poor longer-term outcomes of autistic CYP.

Keywords: Education, Inclusion
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What does genetic research teach us about autism?

Authors:
Thomas Bourgeron, Paris, France

For more than 50 years, the genetic contribution to autism has been highlighted, but it is only
at the beginning of the 21st century that the first genes have been identified. Currently, more
than a hundred genes are known, while others are being identified. Analysis of cellular and
animal models has shown that the majority of these genes play an important role in brain
development. In particular, these genes modulate the number and functioning of the points
of contact between neurons called synapses. With the new methodologies, it is possible to
identify a genetic cause for 10-20% of people with autism and thus reduce the Odyssey of
the diagnosis. Based on this knowledge, several French, European, and international
initiatives have been launched bringing together clinicians, researchers, family associations
and people with autism. In this presentation, | will illustrate the latest advances in this
research that aims to better understand the complexity of autism to improve the diagnosis,
care and integration of people with autism.
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Mismatch negativity as a candidate
neurophysiological marker of Autism Spectrum
Disorders

Authors:
Marie Gomot, INSERM, Tours, France

Frédérique Bonnet-Brilhault, Université de Tours, France

Introduction

Identifying neurophysiological markers in Autism Spectrum Disorders (ASD) contributes to
the understanding of the physiopathological cascades involved in the condition and allows
targeting therapeutic interventions. Inflexible behaviours represent essential symptoms of
ASD and would develop to maintain a high level of sameness in the environment.
Associated with atypical sensory behaviours, this raises the question of how patients
perceive and process changes occurring in their surroundings. Among electrophysiological
indices, the Mismatch Negativity (MMN), as a brain correlate of regularity violation, is an
appropriate tool to address this question. The present study thus aims at establishing
whether the electrophysiological response to unexpected change (MMN) could represent a
suitable neuromarker of ASD.

Methods

EEG recording during a classical frequency-deviant oddball paradigm was first performed to
characterize MMN in fifteen 7 to 12 years-old children with ASD and their aged and gender
matched controls. To determine the specificity of MMN particularities in ASD, the same
paradigm was then presented to children with other neurodevelopmental disorders (preterm
and dyslexia, N=15 per group). Finally in order to assess the stability of the response in ASD
throughout development, the MMN was recorded in 54 participants with ASD aged and
gender matched with 54 typically developing controls aged 5 to 16 years.

Results

In children with ASD the classical fronto central distribution of the MMN was not found, and
this was associated with a latency shortening and a larger P3a response, indicating stronger
orientation of attention toward deviant events. These MMN abnormalities identified in ASD,
were related to clinical expressions of intolerance of change. Moreover using a
transnosographic research strategy, we showed that the atypical processing of change
observed in ASD is specific to this pathology as it was not found in patients with other
neurodevelopmental disorders. Recordings of the MMN on a larger age range revealed that
the latency shortening is present only in children with ASD, with a normalization of the MMN
parameters at adult age.

Discussion

Using a same paradigm in different groups of participants to characterize MMN
abnormalities, we validated the criteria used to defined biomarkers such as causality and
specificity. This constitutes a first step in the establishment of the diagnostic and possible
prognostic value of MMN in children with ASD.

Keywords: Brain development, Cognition
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Full Mutation mRNA from Males with Fragile X
Syndrome is associated with Autistic Features

Authors:
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Victor Faundes, University of Chile, Santiago, Chile

Bianca Curotto, University of Chile, Santiago, Chile

Paulina Morales, University of Chile, Santiago, Chile

Cesar Trigo, University of Chile, Santiago, Chile

Salas Isabel, University of Chile, Santiago, Chile
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David Amor, Murdoch Children's Research Institute, Melbourne, Australia
David Godler, Murdoch Children's Research Institute, Melbourne, Australia

Introduction

Fragile X syndrome (FXS) is a common monogenic cause of intellectual disability (ID) and
autism spectrum disorder (ASD). While it is caused by loss of the FMR1 product (FMRP),
mosaicism for active and inactive FMR1 alleles, including pre-mutation (PM: 55-199 CGGs)
alleles, is not uncommon. Both PM and active full mutation (FM: >= 200 CGGs) alleles often
express elevated mRNA levels that are thought to be toxic. This study determined if
complete FMR1 mRNA silencing from FM alleles and/or levels of FMR1 mRNA (if present) in
blood are associated with intellectual functioning and autism features in FXS.

Methods

This study comprised a large international cohort of 98 individuals (70.4% male) with FXS
(FM-only and PM/FM mosaic) aged 1-43 years. Intellectual functioning and autism features
were assessed using an age appropriate developmental (Mullen Scales of Early Learning) or
intellectual functioning (Wechsler Scale) assessment and the Autism Diagnostic Observation
Schedule-2nd Edition (ADOS-2), respectively. FMR1 mRNA was analysed in venous blood
collected at the time of assessment, using the real-time PCR relative standard curve
method.
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Results

FXS females had significantly higher levels of FMR1 mRNA (p < 0.001) than males, which
were positively associated with age (p < 0.001), but not with autistic features and intellectual
functioning in females. FM-only males (aged < 19 years) expressing FM FMR1 mRNA had
significantly higher ADOS calibrated severity scores compared to FM-only males with
completely silenced FMR1 (p = 0.011). Though, there was no significant differences
between these sub-groups on intellectual functioning scores. In contrast, decreased levels of
FMR1 mRNA were associated with decreased intellectual functioning in FXS males (p =
0.029), but not autism features, when combined with the PM/FM mosaic group.

Discussion

The findings demonstrate that incomplete silencing of toxic FM RNA may be associated with
autistic features, but not intellectual functioning in FXS males aged under 19 years. While
decreased levels of mRNA, may be more predictive of intellectual functioning, than autism
features. These findings may have implications for patient stratification, design of pre-clinical
and clinical trials, and outcome measure development in FXS, though replication in larger
independent samples is required.
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Immune dysfunction in autism spectrum disorder:
from gut to brain

Authors:
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Nicolas Glaichenhaus, Universite de Nice, CNRS, Valbonne, France
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Introduction

Introduction: Autism Spectrum Disorders (ASD) are characterized by social impairments and
stereotypic behavior as well as somatic comorbidities. Some ASD patients have been shown
to exhibit gastro-intestinal (Gl) distress, intestinal microbiota dysbiosis, altered levels of
microbiota-derived metabolites in urine and immune related molecules in serum.
Furthermore, preclinical studies have shown that experimental manipulations targeting either
the gut microbiota or the immune system could impact behavior in mice. Based on these
studies, we hypothesized that an abnormal gut microbiota resulting from specific gene-
environment interactions could lead to both behavior and Gl symptoms in at least a subset of
ASD patients.

Methods

Methods: ASD subjects without intellectual deficit and sex and age matched healthy controls
were included and extensively characterized for social difficulties, stereotypic behavior, Gl
symptoms, gut microbiota composition, serum cytokine levels, bacteria derived metabolites
in urine, Human Leukocyte Antigen (HLA) diversity and Pattern Recognition Receptors
(PRRs) genes variants. Effects of fecal supernatant from patients with ASD were tested in
mice.

Results

Results: The microbiota in ASD patients was less diverse and characterized by an increased
abundance of the phyla Bacteroidetes and Firmicutes. Genetic analysis revealed an
association between ASD and HLA-DRB1*11-DQB1*07 as well as with functional variants
of the Pathogen Recognition Receptor (PRR) gene DECTIN1. Fecal supernatant from
patients with ASD revealed alteration of intestinal permeability, increased production of
secondary biliary acids and change of gene expression.

Discussion

Discussion: The gut microbiota in ASD patients exhibit an altered composition. Further
investigation of gut-brain interaction could pave the way for the development of innovative
diagnostic and therapeutic strategies.
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The rights and need fo persons with asd in the field
of healthcare

Authors:
Eluisa Lopresti, Firenza, Italy

The needs of persons with ASD in the field of health care are not sufficiently taken into
account, entailing negative consequences on both their physical and psychological
wellbeing. Active measures are needed to ensure equal access to healthcare, including
awareness raising and training of general healthcare professionals, reasonable
accommodationS of healthcare premises as well as awareness raising actions to
caregivers.
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Eating problems in men and women with ASD

Authors:
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Michelle Kiep, KU Leuven / Autisme Expertise Centrum, Eemnes, Netherlands

Introduction

Documentation on eating problems in adults with autism spectrums disorder (ASD) is limited
and focused mainly on adults with mental retardation and on children (Rastam 2008).
Therefore, we do not know whether the eating problems that exist in children with ASD,
continue in adulthood. Gaining more knowledge about eating inadequacies in adults with
ASD is of clinical importance, especially since this can lead to medical and developmental
issues, including undernutrition.

Methods

The presence of eating problems was assessed in 53 men and 36 women with an ASD and
with normal intelligence, with and without housing and residential support. The results were
compared to a neurotypical group of 30 men and 38 women. Diagnoses were based on the
ADI-R and a DSM-5 interview ASD. Eating problems were assessed using the Dutch
translation of the SWEAA (SWedish Eating Assessment for Autism).

Results

Both groups of men with ASD reported difficulty to adapt their eating behavior to other
people present (subscale Social situation at mealtime) and having problems doing two things
simultaneously during a meal (subscale Simultaneous capacity). Results also indicate that
men with ASD who do not receive housing/residential support, had a strong preference for
certain foods (subscale Eating behavior) and experienced eating rituals (subscale Mealtime
surroundings). Interestingly, the men with ASD who received housing support did not report
problems in these areas. The women with ASD reported more eating problems compared to
the control group women on almost all subscales except for Pica and Motor control.

Discussion

Our study is the first to examine eating problems in high functioning men and women with
ASD. Our results indicate that men and especially women with ASD experience various
eating problems. The extent to which eating problems were reported by the women with
ASD is worrying. Given the high significance and the large effect size of four subscales and
the total score, it is likely that these problems lead to significant impairment in day-to-day
functioning.In the groups of men with ASD, we noticed that those who received housing
support reported fewer eating problems than the males without this support. This gives rise
to the hypothesis that home support that focuses on gaining and retaining a healthy lifestyle
and eating pattern may prevent or reduce eating problems. A replication study should focus
on investigating this relationship, since this is of interest in clinical practice.
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Introduction

Health and physical issues in Autism has been relegated to the background in order to give
more emphasis to increase skills and learning to reduce core symptoms in Autism.
Nevertheless recent studies have shown the importance of providing support in this area
throughout lifespan improve quality of life of people with ASD and their families. Often,
prevention is a more effective intervention, especially with people that present more
difficulties understanding the importance of habits that help identify symptoms or physical
problems as well as maintaining health. Poor physical wellbeing can impact significantly in
other dimensions of QoL (Nieto, C. & Ventoso, R. 2011). Therefore, it must be a priority goal
for families, persons, organizations and politicians.

Methods

We did an initial study to measure QoL, and with the results obtained, our organization has
developed strategic planning focused on different areas of physical wellbeing and heath.
One of the main action is empowering people with ASD and their families as well as
caregivers and healthcare professionals. The following activities were developed:

Health workshops for families, professionals and people with ASD

Systematic revisions and prevention issues

Awareness Training

Natural environments interventions

Communications strategies

Establishing public-private partnerships

Results

The results we have obtained are related with higher QoL in the Physical Wellbeing
dimension and better competence of family, caregivers and health professionals. Also, we
have seen arise in demands of partnerships with public health care providers.

Discussion

In conclusion, we are working together with the administration in developing protocol that
ensure a better attention primary health care as well as giving control to the people with ASD
on the health issues. On the other hand, we emphasis on including goals in all the Individual
Plans supports across lifespan through empowering people with ASD and their families. In
the future, our aim is to enable autism friendly environment within the healthcare.
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Introduction

Offering dental health to children with autism is challenging because it provides various
visual/aural stimulations rarely experienced in any other setting. Their different perception of
the surrounding world and difficulty accepting unknown social contexts can generate anxiety
and fear, which if not adequately addressed, might trigger problem behaviors. This often
forces dentists to use potentially dangerous chemical sedation in order to perform dental
work on the child. Since digital tools are natural motivators for children, our study aims to
expand previous research investigating the full potential of ICT to deliver the awareness and
predictability of all dental clinic environment components (settings, tools, noise, procedures).

Methods

A multidisciplinary team applied co-design to selecting and creating digital resources and
tools organized in a web application, MyDentist. A clinical protocol was defined and tested
with a group of children with autism to implement desensitization and anxiety control in a real
dental care setting using the kit of digital resources as assistive technology. Periodic visits
(45 min) were scheduled for each child over a 3-month period in the same clinical room to
ease familiarization. During dental care, structured training was delivered: 1) familiarization
with medical procedures (control visits, dental hygiene, tooth decay treatment, dental
sealant), and 2) educational activities (in the clinic) and homework using personalized digital
resources.

Results

Results appear to confirm the positive role of supportive technology in anxiety control: (i)
Most children showed a positive response, modeling their behavior and becoming
increasingly collaborative (ii) Caregivers strongly committed to the protocol were satisfied
with their active involvement. (iii) Children who respected the weekly schedule successfully
completed the dental protocol in the scheduled time, and their caregivers felt the child-parent
relationship was reinforced.
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Discussion

This study confirms the importance of ICT tools for reducing anxiety during dental care
sessions as well as for active parent involvement in the care of their children. Involving
children in content creation during the clinical meeting helps them accept the dental care
protocols. A few guidelines for creating accessible digital tools for anxiety reduction can
beshared to benefit designers.
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25 years ago, Norway and Sweden replaced all residential institutions for intellectually
disabled people with community care. The reform also applied to adults with autism. The
reform was guided by policy aims such as normalization, equality and participation. This
presentation sums up experiences from Norway in three parts:

1) The reasons for the replacement of institutions,

2) improvements during the reform years, and

3) new challenges in the context of the current ideological silence
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Introduction

Lived-experience reports suggest autistic people may find interacting with other autistic
people more comfortable and less stressful than interacting with neurotypical people. This
research provides an empirical test of this hypothesis, by investigating how autistic and
neurotypical people self-rate interactional rapport during three task-based interactions. Data
reveal whether interactive rapport varies depending on the autism status of rater, or on the
match / mismatch in autism status of their social partner.

Methods

Autistic and neurotypical participants in three conditions (neurotypical pairs (n = 24), autistic
pairs (n = 24), and autistic participants with neurotypical participants (n = 24)) completed
three collaborative tasks each with the same partner. Participants rated interactive rapport
after each interaction, by scoring ease, comfort, enjoyment, success and awkwardness of
each interaction on sliding scales out of 100. Scores were summed into a scale score for
‘rapport” (with awkwardness reverse-scored, and a Crohnbach’s alpha of 0.71).

Results

We analysed a total of 378 rapport ratings. Initial analyses indicate that autistic participants
give high rapport ratings to interactions with other autistic participants. These are statistically
similar to neurotypical participants’ ratings of interactions with other neurotypical participants.
Mixed pairs (i.e. autistic and neurotypical people interacting) had consistently significantly
lower rapport scores, indicating that both groups of participants found these interactions less
comfortable, successful, enjoyable and easy, and more awkward than the matched pairs.

Discussion

Autistic people experience high interactional rapport when interacting with other autistic
people. Rather than autistic people experiencing low rapport in all contexts, their rapport
ratings are influenced by a mismatch of diagnosis. Autistic and neurotypical people both
experience lower rapport when interacting with someone of a different neurotype. These
findings support the new and exciting possibility that autistic people possess a distinct mode
of social interaction style, rather than demonstrating social skills deficits.
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Introduction

The increase in the prevalence of students with autism spectrum disorder (ASD) in Israel
during the recent decade highlights two contradictory manifestations - a rapid growth in the
amount of included students with ASD in general education (GE) settings, about 30 percent
of the entire students with ASD population, along with a steady reduction in the percentage
of included students with ASD during junior and high school years.This paradox can be
partially attributed to the ignorance of GE teachers, teacher's assistants (TA) and typically
developing (TD) students toward the unique characteristics of students with ASD and their
lack of willingness to take responsibility over the social and academic wellbeing of included
students with ASD.

Methods

These has brought the Israeli Society for Children and Adults with Autism to develop two
programs - a training program for GE school teachers and TA, and a social inclusion
program for GE junior and high school students. The programs are operated with the
approval and cooperation of the ministry of education and several municipalities.The
teachers and TA training program aim to equip its participants' with current theoretical and
practical knowledge regarding the unique characteristics of students with ASD, to emphasize
the importance of TD classmates and ASD peers to the inclusion process succession, to
implement effective learning methods and to establish effective communication channels
with caregivers.The social inclusion program aim to signify human diversity, to create autism
friendly climate, support students with ASD self presentation and to cultivate pro-inclusion
social and academic networks in GE classrooms.To date, the programs were implemented
in four general education settings in Israel - one junior high school teacher program, two
junior high school students programs, and a kindergarten teacher assistants program.

Results

Feedback group sessions indicate a shift in the participants' perception and self-efficacy
toward the inclusion of students with ASD in their classrooms. Accordingly, further
applications to implement the programs in other GE settings were received.

Discussion

Our objectives are to increase the percentage of included students with ASD during junior
and high school years by upscaling the training programs implementation in GE settings
throughout Israel, and to encourage governmental and municipal stake holders to take
responsibility over these programs.

Keywords: Education, Inclusion, Peer support
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Introduction

Community mobility is vital to support independent inclusion. Although successful
community mobility enables social and economic participation, little is known about how
community mobility skills develop for young adults on the autism spectrum, and the
perspectives of their parents. In particular, geographically large countries like Australia offer
added community mobility problems.The aim of the study was to explore the perspectives of
parents of young adults on the autism spectrum in 1) the development of community mobility
including pedestrian, cycling, public transport and driving skills across adolescence and
young adulthood, and 2) explore relationships between community mobility, participation and
inclusion in adolescence and young adulthood.

Methods

Individual interviews with 12 mothers of young adults aged 18-25 in rural, urban and urban
fringe areas of Australia were conducted throughout 2018-19. Grounded theory was used to
analyse interview data.

Results

Several themes were identified: mothers’ perceptions of safety and vulnerability in
community spaces, social communication skills, autism specific challenges when learning to
drive and use public transport, finding communities to belong in, and challenges to overcome
for independence and inclusion for young adults on the autism spectrum.

Discussion

Transitioning to independently negotiating community environments as an adult requires
early planning, support and encouragement. The activity and friendship patterns contributing
to development of community mobility and participation may differ for young people on the
spectrum, compared with their typically developing peers. Developing the skills for driving or
using public transport may not translate to confidence to be in the community or increased
community participation. Young adults still may need support to find welcoming spaces in
which to belong, which support their special interests and offer post school friendships.
Young people on the spectrum’s disability is hidden, and authorities and community
members may expect the behavior of a young adult. Mothers often perceived vulnerability in
transport and community environments arising from nuanced difficulties with anxiety, social
communication and behavior. Consideration of psycho-social support needs, beyond skill
development for driving and public transport, is needed by researchers, services, transport
authorities and policy makers to support young adults on the spectrum to achieve
independence and inclusion.
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There is an increasing push to diagnose autism as early as possible. A still small, but
growing body of evidence supports the value of early diagnosis and timely intervention which
can significantly improve the quality of life of individuals with autism and their family
members. However, making an early diagnosis of autism is easier said than done and the
majority of children still receive a diagnosis after the age of three. | will discuss some of the
challenges clinicians are faced with when diagnosing infants and toddlers. They include
overlap with other conditions, the phenomenon of early regression, the unsatisfactory
psychometric properties of screening and diagnostic instruments as well as the use use of
these instruments with specific groups such as preterm born children
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Introduction

ImportanceTransdiagnostic research is needed to identify cognitive-circuitry processes in
young adults underpinning social impairment and evaluating their contribution to disability.
Objective: To determine whether neurocognitive markers of executive function (EF)
differentiate between disorders of social impairment (Autism Spectrum Disorder, First-
Episode Psychosis and Social Anxiety Disorder) and ascertain contribution to disability.

Methods

DesignA cross-sectional design compared three clinical groups with social impairment and a
typically developing group.Participants:Participants met standardised diagnostic criteria for
Autism Spectrum Disorder (N=60), First-Episode Psychosis (N=58) or Social Anxiety
Disorder (N=76) and included if they had no intellectual disability (IQ>70), neurological
condition or substance dependence. Control participants (N=59) were excluded if they
reported mental health diagnoses (past or current) or significant current depression, anxiety
or autism symptoms on screening instruments.Main outcomes and measures:The main
outcome was overall disability with participants assessed on neuropsychological tests of EF
and self-report ratings of EF, disability and mood severity.

Results

Results: A total of 253 young adults (58.1% Male, Mean Age = 23 years, 1 month) were
included in the study. The ASD participants showed impaired performance on most
subdomains of EF compared to controls (mental flexibility, sustained attention and fluency)
while the FEP group showed impairment on sustained attention and shifting. SAD
participants showed EF impairment on self-report ratings even though their objective
performance was intact. Self-reports of EF explained a significant percentage (17%) of
disability in addition to the variance explained by other predictors, and this was particularly
important for ASD.

Discussion

Conclusions and Relevance: This is the first study to compare EF measures across clinical
groups of social impairment to suggest unique cognitive neurocircuitry that underpins
disability within groups. Impairments in EF were broad in ASD and predicted disability, FEP
impairments were specific to attentional processes and SAD impairments likely due to
biased self-monitoring. Self-report, as opposed to performance-based EF, provided best
capacity to predict disability. Finding contribute to transdiagnostic circuitry models and
intervention.
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Introduction

There is a growing consensus about the importance of early autism detection and the
viability of conducting eye-tracking studies in babies to facilitate any red flag as quickly as
possible (Klin et al., 2002). The evidence obtained focused on Anglo-Saxon contexts, and
not many European population studies exist (Bolte et al., 2013).

Methods

Since 2017 the Hospital Universitario de Burgos and Autismo Burgos have developed a pilot
research and treatment program “BBMIRADAS” to foster awareness of the applicability and
efficacy of eye-tracking, in combination with other screening techniques. In this preliminary
study we examine the data obtained from a sample of 25 babies up to 24 months of age who
were evaluated with five videos in which social interaction and the attention two characters
shared with regards to an object or action were involved. They were also administered the
M-CHAT revised screening tool, the ADOS-T, and an assessment of the social monitoring of
the gaze through qualitative and quantitative criteria in order to determine if the babies
follow-up the emotional reactions of the characters during the projection and if the chosen
videos were significant in regard to the discrimination of this prosocial behavior during
childhood.

Results

Individuals with major severity in ADOS (cut point>=8 mild<11, ADOS and moderate or
severe>=11) and MCHAT (cut point >3) spent significantly less time fixing their eyes in the
social stimulus from two video recordings selected by researchers. Non parametric U
Whitman test shows the existence of significant differences in the values of two social videos
called AC8 and ACS5, this second correlates to a lesser extent with respect to the ASD and
non-ASD risk groups. The median, the inter-quartile range and the statistical significance
indicates that for the groups defined by M-CHAT the variable AC8 presents significantly
different values. On the other hand, for the groups defined by ADOS, in addition to AC8, the
variable AC5 presents significantly different values. Homoscedasticity test (Levene's test)
was conducted in order to apply the corresponding parametric tests.

Discussion

Preliminary tests confirm the existence of different patterns of fixation. Warn about the
importance of analyzing the discriminant capacity of videos and their visual monitoring of
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them and continue to explore whether this discriminant capacity can be found as a
complementary test to screening, or early warning of features of ASD before 24 months.

Keywords: Diagnostic, Infant, New Technologies
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Introduction

Clinicians and researchers increasingly realize the importance of early intervention for
autism below the age of two years. Early intervention through the use of suitable stimulation
may minimize the severity of the phenotypic presentation of autism during infancy when
neural connections are being developed. However, intervention is contingent upon a
diagnosis of autism — which in most developed countries occurs around the age of 30
months — resulting in missing a critical therapeutic opportunity for early intervention. This
study aimed to detect the prodromal variables that may characterize significant risk for the
later development of autism in infancy.

Methods

This study examined variables among 110 infants from all over the world diagnosed with
autism at age 2-3 years. Analysis was conducted of home videos recorded during the infants
first 15 months of life. Developmental information was collated via parental questionnaires.
Data was analysed in terms of individual variables and combinations of variables.

Results

Eight prodromal variables were exhibited among 89% of the infants participating in this
study, including: excessive passivity (44.5%), excessive activity (28.2%), lack of eye contact
(77.3%), lack of reaction to voice and presence of a parent (44.5%), refusal to eat (20.9%),
aversion to touch (10%), motor development delay (33.6%) and head circumference
(12.7%). Cluster analysis of combinations of variables was also significant. For example,
35% of the children exhibited a combination of lack of eye contact with excessive passivity.

Discussion

The results of this study indicate that it is possible to identify early symptoms related to
autism already during the first year of an infant’s life. Detecting the prodrome of autism
appears to depend primarily on the ability to identify various combinations of indicative
behaviours. The variables elicited by this study provide the basis for an early assessment
scale for prodromal variables associated with autism applied clinically for infants between 5-
15 months. Effective application and validation of this early autism screening scale is of
utility in bridging the divide between early assessment and intervention. The identified
variables in this study contribute the basis for therapeutic strategies targeting infants at high
risk for autism during the very early neurodevelopmental stages.
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The effective and full participation in the society is a matter of human rights. Governments
must ensure that it is promoted, respected and protected. That means that all stakeholders
should share common understanding about this principle/ right.Even if the CRPD articles: 3,
4 paragraphs 3, 29, 30 and 33 highlighted the processes, the frameworks and the fields of
application in order to make it work, the gap is still existing.Autistic people undergo multiple
barriers including the denial of their right to freedom of choice and legal capacity and the
weak support for the exercise of this right.Also, it?s important to take into account that high
vulnerability situations such as: epileptic seizures, communicational and sensory disorders
could be a huge barrier to address in order to voice those who?re struggling with several
health and developmental issues.
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Introduction

The advent of the neurodiversity movement has promoted the self-advocacy of autistic
adolescents and adults. However, some critics have suggested that the perspectives of
autistic individuals with more significant communication needs are not being heard.
Moreover, autistic individuals are expected to demonstrate higher levels of self-
determination as they move from early childhood into adulthood, but are rarely provided with
the opportunity and support to develop these skills. Research is needed to explore the ways
in which autistic adolescents and adults with a variety of language abilities can be
empowered to express their voice and exercise self-advocacy and self-determination.

Methods

Participatory action research was conducted to determine the opportunities that autistic
adolescents and adults have to build self-determination skills and to self-advocate for the
support they needed in school, postschool and university environments. Data was also
collected on the barriers that prevented these individuals from developing these skKills.
Throughout the project, a community of practice of autistic adults, parents, and professionals
provided advice and insights to guide the research process.

Results

Data collected in conjunction with the input of the community of practice resulted in the
creation of a self-assessment that could be used by autistic individuals to identify current
skills and needs related to self-determination. A website was created that included tools and
resources to help teachers and other support workers to provide activities that would help
autistic individuals with a variety of language skills to express their desires and goals and to
develop and implement plans to solve problems and achieve these goals.

Discussion

Finding ways to support autistic individuals to develop self-determination and have a voice in
their own futures is an important aspect often overlooked in current education and training
programs. Often staff are focused on other priorities and lack knowledge and time to support
autistic individuals to develop these skills. Once they are provided with resources and
training, however, autistic individuals are able to work with professionals to assess their
current skills and to develop the skills they need to be successful in different setting
throughout their life.

Keywords: Communication, Self advocacy, Self determination

12th Autism-Europe International Congress — September 13-15th 2019



Symposium SYMPO-06
Rights and Participation

Malta's Autism Advisory Council - A
Transdisciplinary = Approach to Stakeholder
Engagement

Authors:
Marie Giselle Pisani, Autism Advisory Council - Malta, Valletta, Malta

Alistair Saviour de Gaetano, Autism Advisory Council - Malta, Valletta, Malta
Omar Farrugia, Marsa, Malta
Emily Slater, Autism Advisory Council - Malta, Valletta, Malta

Introduction

The different aspects of autism were, for a long time, treated as almost mutually exclusive
issues in Malta, leading to the growth of a silo mentality, particularly in the key areas of
health, education and social services. In order to properly map the domestic scenario, the
need was felt to devise ways in which functionaries from different disciplines could sit around
the same table, with common agreed terms of references, and a legal basis to enable joint
discovery and joint action towards common holistic solutions.

Methods

Government initiated an exercise in 2015, whereby a framework law was drafted, setting out
common terms of reference for a transdisciplinary Council responsible for overseeing the
domestic autism sector as a whole, and not as its individual parts, or as the sum total of such
parts. Relevant stakeholders were consulted.The Council consists of government
functionaries and academics from the health, educational and social sectors, Malta's
disability regulator, and civil society. Together and as one unit, the Council was tasked with
drafting a National Autism Strategy, and then updating and overseeing it, together with the
general operation of the sector, thereafter. Impact evaluation so far, in the Council's first 10
months of operation, has been derived from feedback received from stakeholders engaged
on both a domestic and international level, as well as members of the general public.

Results

The Council was extremely well received by different stakeholders, more than initially
expected, although resistance remains in certain areas. The most important feature of
Council was its ability to act and operate with one voice and one aim, and receive feedback
and complaints from stakeholders and the general public, while reaching out to same as part
of a grassroots exercise - to map the real situation on the ground, in drafting a National
Autism Strategy that reflects reality and real needs, and, to ensure real stakeholder
engagement, first and foremost of autistic persons and their families, but also of all persons
and entities engaged in the field, in all events and initiatives designed or worked on by
Council.

Discussion

Unity is strength - the Council provided cohesion and hope to autistic persons and their
families, that a common way forward could be charted to a common concern. The initiative
and framework adopted by Malta could equally serve as a model for implementation in other
countries, and as a possible model for driving forward a European Autism Strategy.
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Introduction

The project originated in awareness of the limited involvement of autistic people in affecting
decision making and determining solutions, which consequently did not always best meet
our needs. About 1% of the UK population is autistic. Life experiences of autistic people are
poor, with e.g. only about 16% in full time paid employment. Existing research is largely
biomedical rather than focusing on improving autistics’ experiences and life chances. The
questions investigated by the project are1. How do autistic people use strategies, including
logic, reasoning and rules, to understand social situations and other people’s reactions, and
to empower themselves?2. What are the barriers, including stereotypes, misconceptions and
systemic issues, to autistic people using their strengths and appropriate strategies to
participate in decision making, the economy and the community?

Methods

The project is innovative in bringing together seven mainly autistic people from very varied
backgrounds, academic and non-academic, supported by an all-autistic Advisory Committee
to carry out research from an autistic perspective. It uses a mixed methods approach which
draws on the diverse skills and different lived experiences of the seven researchers and
highlights process as well as outcomes. The results presented here are based on a survey
of autistic people. It covered experiences of, interaction with and strategies used in the
areas of diagnosis, doctors and health care, job search and employment, benefits,
technology to support interaction and communication, and general solutions and additional
comments, as well as personal information for statistical purposes.. After piloting the survey
was made available online and electronic and hard copy versions distributed through lists,
contacts and organisations.

Results

The presentation will cover a selection of the results related to the barriers experienced by
autistic people to participation, with a particular focus on decision making, and the strategies
they have used to overcome these barriers.

Discussion

The results differ from those of most other studies in being from an autistic perspective and
focussing on the expertise and strategies used by autistic people rather than deficits. They
show the extent of the barriers experienced and the great ingenuity of autistics in devising
strategies to overcome them. The presentation will provide an overview of some of the
strategies used, as well as recommendations for good practice.

Keywords: Adult, Empowerment, Participation
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Mental health issues in autism: from prevalence to
risk and protective factors

Authors:
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Mental health issues, such as depression and anxiety, are common in autistic people. Also,
an increased risk for suicidal behaviours have been indicated in recent studies. This lecture
will provide an overview of the topic: how common are mental health issues in autistic
children, adolescents and adults? What is known about risk factors for poor mental health
and suicidal behaviours? Which factors may enhance well-being and reduce risk for negative
mental health outcome?
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What do autistic people who experience anxiety tell
us about existing interventions and services for the
treatment of anxiety?
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Introduction

Anxiety is common amongst autistic people and can negatively affect many aspects of daily
life. The development of effective treatments for anxiety is a key priority for autistic people.
Clinical guidance and policy documents recommend that interventions should be adapted to
meet the needs of the autistic person. This study aimed to learn about autistic adults’
experiences of anxiety and any treatments received, and to explore perspectives about what
types of adaptations to mental health interventions and services would meet their needs.

Methods

568 Autistic adults aged 18 and over were recruited via the Adult Autism Spectrum Cohort-
UK (Newcastle University). The gender split of the sample was approximately equal. 1800
autistic adults have registered on the cohort, however only participants who had previously
reported either a diagnosed (52%) or suspected (23%) anxiety disorder were contacted
about the study. Participants completed a survey about their experiences of anxiety and
treatments they have accessed. Their mean score on the Social Responsiveness Scale 2
was 111.5, exceeding the suggested cut-off for autism. Analyses were principally descriptive
and correlational.

Results

60.3% had received psychological therapy for anxiety. Therapeutic outcomes were poorer
than observed in the general population, with treatment making no difference to 27% of
respondents and making 12% feel worse. Autistic people rated adjustments to treatments
and services as being very important but rarely available. For example, 98.3% of the sample
‘working with a therapist who understands autism’ as being either important or very
important but 71.8.% reported that this was rarely or never available to them. Analyses
demonstrated a negative correlation between the importance of a key adjustment and its
availability (r = -.25, p < .01). Furthermore, greater availability of key adjustment was
associated with more favourable therapeutic outcomes (r = .33, p < .01).

Discussion

This study demonstrates some of the shortcomings of therapeutic interventions for anxiety
experienced by autistic people. Understanding the range and types of adjustments valued by
autistic adults can inform hypothesis driven research and lead to more clinical and cost
effective treatments for anxiety experienced by autistic people. Building on the findings of
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this survey, our research team is currently undertaking a pilot feasibility trial for a
personalised, modular psychological intervention for anxiety experienced by autistic people.
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Introduction

Autistic people report high levels of suicidality. Differences in communication style and
interpretation of information can result in misunderstandings when autistic people are asked
about suicidality by neurotypical people. This project therefore aimed to develop a new
suicidality assessment tool appropriate for autistic adults, in partnership with this group.

Methods

Study one used a validated research tool (COSMIN) to identify a robust candidate tool to
adapt for autistic adults. Study two explored the measurement properties of the candidate
tool in autistic compared to general population adults, to inform potential adaptations. Study
3 explored the clarity and relevance of items in an adapted version of the SBQ-R. Study 4
will explore the measurement properties of the adapted tool in autistic compared to general
population adults.

Results

Study one showed that despite a number of studies exploring suicidality in autistic adults,
none had used a suicidality assessment tool with evidence of validity in this group. The
SBQ-R was selected as a promising candidate tool to adapt for autistic adults. Study two
showed that the latent structure of the SBQ-R was significantly different in autistic compared
to general population adults, and autistic people did not interpret the questions in the
manner intended by the developers of the tool. Study three showed that an adapted version
of the SBQ-R had acceptable content validity.

Discussion

Previously, no validated suicidality assessment tools existed for autistic adults, a high-risk
group for suicidality. A suicidality assessment tool developed for the general population did
not operate similarly in autistic adults, suggesting that tools need to be adapted to better
capture suicidality in this group. In partnership with autistic adults, we have developed and
validated a new suicidality assessment tool for this group.

Keywords: Adult, Assessment, Suicides
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Introduction

Since the first description of Autism Spectrum Disorder (ASD), Kanner described
'momentary fit of depression'. Nowadays prevalence rates of depression in autism varied
from 0 to 83%, stressing difficulties to diagnose this comorbidity. Our aim is to create and
validate a scale of spotting Major Depressive Disorder in children and adolescents with ASD.

Methods

A literature review was lead. Searches were restricted to English language. The literature
search was constructed around search terms for ASD, depressive disorder and youth.
Additional studies were searched through the reference lists of articles conserved for the
literature review. A first selection was down, based on titles and summaries. Full texts of all
potentially relevant articles were investigated, checking inclusion criteria. To complete those
information, a survey of professionals was done. Nineteen professionals working with
children and adolescents with ASD completed a questionnaire in which they listed emotional,
behavioral and cognitive signs of depression in children and adolescents with ASD. Fifteen
experts assessed utility and quality of each item. Then, a study of feasibility aimed at
assessing participants (n=20) understanding of items and time needed to complete the
scale. Finally, validity of the scale was assessed (n=147).

Results

Literature review and survey showed that MDD in children and adolescents with ASD is
characterized by DSM-5 symptoms of MDD and specific symptoms (as autistic symptoms
changes). Literature review and experts assessment stressed the need to assess
environmental changes and pain to make a differential diagnose. Experts assessed that
each item is useful and good quality. They considered that the scale assesses MDD in
children and adolescents with ASD. Participants understood well items and it took in average
37 minutes to complete the scale. Internal consistency of the scale is excellent
(&#945,=0.93). Depressive scores are positively and significantly linked to a psychiatrist
assessment (r=0.59, p=0.03). An Exploratory Factorial Analysis revealed that the scale is
composed of two factors. The first one is composed of all depressive symptoms and the
second one is only composed of suicidal thoughts.

Discussion

The scale has very satisfactory psychometric qualities. This study needs to be replicated to
make a Confirmatory Factor Analysis and assess reliability of the scale. This scale will
improve care of children and adolescents with ASD.
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Language variation in autism: where does it come
from and what should we do about it?
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Oral language skills enable us to express our thoughts, feelings, and experiences to others.
Language skills are incredibly variable across the autism spectrum, while some individuals
have complex language competencies, others have few, if any, words for communicative
purposes. This variation is not necessarily related to social or cognitive features of autism. In
this session | will explore potential explanations for language variation within the autism
spectrum, and consider how we can adapt intervention programmes to maximise language
development
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Introduction

Special units have been implemented in French preschools towards adjusting the special
needs of children with ASD, providing them inclusive education in mainstream school and
helping them to progressively join regular classes. This study focused on communication
quality within the classroom. In previous studies, it has been shown to vary with the social
partner (adult or child) and with the type of activity (structured or unstructured). However,
few studies used fine-grained direct observation methods, in longitudinal designs. Therefore,
we followed the development of functional quality of communication in preschoolers with
ASD according to the activity (structured/free play) and to the interlocutor (peer/adult) so as
to optimize the inclusive educative program.

Methods

Participants were 7 preschoolers with ASD of an inclusive class in the Parisian area. They
were followed from entrance to end of school (3 to 6 years). Children were filmed every 6
months in the classroom during free play and work situations. Observations were submitted
to systematic structured coding and analysis about quality of communication. Categories
coded focuses on form (e.g. combination of communication means) and functional
dimensions (e.g. instrumental or social sharing). Data presented here focus on comparison
between first and last points of observation.

Results

During free play, children initiated more social interactions, mostly using single-mean of
communication, while during work situations, they initiated less interactions but more often
combined two means. Interactions were more frequent with adults than with peers and
instrumental communicative purposes predominated, with few mean evolution over time.
However, some of the ASD participants progressed from age 3 to 6 in social and mental
states sharing. Finally, responses to social demands evolved towards greater cooperation or
communicative ability to express opposition.

Discussion

As in previous studies, we found much more interaction of children with ASD with adults,
suggesting a need to enhance support to classroom communication with peers. Initiatives,
although slightly more frequent in free play, remain quite rare over years and should be
given more opportunities to emerge in play or work activities. Ongoing research is conducted
to extend the samples and to compare the data with communication development in ASD
children attending preschool with few or different education support.

Keywords: Communication, Development, Inclusion

12th Autism-Europe International Congress — September 13-15th 2019



Symposium SYMPO-08
Language and communication

Language development from 4 to 11 years in
children with and without autism spectrum disorder

Authors:

Katrina Williams, University of Melbourne, Parkville, Australia

Amanda Brignell, Murdoch Children's Research Institute, Parkville, Australia
Sheena Reilly, Griffith University, Gold Coast, Australia

Angela Morgan, Murdoch Children's Research Institute, Parkville, Australia

Introduction

Language difficulties are a common feature of autism spectrum disorder (ASD) and are
associated with adverse outcomes such as literacy difficulties and challenging behaviour.
We aimed to compare language at ages 4, 5, 7 and 11 in four groups: ASD with language
disorder (ASD+LD, n=17), ASD without language disorder (ASD-LD, n=30), developmental
language disorder (DLD, n=107) and typical language (TD, n=872).

Methods

Participants were selected from a large, prospective community-based cohort study of child
language. A comprehensive, standardised language assessment (Clinical Evaluation of
Language Fundamentals-Fourth Edition, CELF-4) was used to assess receptive and
expressive language. Mean scores on the CELF-4 and slopes (rate of language growth)
were estimated from 4 to 11 years using generalised estimating equations.

Results

There was individual variability in scores and rate of growth for children in all four groups.
For expressive language, children in the ASD-LD group had estimated mean scores that
were 1.09 units lower than the TD group indicating similar ability at 4 years. By contrast the
ASD+LD and DLD groups had substantially lower estimated mean scores than the TD group
(33.45 and 31.84 units lower, respectively). The estimated mean difference in slopes was
similar for the ASD-LD and TD groups (p=0.905) indicating comparable rate of growth in
language from 4 to 11 years. There was, however, a significant difference between the DLD
and ASD+LD groups compared to the TD group (p=0.001 and p=0.003, respectively)
indicating mean standard scores increased more quickly for the DLD and ASD-LD groups
relative to the TD group from 4 to 11 years. This increased rate of growth was particularly
evident for the ASD+LD group. The findings for receptive language were comparable to
those for expressive language although rate of growth for the ASD+LD group was slower.

Discussion

For language ability and rate of growth, children with ASD-LD had similar profiles to children
with TD, and children with ASD+LD had similar profiles to those with DLD. While rate of
growth followed a predictable pattern (based on norms) for the TD and ASD-LD groups,
those with DLD and ASD+LD demonstrated some developmental ‘catch up’ between 4 and
11 years. These data can assist parents to better understand their child’s language
prognosis and inform intervention and service planning. The findings also contribute to our
understanding of critical time periods for language development in children with ASD.

Keywords: Childhood, Development, Language
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Introduction

ASD diagnosis specifies co-occurrence with language and intellectual impairment (APA,
2013). Studies have reported that among verbal children with ASD a subgroup manifests
structural language impairment (ASD-LI), similar to what is found in Developmental
Language Disorder, while the rest display normal abilities (ASD-LN). Current large-scale
studies of intellectual impairment in ASD show that about 1/3 of individuals are affected
(CDC, 2018). However, few studies have explicitly explored the possible combinations of
language (dis)ability and cognitive (dis)ability in ASD. Language has typically been assessed
via vocabulary tasks, which probably overestimate verbal abilities in ASD (Walenski, 2006).
Cognitive abilities have usually been reported as Full Scale 1Q scores, although many
studies show that such scores are unreliable given characteristic peaks and valleys of
performance in individuals with ASD (Mayes & Calhoun, 2008). In this study, we explore the
profiles obtained by crossing structural language and nonverbal abilities in children with
ASD, using more controlled evaluation of these properties.

Methods

Fifty-one verbal children from across the full autism spectrum, both bilingual (n=14) and
monolingual, ages 6-12 years (M=8,11, SD=1,7), were assessed on language (standardized
tasks and two repetition tasks narrowly focused on morphosyntax and phonology) and
nonverbal cognition (Raven’s matrices, and nonverbal (NV) subtests of WISC-IV/WPPSI-
IV/EDEI). An unsupervised machine learning approach, cluster analysis, was used to identify
profiles of structural language and NV abilities based on the two repetition tasks and three
NV measures.

Results

Analysis of group performance on standardized tests of language and cognitive abilities
showed no differences between the bilingual and the monolingual children, all children were
thus grouped together. Cluster analyses revealed 5 profiles: 3 "homogenous" profiles, LN
with high NVIQ, LN with average NVIQ, LI with low NVIQ, and 2 "heterogeneous" profiles,
both LI with average NVIQ and LN with low NVIQ. Each of these profiles included both
monolingual and bilingual children.

Discussion

Our study provides evidence for the existence of both homogenous and heterogeneous
structural language/nonverbal ability profiles in children with ASD, in line with the new
diagnostic subcategories of the ICD-11 (2018), and suggests that bilingualism does not
impact on these.
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Autistic people with severe intellectual disability:
The challenges for research and practice

Authors:
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The vast majority of research in the field of autism explicitly excludes people with severe
intellectual disability. This bias is reflected in almost every stage of research from funding
calls to dissemination with implications for effective practice and policy. Study of the
problems experienced by this group reveals a range of challenges including the application
of diagnostic criteria, atypical presentation of physical and mental health problems and
significant unmet need. For the autism field to be truly inclusive these issues must be
reflected in research and practice agendas and hence policy.
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Introduction

Pathological Demand Avoidance (PDA) (Newson, 1990, 1996, 1999) is increasingly
recognised as a distinct profile within the Autism Spectrum (Christie, Duncan, Fidler & Healy,
2011, Autism Education Trust, 2012). Individuals with a PDA profile exhibit extreme levels of
anxiety in response to demands and expectations of everyday life, manifested in excessive
levels of avoidance to maintain absolute control. High numbers of children and young people
(CYP) with Autism are currently ‘out of education’, with health and education practitioners
increasingly request guidance on managing challenging behaviour, and significant numbers
of families are seeking assessment, diagnosis and intervention. This study captures the lived
experience of individuals with PDA, and parents/ carers / practitioners who support them,
with the intent to: a) identify pathways to diagnosis in Ireland, b) examine educational and
clinical intervention, c) catalogue impact and outcomes on family life and school attendance,
and d) contribute to wider awareness and understanding.

Methods

This mixed method study was conducted in Ireland between November 2018 and March
2019 using a purposive sample of n = 252 self-selecting participants. Quantitative data was
extracted from an online survey capturing demographics, diagnostic pathways, PDA ftraits,
school attendance, educational and clinical intervention, and family impacts. Qualitative data
was extracted from individual interviews, focus groups, and open-ended responses from
survey data, which were thematically coded and analysed.

Results

Findings from adults living with PDA (n = 4), parents of CYP (n = 205), education and health
professionals (n = 43) indicate more than 50% of parents state difficulties with school
attendance, challenging behaviour, social isolation, self-esteem and severe anxiety. Barriers
to support include lack of understanding (82%), and suggestions of poor parenting (45%).
Almost 20% of parents / carers report children out of education for between 6 months and 2
years (13% reporting school exclusion), and identify significant impacts on mental and
physical health, relationships, family dynamics, and employment.

Discussion

Recommendations include targeted training for educators and clinical professionals, focused
support for parents / carers, alternative education pathways, and for individuals with PDA,
access to consistent mentoring and guidance. Further research should examine child
experiences of educational settings.

Keywords: Complex Autism, Education, Inclusion
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Introduction

Autism Spectrum Disorder (ASD) is a complex condition that impacts individuals in a
spectrum of ways. While some individuals are able to live fulfilling lives and overcome day to
day challenges associated with their ASD, there are others that are impacted by a plethora
of complex behaviours that significantly impact their quality of life. Individuals with complex
behaviours of concern are at risk of isolation, harm or disengagement and require highly
trained support staff that can implement interventions to guide behaviour changes and
create meaningful connections. This paper explores the introduction of robust behavioural
and relationship based training for disability support workers to improve the quality of life of
individuals on the spectrum who present with complex behaviours of concern.

Methods

A group of support workers with industry standard qualifications were provided with intensive
intervention training. The group was matched with a control group. In a pre-test/post-test
design, the frequency of behaviours of concern (aggression, property damage, self-Injurious
behaviour, disruptive behaviours and stereotypy) were tracked through behaviour escalation
data charts. Quality of life and learning outcomes were assessed through questionnaires and
surveys. A repeated-measures statistical analysis was implemented to assess significant
long-term changes in knowledge, attitude and quality of care.

Results

Results indicated that intensive disability support worker training plays a critical role in
improving the quality of care provided to individuals with complex behaviours. Successful
implementation of intervention strategies led to a significant decrease in behaviours of
concerns, increased approximations of desired behaviours, increase in active support,
improved interactions and decreased isolation/disengagement. This robust approach to
support worker training was significantly correlated to increased quality of life and long-term
improvements in support worker knowledge and confidence in guiding behaviour.

Discussion

Individuals with ASD that exhibit complex behaviours of concern require highly trained
support workers that have the knowledge and ability to respond to complex behaviours. This
study highlights the significant need for professionalisation of the disability sector and the
critical need for specialised training of support workers.
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Hazel is a retired ED nurse, advisor to NHS England STOMP, independent MHA review. Co
produces and co delivers autism training in a MH hospital. Carer for son who has autism and
Catatonia. Hazel will discuss how her son was inappropriately prescribed antipsychotic
medication and now medication free. How using Shah and Wing APT approach to manage
catatonia shutdown and breakdown in autism helped eliminate catatonic symptoms. The
NHS England STOMP campaign stands for stopping the overmedication of people with
autism and/or learning disability and was launched in response to concerns raised by a
Public Health England report in 2015 that people with Autism are sometimes
inappropriately/overprescribed psychotropic medicines. Discuss What has STOMP achieved
so far and last years Public Health England sought to devise a method to report trends
between 2010 and 2017 on the extent of prescribing psychotropic medicines. The study was
commissioned by NHSE to inform their understanding of the impact of the STOMP campaign
and whether the pattern of prescribing has changed and what are the next steps. The
study Aim: to establish a method for monitoring trends and patterns in prescribing rates in
people with learning disabilities, autism or both, before and after the launch of
STOMP * Time period: 2010 to 2017 in quarterly intervals. Data source: The Health

Improvement Network (THIN) database  Expert Reference Group
(ERG. Measures -« prescribing rate * prescribing based on indications « patterns  of
prescribing > within- group polypharmacy > between- group

polypharmacy > antipsychotic drugs prescribed in excess of the BNF recommended
maximum dosages > inceptions and terminations of prescribing episodes ¢« compared
trends before and after the launch of STOMP for the above measures to see changes
following the launch of STOMP.
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Over the past four decades, scientific attention to sexuality development, relationship
experiences, attraction and identity increased steadily. This presentation offers an overview
of the available knowledge in this field and presents priorities for future research based on
group meetings with autistic adults, researchers and clinicians.
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Introduction

The past decade has seen a marked interest in the perspectives and experiences of autistic
adults. Although there has been a fairly dramatic rise in the amount of research on autistic
adults, the majority of studies have emphasized the challenges and poor outcomes faced by
this population. Despite this, some autistic adults have shared their stories of succeeding in
spite of the difficulties they face. At the same time, awareness has grown regarding the ways
in which the experiences of autistic men and women may differ.Two studies were conducted
to explore the perspectives of autistic men and women who considered themselves
successful to identify the factors that have enabled them to achieve success in their lives.
The narratives of men and women were analyzed to determine how their experiences
compared and whether differing factors enabled them to achieve success.

Methods

Ten autistic men and 10 autistic women who consider themselves successful were
interviewed and asked to share their perspectives regarding the factors that had enabled
them to experience success in different aspects of their lives. They were also asked to
discuss challenges they had faced and the impact of these on their lives. In the initial
analysis, an inductive process was used to identify key themes both in the men’s and
women’s narratives before they were compared across groups. In a second deductive
analysis, self-efficacy theory was utilised to compare the experiences of the men and
women.

Results

Narratives revealed that both men and women demonstrated fairly high degrees of self-
efficacy, which was a key factor in their success. In particular, their ability to solve problems
and deal with difficulties was linked to their feelings of achievement and accomplishment.
Women and men did differ in the ways in which they dealt with challenges they encountered
as well as in the aspects of their life they felt defined their success.

Discussion

These findings highlight that men and women respond to adversity in different ways and may
require different strategies and support to solve problems and develop self-efficacy. Autistic
women appear to benefit more from the supporting of key people in their lives, while autistic
men seem to prefer to solve problems on their own using a combination of decoding and
analytic thinking.

Keywords: Adult, Gender, Quality of life
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Introduction

Adolescence is the transition from childhood to adulthood. There are physical, physiological,
psychological and social changes. They have a significant impact on severe non-verbal
autistic teenagers who develop new behaviors related to emotional, intimate and sexual life.
We developed the project to address their needs and rights to sexual health.The observable
and unobservable manifestations are:- Unability to understand the changes -
Misunderstanding of collective rules of life (ie:masturbation in public)- Difficulty to have an
adapted self-centered sexuality- Self-aggression, heteroagressivity, psychomotor agitations,
impulsivity- Vulnerability linked to disability- Questioning of the entourage (family ...) with
problematic behaviors.

Methods

Started four years ago, the action is carried by a psychologist and a nurse in pairs under the
supervision of child psychiatrist and developed by a multidisciplinary team. It concerned 15
teens.The steps were : - Observe the new physical, biological, and social manifestations -
Involve families in the project with respect of the legal and cultural framework and create a
convention.- Psychological and educational evaluation and a sensory integration test-
Develop appropriate individual tools (objects, photos, pictograms or videos).- Accompany
teenagers over a long period of time in the context of individual, group, and ecological
specialist consultations to generalize learning.

Results

This approach is highly positive for adolescents, for teams and entourage It introduces the
dimension of emotional and intimate life through individualized projects.We observe : -
Improved understanding of the changes related to adolescence- More adapted social
behaviors, better understanding of the intimate rules of life.- Relief of sexual tensions,
adapted masturbation and reduction or elimination of risky practices (ie :self-harm)-
Significant decrease of problem behaviors- Reduction of vulnerability and assertiveness-
Ease for professionals and the entourage with this topicThe process is established in parallel
with the chronological evolution of the person and requires permanent readjustments.

Discussion
Regular and individualized information with familiesAn educational booklet for autistic

teenagersStandardization of the approach and formalization of the learning of the emotional
and intimate life for adolescents with severe nonverbal autism

Keywords: Adapting, Autonomy, Communication
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Introduction

Recent research has found that autistic people are more likely to have both anxiety and
depression than non-autistic counterparts. These findings, however, have mainly been with
autistic men, due to a history of under-representation of autistic women in research. Non-
autistic women are more likely to be both anxious and depressed than men, but we currently
do not know if this is also the case in autism, and we know nothing about the mental health
of non-binary autistic people. This research, therefore, sought to examine whether there are
gender differences in mental health amongst autistic people, and if these differences echo
those in a non-autistic population.

Methods

940 people aged 18 — 81 completed an online study. This data forms part of that research,
including demographic information, mental health (anxiety, depression), and clinical
measures (eating disorder symptoms). Participants were 322 autistic women, 76 autistic
men, and 142 non-binary autistic people in the sample, and 328 non-autistic women, 56 non-
autistic men, and 16 non-autistic non-binary people.

Results

To account for different group sizes, we used robust linear mixed effects modelling,
controlling for age. We found autistic people are more anxious and depressed than their
non-autistic counterparts, regardless of gender. Autistic people were also more likely to
endorse disordered eating. However, we found that the differences between the genders are
similar regardless of diagnostic status (i.e. autistic women are equally more anxious than
autistic men as non-autistic women are more anxious than non-autistic men). One
interesting and unexpected finding was that this pattern differed somewhat for non-binary
individuals, with autistic and non-autistic levels of anxiety being similar to each other, but
higher than seen in male and female participants. The same patterns were observed for
depression and disordered eating.

Discussion

This research shows that there are differences in mental health outcomes by gender in
autistic people, just as there are in the non-autistic population. It is therefore imperative that
gender is taken into consideration in providing support.The finding that non-binary people
have a similar increased risk of mental health issues to autistic women suggests that this is a
population who may need extra support, as they are managing high levels of mental health
difficulty while also potentially struggling to access services due to falling outside the gender
binary model.
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Introduction

Sleep problems are recognized as a common comorbid condition in autism spectrum
disorder (ASD) and can influence core autism symptoms and mental and physical health.
Sleep problems can be life-long and it has been reported that adults on the autistic spectrum
with and without intellectual disability (ID) present sleep problems (longer sleep latency,
frequent night awakenings, and circadian rhythm sleep-wake disorders).

Methods

A prospective, objective sleep study was conducted in 41 adults with ASD (33 + 6 years-old)
and intellectual disability and 51 typically developing adults (33 + 5 years-old) using
ambulatory circadian monitoring (ACM) recording wrist temperature, motor activity, body
position, sleep and light intensity.

Results

The findings indicated that individuals with ASD presented sleep difficulties including low
sleep efficiency, prolonged sleep latency and increased number and length of night
awakenings, together with daily sedentary behavior and increased nocturnal activity.
Furthermore, indications of an advanced sleep-wake phase disorder were found in these
autistic adults.

Discussion

Examining sleep and markers of the circadian system showed significant differences
between adults with ASD and ID and an age-matched, healthy adult population. The sleep
disturbances described for this sample of adults with ASD and ID are similar to those already
described for adults with ASD without ID, their relationship with intellectual ability should be
further studied. Improving knowledge of sleep patterns in ASD adults with ID might help to
designed targeted interventions to improve their functioning and reduce family stress.

Keywords: Adult, Comorbidities, Intellectual disability
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Introduction

Insomnia is frequent in children with Autism Spectrum Disorder (ASD). We recently reported
on efficacy and safety of pediatric prolonged-release melatonin minitablets (PedPRM)
treatment (13 weeks) vs placebo, for sleep in children with ASD and other
Neurodevelopmental Disorders (NDD). Here we report on the impact of this treatment on
child behavior and caregiver's quality of life.

Methods

125 Children (2-17.5 years, 96.8% ASD, 3.2% Smith-Magenis syndrome) were randomized
(1:1 ratio), double-blind, to receive PedPRM (2/5mg) or placebo for 13 weeks. Child-related
outcomes included the Strength and Difficulties Questionnaire (SDQ). Caregiver-related
outcomes included quality of life (WHO-5), sleep (PSQIl) and daytime sleepiness (ESS).

Results

Significant improvement in externalizing behavior was observed with PedPRM compared to
placebo treatment (p=0.021), 53.7% of PedPRM-treated vs. 27.6% of placebo-treated
subjects (p=0.008) had clinically-relevant improvements. In addition, there were trends
showing a benefit in favor of PedPRM in total SDQ (externalizing and internalizing
behaviors), impact (overall distress and impairment) and hyperactivity/inattention scores.
Caregivers' WHO-5 scores also improved with PedPRM vs placebo (p=0.010) and correlated
with the change in total SDQ (p=0.0005).

Discussion
PedPRM treatment of insomnia in children and adolescents with ASD alleviates insomnia-

related exacerbation of externalizing behavior difficulties, in particular hyperactivity and
inattention, and improved caregivers' quality of life.
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Introduction

To address knowledge gaps in risks for co-occurring conditions in autistic persons, we
performed a systematic, total population cohort study of risk for psychiatric, neurologic, birth
defect, cardiometabolic, autoimmune, asthma, and allergic conditions in autistic persons,
overall, by sex and by co-occurrence of intellectual disability (ID).

Methods

Using population registers, all Danish live births, 1980-2012 of Danish-born parents (n=
1,697,444), were followed through April 10th 2017 for diagnosis of autism spectrum disorder
(n=26,843) and co-occurring psychiatric, neurologic, birth defect, cardiometabolic,
autoimmune, asthma, or allergic conditions. Comparing autistic and non-autistic persons,
risk for each co-occurring condition was estimated using Cox regression adjusting for sex,
birth weight, gestational age, and parental age. Estimates were also calculated by sex and
for autistic persons with or without ID.

Results

There was a significant elevated risk in autistic persons for co-occurrence of each psychiatric
condition while significant elevated risks were observed for only select conditions in the other
disorder categories, there were no elevated risks observed for asthma or allergies. Across all
conditions, elevated risks for co-occurrence in autistic males and females were generally
similar, except for select psychiatric conditions (organic dementias, schizophrenia, juvenile-
onset conditions) or cerebral palsy (higher female risk) or obesity (higher male risk). Male-
female risk differences in co-occurring psychiatric conditions appeared largely accounted for
by risks in autistic persons without ID, male-female risks were more similar in autistic
persons with ID.

Discussion

Because of this study’s systematic approach, striking patterns of disorder co-occurrence in
ASD were revealed. There were significantly elevated risks in autistic persons for all
psychiatric conditions, as well numerous neurologic, birth defect, cardiometabolic and
autoimmune conditions. The risks in autistic persons for select co-occurring psychiatric
conditions also varied strikingly by sex and whether the autistic person had ID. These
population-based patterns can inform the development of guidelines for providers, autistic
persons and their families for autism-specific health monitoring and preventive practices.

Keywords: Comorbidities, Gender, General health
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At Autistica we want to deliver research that enables all autistic people and their family
members to live a long, healthy, happy life.But just like people who are not autistic, the
needs and beliefs of each person varies greatly. We will explore how research can serve
the needs of such a heterogeneous group.
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Introduction

Early detection and intervention regarding infants at increased susceptibility of developing
autism spectrum disorder (ASD) is a hotly debated topic both in research circles as in autism
communities. However, the goals, modalities and possible negative side-effects of such
programmes raise ethical issues. In order to better understand these ethical issues, we
explore experiences, expectations and opinions of parents of an infant ‘at-risk’ for ASD,
regarding early detection, early intervention and the ‘at-risk’ status. This study is embedded
within TIARA (Tracking Infants At-Risk for Autism), a Belgium-based, prospective early
detection research protocol following infants with a sibling diagnosed with ASD, infants with
medically insufficiently explained feeding difficulties and prematurely born infants.

Methods

We conducted in-depth interviews with 18 couples taking part in TIARA with their infant, and
with 9 couples who declined participation although inclusion criteria were met. Parents
belonging to each of the three 'at-risk' groups were interviewed. Infants were between 5 and
10 months of age at the time of the interview. Interviews were analysed relying on QUAGOL,
a guide for qualitative research within the Grounded Theory approach.

Results

Preliminary results of interviews with parents participating in TIARA suggest overall positive
attitudes towards early detection of ASD characteristics. Avoidance of pre-diagnostic
intrafamilial difficulties, the explanation offered for behavioural atypicalities and the possibility
to timely adapt the environment and parental attitudes to the infant's needs are most
recurring benefits cited by participating parents. Unnecessary labelling, stigma and
overtreatment as possible negative side-effects are brought up to a lesser extent.

Discussion

Whereas the scientific discourse on early detection focuses mainly on intervening during a
sensitive timeframe of neuroplasticity, parents rather suggest explanatory and relational
benefits. Alternative conceptual understandings of what ASD is about are discussed in
attempt to explain these differences. Overall, this study highlights the value of taking into
account stakeholders’ views in order to develop programmes that serve the needs of those
concerned. Further studies exploring the perspectives of autistic individuals and practitioners
are necessary to complete this picture.

Keywords: Ethics, Infant, Intervention
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Introduction

Priorities in autism research and interpretation of findings have not always represented the
opinions of people with autism and their families/carers. There is a growing emphasis on the
value of designing and conducting research using a collaborative partnership in which the
expertise of lived experience can augment professional knowledge. This presentation will
outline the Patient and Public Involvement (PPI) process in a 5-year NIHR-funded research
programme, the Improving Autism Mental Health (IAMHealth) project, considering lessons
learned and recommendations for best practice for PPI.

Methods

Questionnaires (with researchers and both the parents and autistic adults PPl groups)
captured views regarding: what individuals considered PPI to have contributed, what they
had learnt through the PPI process, and what could have been done to improve the process.
Additionally, PPl group members completed measures capturing demographic and
background factors (e.g., employment or education status, co-occurring intellectual disability,
previous experience of involvement). This permitted assessment of the diversity of the
group. Review of project documents (e.g., minuted PPl meetings, annual project report,
steering meeting annual committee and principal investigator meeting) allowed for the
identification of PPI decision-making and implementation.

Results
Thematic analysis of the questionnaire responses and decision-making and implementation
details will be presented.

Discussion

This presentation will highlight a ‘best practice’ example of how PPI can: (1) be embedded
across the lifespan of a project, (2) foster inclusive environments, meeting the needs of
diverse individuals, and (3) how to overcome barriers to participation for autistic individuals
and researchers and how this (4) has a marked and meaningful impact in the evolution of a
research project, beyond tokenism.

Keywords: Ethics, Participation, Policy
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Introduction

Autistic people have long been excluded from research questions that directly concern them.
Consequently, individual as well as community issues affecting autistic people have been
poorly understood, and research has sometimes failed to address the priorities identified by
this population. To fill this gap, the report “A future made together” (Pellicano et al., 2013)
affirms the importance of involving autistic individuals at every step of the research process.
One aim of our research group, which has a long tradition of including autistic people in
research, is to rely on collaborative experiences in order to more effectively incorporate
feedback from autistic people and address the priorities they set. Our most recent project
demonstrates inclusion as a 3-level process.

Methods

At the 1st level, our team includes two diagnosed autistic individuals. At the 2nd level, we
solicited informal feedback from autistic stakeholders very involved in the community prior to
study launch. At the 3rd level, we invited all autistic study participants (n>200) to share their
thoughts and questions on our research and to be part of the further discussion.

Results

The 1st and 2nd levels of inclusion facilitated three objectives (i) providing individual
perspectives, which shaped research design, (ii) fostering ties between research and the
autism community, and (iii) questioning concepts and opening debate on what autism is.
Specific issues emerged, as researchers became conscious of strong discord within the
community, concerns on use of participant data, and the unexpected and potentially harmful
effects of “invisible autism”, an increasingly popular concept. Autistic participants included at
the 3rd level shared other apprehensions and comments, which led to the modification of our
research protocol.

Discussion

We will discuss the benefits of gathering input from autistic people for protocol design,
methodologies that can help to do so efficiently, as well as ways to evaluate the
effectiveness of this process. We will also point out challenges inherent to this approach,
such as the difficulties of participatory research with large sample sizes, and dealing with
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opposing participant views. We will finally discuss the limits of participatory research, such
as the limited inclusion of non-verbal participants, reducing generalizability across the autism
community.

Keywords: Community based, Inclusion, Participation

12th Autism-Europe International Congress — September 13-15th 2019



Oral Communication COM-01
Employment

Scholars of Human Expression: The Experiences of
Autistic Performing Arts Professionals and Attitudes
of Performing Arts Employers

Authors:
Ellie Buckley, CRAE UCL, London, United Kingdom

Anna Remington, Centre for Research in Autism and Education, UCL Institute of
Education, London, United Kingdom
Liz Pellicano, Macquarie University, Macquarie Park, Australia

Introduction

The performing arts has not traditionally been thought of as a preferred career path for
autistic people. Yet our initial work in this area has revealed that there are autistic people
working in this field and that they desire employment-based support. In this study we sought
to understand better the challenges that autistic adults face in performing arts employment
and the nature and extent of the support they require.

Methods

Semi-structured interviews were carried out with 18 autistic performing arts professionals (7
female, 9 male, 2 non-binary/other, M age = 33 years) and 19 performing arts employers (10
female, 9 male, M age = 44). Interviews with autistic professionals focused on their likes and
dislikes concerning their workplaces and if they had ever needed or would like support for
their work. Employers were asked about their current knowledge of autism, their experiences
working with autistic people, and if they knew how to access support for either an autistic
employee or themselves if needed.

Results

Autistic performing arts professionals described facing challenges in the workplace. These
centred on anxiety caused by last-minute changes to the schedule or struggling to
understand instructions, colleagues’ misconceptions about their needs and abilities, and
feeling obliged to network despite finding high levels of socialisation stressful. Autistic
professionals also spoke about how autistic traits benefitted their work: being able to focus
on tasks for a long time, work in precise detail, and approaching their work from a unique
perspective. Some autistic professionals had access to support, but most felt that there was
not enough support available. Performing arts employers differed in their experiences of
working with autistic people but they consistently identified the variability among autistic
people and the individualised support they require. Many employers had limited knowledge
about autism-specific support or relied on others to provide it. They indicated a willingness to
learn more but were concerned that there was little time for training.

Discussion

The results paint a picture of meaningful contributions of autistic people within the
performing arts yet a number of challenges with which to contend. Crucially, these findings
identify the current unmet support needs of autistic performing arts professionals and allow
us to make recommendations in this area. Future research should develop and evaluate
personalised employment-based support for these professionals.
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Introduction

Sense of belonging refers to the extent to which an individual feels personally included,
accepted, respected and supported. It is a basic human need and lack of it can cause
serious ill effects, for example, depression. Individuals with Autism Spectrum Disorder (ASD)
are entering higher education at an increasing and unprecedented rate. Students with ASD
often have often difficulties in feeling belongingness due to three areas in which they mainly
differ from their peers without ASD: social skills/interactions, behavioral rigidity/interests, and
language/communication. Creating inclusive environments in higher education settings in
which these students can optimally feel a strong sense of belonging (which is related to
higher academic achievement and improved employability, for instance) has proven to be
challenging.

Methods

This qualitative study, which is part of the IMAGE (Improving Employability of Autistic
Graduates in Europe) project, examines the sense of belonging for students with ASD during
higher education and transition from higher education to employment. Students’ experiences
and reported challenges in experiencing belongingness will be studied.Data collection is
currently taking place and will be completed by April 2019. The purposefully sampled data
consists of interviews with higher education students or recent graduates with ASD (N = 25-
40) from Finland, The United Kingdom, France, Germany and The Netherlands. Narrative
methods of analysis will be utilized.

Results

The initial analysis of the interview data collected so far reveals that higher education staff
(e.g., career advisors) has limited skills and methods in supporting students with ASD to feel
that they belong, which can prevent students from learning employability skills they need for
successful transition to employment, for instance. Preliminary results will be discussed in
detail during this presentation.

Discussion
The findings offer practical implications on how to enhance the students' sense of belonging

in higher education, which can improve students' successful learning of employability skills,
as well as increase the employment rate for individuals with ASD.

Keywords: Employment, Inclusion, Personalised Support
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Introduction

Although active labor market policies and programmes have been introduced, the
employment rate of persons with ASD stays low: 25% to 50% of adults with ASD and IQ
above 80 participate in paid employment. Those who are employed often are employed
below their level of education, work fewer hours per week, get paid less and have difficulty
maintaining the job. Individuals with ASD need personalized approaches to empower them
in managing the process of choosing and fulfilling the best possible education and find and
keep a satisfying paid job. There is preliminary evidence that online tools can help. We
developed WorkWeb-Autism (WW-A) based on scientific- and practice-based knowledge on
barriers and facilitators for work participation, shared decision making, supported
employment and theory about employment readiness. WW-A consists of three components:
1) General knowledge and checklists, 2) Handbook ‘Finding Work’ and 3) Personal Profile.
We will ‘go live’ in April 2019 and conduct an evaluation among users with two aims: 1) to
evaluate if the tool is clear and useful and 2) if we expect it to have a positive effect on
employment readiness and eventually on employment rates.

Methods

We follow the Intervention Mapping Protocol and use Participatory Action Research (PAR)
which has two characteristics: 1) the participation of all relevant stakeholders as partners in
the research- and developmental process and 2) a commitment to action for social change.
We apply a bottom-up approach, with a focus on priorities as defined by the target groups of
WW-A: people with ASD, their parents/partners, professionals and employers. About 50
people are already involved of which 20 people with ASD. We use data from different
sources: focus group discussions, the ‘thinking out loud’-method, interviews and surveys.

Results

Until now the results show that this tool might be helpful in career management and in
finding and keeping a job. We are anxious to know whether the tool works as expected when
it comes free available online. First results of the evaluation of WW-A will be presented at
the congress.

Discussion

We will discuss how an empowering e-health tool, based on scientific and practical
knowledge, can help individuals with ASD in enhancing self-management in work-
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participation, supported by important stakeholders.We will highlight the influence of several
known factors on enhancing career- and self-management. How does WW-A make the
difference?

Keywords: Education, Employment, Empowerment
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Introduction

Diversity & Inclusion is an important strategy for SAP. Through this channel, we are driving
various programs focused on inclusive culture and the diverse ecosystem. One such
initiative, our groundbreaking Autism at Work program which was launched in May 2013,
brings people with autism into our community and our workforce. People who are differently
abled bring unique perspectives to SAP that encourage us to innovate and improve as we
help our customers become intelligent enterprises. The Autism at Work program is one way
we help the world run better and improve people’s lives through hiring, supporting, and
connecting people with autism. Through this presentation, we would like to share insights
about our program, how we run and what is important from our experience as well as to
encourage other companies and NGOs to join SAP in this journey and create better
opportunities for people with autism in the European market.

Methods

When we leverage the unique strengths and abilities of all people, including people with
autism, the result is greater engagement and creativity. We don’t ask our employees with
autism to change what makes them unique, we embrace it. We want our employees to know
they can be themselves at work and we value their unique, authentic identities. Our support
circle process is designed in a way that builds upon individual strengths and needs to enable
our workforce to compete at their best.

Results

When we first launched Autism at Work at SAP, we hired people with autism for roles that
were targeted as being “a good fit” for people with autism. We’ve learned that employees
with autism have skills and abilities that are as varied as their neurotypical colleagues. Over
the years we’ve seen colleagues with autism in all business areas and in many different
jobs.

Discussion
By sharing our Autism at Work story and what we have learned throughout this journey, we
look to stimulate a best practices exchange and bring together a wide range of organizations
who will collectively generate an inclusive environment and employment market for people
with autism.

Keywords: Employment, Inclusion, Personalised Support
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Introduction

Employment and work participation is considered to be important for an individual’s mental
health and quality of life. Although there has been an increased awareness on autism
spectrum disorders, still little is known about employment issues in adults. The aim of this
study was to investigate employment status and to explore work experiences in a sample of
adults with Asperger syndrome.

Methods

An anonymous questionnaire survey with fixed and open-ended questions was performed
among adults with AS. Eligible for the study were adult members of the National Autism
Society with a self-reported diagnosis of AS. Descriptive statistics were applied to investigate
employment variables. A thematic analysis of open-ended questions about the way into
employment and mastery of working tasks was applied to explore work experiences.

Results

The sample consisted of 98 adults with AS of whom 41.8% were females. Mean age of
participants was 36.3+10.5 (20-67) years with no significant difference on gender. Overall,
55% had completed college/university. The current employment rate (ordinary or supported,
full time or part time) was 69%, with a majority having worked at the same place for two
years or more. IT, logistics, art and culture as well as social work emerged as preferred
working areas. Unemployment over a period of at least six months was reported by 76% of
the sample. Those currently unemployed (31%) significantly more often considered AS to
have much or very much impact on their work performances compared to those currently
employed. A thematic analyses among those employed revealed that individual resources or
interests and assistance or support from others (e.g. employment agencies) were decisive to
get a job. The subject and organization of work, kindness and understanding from
colleagues and individual resources emerged as important aspects to stay at work over time.

Discussion

In this study a majority of adults with AS reported current employment either full time or part
time. More than 75% of the sample had experienced periods of unemployment. The impact
of the dimensional aspects of autism spectrum disorders has to be investigated further. A
wide range of work areas may be appropriate for adults with AS. The qualitative part of the
study underlined the need for individualized assessment and support to strengthen
employment and work participation in adults with AS.

Keywords: Adult, Employment, Servic
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Introduction

The Autism @ Work Employer Roundtable is made up of over 12 multinational companies
who have come together with a goal of assisting other employers start similar inclusive hiring
program around autism. This Employer Roundtable also shares best practices and has
created a job marketplace to help candidates find jobs. This coalition of employers is
focused on the US market but has vision of expanding. Microsoft, SAP, EY, and JP Morgan
Chase recently came together to publish an Autism @ Work Playbook to help other
employers begin or expand their inclusive hiring efforts. This was done with the assistance of
the University of Washington Information School. The Roundtable meets every month and
hosts an annual Employer Summit with 300 people attending across academia, industry,
employment service providers, and non-profits. This year's and last year's summit were
hosted at Microsoft.

Methods

The cross-industry collaboration needed to produce the “Autism @ Work Playbook” across 4
Fortune 100 companies took approx. 6 months. With the help of the University of
Washington we conducted over 20 hours of interviews across the participating companies as
well as human resources departments of other companies to see what information they
wanted to have as part of such a “getting started” Playbook.

Results

We found that there is tremendous interest and need. The Playbook received over 400 views
within the first 2 weeks. The Roundtable has worked to help 6 additional companies start an
Autism Hiring Program over the past 18 months and we anticipate the collaboration will help
another 10 companies make progress over the next 12 months. The more companies start
similar autism hiring programs, the better chance we can change the unemployment rate for
individuals on the autism spectrum, which is our North Star.

Discussion

The Autism @ Work Employer Roundtable is an example of large companies coming
together with a joint objective in mind. The area of inclusive hiring for individuals on the
autism spectrum is a space where we do not compete. We are all better together sharing our
learnings and in helping others start their inclusive hiring journey. The is real momentum and
Microsoft and the Autism @ Work Employer Roundtable are at the center of it. We are
looking to share our story and help others.

Keywords: Employment
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Introduction

We accumulate evidence on the effectiveness of early intervention programs for young
children with ASD (Rogers et al., 2012, 2014, Green et al., 2015). These studies are mostly
developed and tested by researchers, but much less is known about the effectiveness of
ASD intervention in community settings (i.e., Stadnick et al., 2015), where the majority of
children in most European countries receive them. During 2018 the Fundacién Miradas and
Autismo Burgos, two Families Associations, developed an intervention program to attend the
children with ASD and their families detected through an early detection program of autism
developed in Burgos (Spain). Here we present the preliminary results from 9 children who
have already completed the intervention program

Methods

Detected children were assessed (pre-treatment measure) to confirm suspicions, measuring
their developmental level (Bayley-lll), adaptive functioning (VABS-IlI) and ASD symptoms
(ADOS-T, severity scale). The mean age of the group when they were assessed was
22.39(SD=6.59, range: 12-31) months of age. We offered free intervention services to those
with moderate or severe ASD preoccupation in ADOS-T (n=5) or with professionals’
suspicion of ASD (n=2) or that have an older sibling with ASD (n=2). The intervention
consisted in an adaptation of the content and methodology of the parent mediated
intervention Parents-ESDM. We organized 22 one hour sessions during 4 months. Six
months after pre-assessment, all children received a post-assessment with the same
battery, used as a follow up of the intervention effect and to diagnose the children,
confirming the ASD diagnosis only for the 5 children with moderate or severe preoccupation
in the ADOS-T.

Results

For the analysis we grouped non-ASD children. Non parametric analysis showed a
significant increment in non-verbal DQ in ASD group (Pre-Mdn=75, Post-Mdn=85, T=1,
p.=.038, r=-.56), and a significant reduction in severity of social attention symptoms of ASD
in the ASD group (Pre-Mdn=10, Post-Mdn=8, T=0, p.=.021, r=-.64). The mean satisfaction
from the families with the program was excellent (8.5/10), indicating that it modified
significantly the way they related with their children (9/10) and their children behavior
(8.1/10).

Discussion
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The results highlights the positive effects of ASD intervention treatments for young children
with ASD and for their families, but more research is needed to consolidate these findings in
the Spanish socio-cultural context.

Keywords: Intervention, Toddlers, Treatment
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Introduction

Many children with autism benefit from intensive early intervention. However, individual
responses vary, and little is known about the profile of skills associated with more favorable
outcomes. Age at intake and amount of intervention received are commonly identified as
contributing to positive outcomes, as are symptom severity and developmental level.
However, these factors have rarely been examined together, and among child
characteristics, total scores are often used to measure skills, which may mask information
about specific behavioral predictors. We aimed to identify specific behaviors associated with
developmental gains across 1-year of intervention, and further examine the role of
intervention dose and child age.

Methods

Participants were 110 children aged between 1 and 4.8 years at intake, who received
approximately 1-year of Group-Early Start Denver Model (Vivanti et al., 2017). The Autism
Diagnostic Observation Schedule (ADOS-2) was conducted at intake, and single items were
examined as potential predictors (e.g., Pointing, Response to Joint Attention). The primary
outcome of interest was change in Mullen Scales of Early Learning (MSEL) Verbal and Non-
Verbal age equivalent (V/NVAE) scores.

Results

Large variability was evident in developmental gains. Controlling for T1 AE, correlations
were evident between younger age at intake and higher T2 NVAE, and between higher
intervention dose and T2 VAE. Hierarchical regressions examining the unique role of
potential predictors, controlling for T1 AE, revealed higher T2 NVAE was predicted by ADOS
Pointing and intervention dose and (less) ADOS Overactivity, while ADOS Response to Joint
Attention was associated with higher T2 VAE. Whilst correlated with outcomes, age at intake
was not a significant unique predictor of T2 V/NVAE, nor were other ADOS social-
communication skills (e.g., Play, Eye Contact and Language).

Discussion

Identifying specific behaviors associated with more favorable developmental outcomes may
inform future individualized treatment decisions. Developmental age may play a greater role
in predicting gains than do chronological age. Nevertheless, these data reinforce the
importance of early intervention to ensure learning supports are in place to minimize the
extent of the gap between chronological and developmental age over time. Replication of
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findings within a comparative study is required to disentangle genuine predictors of
intervention outcome from broad indicators of good prognosis.

Keywords: Development, Intervention, Learning
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Introduction

Broader autism phenotype(BAP) describes sub-diagnostic threshold traits of autism found in
family members of autistic people. BAP includes difficulties in language, social skills and
rigidity. Parent-mediated interventions can benefit autistic children but very little research
has investigated how parent BAP may affect outcomes. One small pilot study (n=18, Parr et
al., 2015) showed a significant negative correlation between BAP and mother-child
interaction post-intervention. This study reports a larger sample with a control group to
investigate how parent BAP affects outcomes of parent-mediated intervention.

Methods

Data were from PACT7-11, a follow up (FU, median 5.75 years from PACT trial endpoint
(mean age=10.5years, SD=0.8)) of a parent-mediated social communication intervention
RCT with 2-4 year old autistic children. Family History Interview-Subject (FHI-S) measured
parent BAP (assumed stable) and was applied retrospectively for analysis. Blinded endpoint
and FU outcomes were treated as multivariate pairs: ADOS comparative severity scores
(CSS), Dyadic Communication Measure for Autism (DCMA) proportion of parent acts
synchronous with child attention (DCMA Parent Synchrony), and DCMA proportion of child
initiations to the parent (DCMA Child Initiations). We used full information maximum
likelihood structural equation modelling in STATA to adjust for baseline outcome value and
treatment group, then examined the main effect and moderator of treatment effect of V-
transformed FHI-S on each outcome.

Results

121 (80%) of the 152 trial participants (PACT intervention=59/77 [77%], Control=62/75
[83%]) completed follow up. Of these, FHI-S scores were available for 102 participants
(PACT intervention=49, Control=53). Strong group effects on all outcomes (p<.001)
published previously were identified (Pickles et al., 2016). FHI-S score was not correlated
with baseline ADOS CSS, DCMA Parental Synchrony, or DCMA Child Initiations. FHI-S had
no effect on outcome ADOS CSS or DCMA Parent Synchrony but had a marginally
significant main effect (p=.079) and moderation effect (p=.097) on DCMA Child Initiations.

Discussion

In this sample, BAP had a limited role in outcomes following parent-mediated intervention.
The lack of finding may be specific to the behaviours targeted by the PACT therapy and the
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relatively low FHI-S scores of PACT parents. More information is needed to understand how
to tailor interventions to parents, children and environments.

Keywords: Childhood, Family, Intervention
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Introduction

Mindful movement practices such as yoga engage attention to develop self-awareness,
reduce sympathetic nervous system arousal, emphasise attendance to the present moment
thus facilitating self-regulation skills. Compared with the number of studies evaluating the
benefits of mind-body interventions in typically developing children, fewer studies examining
the advantages of these interventions in children on the autism spectrum are reported. The
present study proposes that a mind-body skills training program based on yoga techniques
would improve self-control or achievement of better cognitive, emotional, and behavioural
control and could be wused as adjunctive therapy. Additionally, lowering of
psychophysiological arousal could reduce sleep problems.

Methods

A weekly 6-session, yoga-based group skills training program for children (8-12 years) on
the autism spectrum was developed and delivered by the lead author. Children were
required to attend the session with one parent. Participants were encouraged to continue
treatment-as-usual. Sixty-seven parent-child dyads were randomly assigned to the
intervention group or the wait-list control group. Questionnaires for both groups were
conducted concurrently at baseline, post-intervention, and 6-week follow up. In children, the
outcome measures assessed changes in selective and sustained attention, self-reported
anxiety and emotional awareness. The parents completed questionnaires on changes in
their children’s executive function skills, anxiety, and sleep. Currently, fifty parent-child dyads
have completed the assessments as the groups were rolled out in staggered stages.

Results

Preliminary analysis of the parent data was conducted using a Linear Mixed Model with time
and group as fixed effects. Participant-specific variation was included as a random factor. A
significant interaction was found for time and group on the global executive composite and
the behavioural regulation index as rated by parents on the Behaviour Rating Inventory of
Executive Functioning, Second Edition (BRIEF-2) indicating improvement in the intervention
group. These improvements were maintained at follow-up. There was also a significant
improvement in sleep anxiety on the Children’s Sleep Habits Questionnaire (CSHQ) post-
intervention but not maintained at follow-up.

Discussion
The preliminary analysis supports the application of yoga-based mindful to promote self-
regulatory skills, decrease sleep anxiety and suggests it can be used together with other
treatments.

Keywords: Childhood, Intervention, Sleep issues
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Introduction

The phase 2 VANILLA study investigated the efficacy and safety of balovaptan, a selective
V1a receptor antagonist, in adult men with ASD and 1Q greater than or equal to 70 for the
treatment of social and communication deficits. Evaluating effect of balovaptan on health-
related quality of life (HRQoL) was an exploratory objective.

Methods

VANILLA (NCTO01793441) was a 12-week, parallel-group, randomized, double-blind,
placebo-controlled study evaluating daily balovaptan 1.5, 4, or 10 mg PO. HRQoL was
assessed at baseline, week 6, and week 12 using the Pediatric Quality of Life Inventory
(PedsQL)™ Generic Core Scales v4.0, which has age-appropriate versions. The scale
assesses physical, emotional, social, and school/work functioning, from which Total,
Physical Health Summary, and Psychosocial Health Summary scores are derived. The
PedsQL Family Impact Module and Cognitive Functioning Scale were also used. Changes
from baseline at week 12 were estimated using a mixed model repeated measurements
analysis of covariance.

Results

The study enrolled 223 participants, with 56 included in the analysis of balovaptan 10 mg (n
= 30) versus placebo (n = 26) at week 12. Clinically relevant differences were observed for
10 mg balovaptan versus placebo on the PedsQL total score (estimated difference [ED],
7.15, 90% CI, 2.09-12.20, P = 0.021, effect size [ES], 0.63) and on the Psychosocial Health
Summary score (ED, 8.53, 90% CI, 2.79-14.27, P = 0.016, ES, 0.67). No significant
difference was observed on the Physical Health Summary score (ED, 4.14, 90% CI, -0.19-
10.20, P = 0.257, ES, 0.31). Trends for improvement from baseline at week 12 were also
observed in the balovaptan 10 mg group versus placebo on the PedsQL Cognitive
Functioning Scale (ED, 9.15, 90% ClI, 1.81-16.49, P = 0.042, ES, 0.56). No differences were
observed between any dose of balovaptan and placebo at week 12 on the PedsQL Family
Impact Module.
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Discussion

The VANILLA trial showed positive trends of improvement in HRQoL with balovaptan 10 mg
compared with placebo in adult men with ASD. To fully determine the effect of balovaptan on
HRQoL, ongoing and future studies will be critical to replicate and extend these finding
across the age/gender spectrum of individuals with ASD.

Keywords: Adult, Quality of life, Treatment.
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Introduction

The experience of time has been of central relevance for psychopathology.
Phenomenological research has mainly focused on mental conditions such as depression
and psychosis. However, qualitative approaches to study the inner experience of time have
been largely neglected in autism research.

Methods

We present results from qualitative data acquired from 26 adults with high functioning autism
spectrum disorder (ASD). Employing inductive content analysis we identified a distinct
pattern of interrupted time experience in ASD.

Results

Individuals with ASD seemed to implement structured and routine behavior by future
planning to guarantee that the present passed uninterrupted. We reason that the success of
corresponding compensatory mechanisms determines the development of distress and
noticeable symptoms.

Discussion

We compare our findings to the preexisting theories on temporality and time experience in
depression, schizophrenia and mentally healthy non-autistic populations. Considering recent
theories on Bayesian perceptual inference we relate the syndrome of interrupted time
experience to the putative neuronal mechanisms underlying time experience.

Keywords: Adult, Brain, Mental health
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Introduction

Autism spectrum disorder (ASD) is characterized by reduced attention to social stimuli
(Guillon, Hadjikhani, Baduel, & Rogé, 2014). Less is known about mechanisms that
contribute to diminished social attention. The social motivation theory posits that individuals
with ASD find social stimuli less rewarding and thus attend less readily than typically
developing (TD) children (Chevallier, Kohls, Troiani, Brodkin, & Schultz, 2012). Others
suggest that competition from circumscribed interests (Cls) may better account for
diminished attention (Sasson, Turner&#8208,Brown, Holtzclaw, Lam, & Bodfish, 2008). The
current study evaluated both theories using two paradigms to examine profiles of attention in
children with ASD.

Methods

This study compared attention in children 6 to 17 years old diagnosed with ASD (n = 16) to a
TD group (n = 20). Attentional allocation was quantified using eye tracking during: the
Passive Viewing ASD Quadrant Task (e.g., Harrison & Gibb, 2014) and the visual paired
preference task (Sasson & Touchstone, 2014). The tasks were designed to measure how
saliency of objects impacted the proportion of total looking time to faces.

Results

In the dyadic paired preference task, the diagnostic group x distractor type interaction was a
nonsignificant trend, F(2, 70) = 2.92, p = .06. Post hoc analyses revealed that object
distractor type significantly affected social attention only among the TD group, F(1, 35) =
4.51, p=.04. TD children attended to faces approximately half the time when the competing
stimulus was a control object but only one-third of the time when presented next to either
type of Cl object. ASD participants attended to faces one-third of the time regardless of
distractor. In the quadrant passive viewing task, there was a significant main effect of image
type, F(3, 102) = 21.13, p < .001, such that both groups looked significantly more at the
familiar images than the non-familiar stimuli (FCl = FS > UFS = UFO).

Discussion

The group differences observed align with the social motivation theory more so than the CI
distractor hypothesis because attention for faces among children with ASD was diminished
regardless of what non-social stimuli was competing for attention. The finding that both
groups attended significantly more to the familiar images than the non-familiar control
stimuli, demonstrates the importance of familiarity shown by past research (e.g., Cascio et
al., 2014, Park, Shimojo, & Shimojo, 2010).

Keywords: Assessment, Biological mechanism, Brain development
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Introduction

The superior temporal sulcus (STS) is known to be implicated in social perception mainly the
process of eye gaze information. Brain imaging studies have suggested that abnormalities
within the STS would be related to social impairments in autism. In a recent study with
healthy volunteers, we have shown that it is possible to change gaze pattern by transitory
inhibition of the neural activity of the STS using repetitive transcranial magnetic stimulation
(rTMS). Indeed, selective inhibition of the right STS reduced fixations to the eyes of
characters during visualization of social movies, measured with eye-tracking. In this study
we aimed to investigate, using eye-tracking, changes in gaze perception induced by
excitatory rTMS applied to the right STS in adults with autism spectrum disorders (ASD.

Methods

Seventeen adults with ASD (mean age = 22.4+2.3) participated in the study. Diagnosis was
based on DSM IV-R and ADI-R criteria. All subjects underwent a structural MRI for a precise
individual localization of the target. Subjects underwent sham stimulation and excitatory
rTMS delivered over the right posterior STS as an intermittent theta-burst (iTBS) pattern
(2sec trains every 10sec, total of 600 pulses), with an intensity of 90% of the active motor
threshold. Gaze parameters were measured during passive visualization of social movies at
baseline, at 3 time-points (1min, 6min and 12min) after sham and after iTBS. Eye-tracking
data was processed with Tobii-Studio. Individual analysis was performed to investigate
individual patterns of response, with a threshold of 12% increase or decrease.

Results

At the group level, no significant results were found in gaze pattern to the eyes after
stimulation of the STS. Data indicated strong heterogeneity in the response. Individual
analysis allowed to identify three different groups: 3 subjects respond to the stimulation by

12th Autism-Europe International Congress — September 13-15th 2019



increasing fixations to the eyes (>12%), 8 participants respond to the stimulation by reducing
fixations to the eyes (<12%), 6 participants presented no changes in gaze pattern.

Discussion

This study shows the feasibility of an iTBS protocol in participants with ASD. Preliminary
results show that, in line with the heterogeneity of autism itself, response to the TMS varies
among individuals. Further studies may address this issue in the perspective to use TMS as
new therapeutic strategy in autism.

Keywords: Brain, Intervention, Social
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Introduction

A relative indifference to the human voice is a characteristic of Autism Spectrum Disorder
(ASD). Yet, studies of voice perception in ASD provided contradictory results: one study
described an absence of preferential response to voices in ASD while another reported a
larger activation to vocal sounds than environmental sounds, as seen in typically developed
(TD) adults. In children with ASD, an absence of preferential response to vocal sounds was
attributed to an atypical response to environmental sounds.

Methods

To have a better understanding of these contradictions, we re-analyzed the data from
sixteen children with ASD and sixteen age-matched TD children to evaluate both inter- and
intra-subject variability. Intra-subject variability was estimated with a single-trial analysis of
electroencephalographic data, through a measure of inter-trial consistency, which is the
proportion of trials showing a positive activity in response to vocal and non-vocal sounds.

Results

Results demonstrate a larger inter-subject variability in response to non-vocal sounds, driven
by a subset of children with ASD (7/16) who do not show the expected negative Tb peak in
response to non-vocal sounds around 200ms after the start of the stimulation. A logistic
regression model with age and clinical parameters allowed demonstrating that not a single
parameter discriminated the subgroups of ASD participants. Yet, the electrophysiologically-
based groups differed on the linear combination of parameters. Children with ASD showing a
reduced inter-trial consistency were younger and characterized by lower verbal
developmental quotient and less effort towards communication.

Discussion

This data suggests that a lack of specialization for processing social signal may stem from
an atypical processing of environmental sounds, linked to the development of general
communication abilities. Discrepancy reported in the literature may stem from that
heterogeneity and it may be inadequate to divide children with ASD on the basis of only
intellectual quotient or language abilities. This analysis could be a useful tool in providing a
functional diagnostic of ASD and evaluating verbal communication impairment.
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Introduction

While numerous studies have explored the (dis)ability of autistic individuals to identify
emotions expressed by others, little is known about the emotions they actually feel. On the
one hand, practitionners describe episodes of emotionnal overwhelming (the "autistic crisis")
and a phenomenon of impaired affective self-regulation (leading to the crisis), usually without
detailling their content or significance. On the other hand, autistic individuals themselves
express complex emotionnal ranges, although many experience difficulties in naming their
own feelings. General ignorance about this topic may be detrimental. It may for example
lead professionals to overlook the importance of autistic children's motivation and well-being
in educationnal programs. Moreover, poor understanding of their feelings puts them at risk
for inconsiderate treatment and discrimination.

Methods

The EMOTON consortium reunites six research teams investigating emotions in persons
with reduced autonomy. The consortium has organized an interdisciplinary colloquium on
emotions assesment (Lyon, France, 08/12/2017). A session of this colloquium was
dedicated to autism. As a follow-up, the corsortium is working on identifiyng a series of
methodological and conceptual obstacles that prevent study of autistic emotions.

Results

In order to facilitate future research, the group has focused its reflexions on technical
solutions. For example, a common methodological issues consists in overlooking perceptual
hypersensitivity and therefore mistakenly interpreting affective reactions of autistic
individuals as disproportionate with regards to their causative events. But in order to assess
whether someone's emotional expression is acurate, one needs to gain information about
their inner affective life. In the case of autism, however, interviews and scales used in
psychology will not bring realiable information about what is being felt. Alternatively, usage
of instruments measuring physiological markers of emotions, such as skin conductance
sensors, cannot be used in autistic individuals who have strong sensory issues. In such
cases, use of non-contact sensors to assess affective states must be prefered, such as the
infrared camera developped by AP et al. in order to measure cardiac rythms without
touching the research participant.

Discussion
We also propose several ethical considerations that may help design acurate protocols
involving hot cognition in autism.

Keywords: Education, Emotional Life, Ethics
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Introduction

This study features a randomized controlled, neuroscientific trial with a group of children with
Autism Spectrum Disorders (ASD), a condition marked by profound impairments in language
comprehension and communication abilities. Children with ASD typically have weaker
connectivity in specific brain regions associated with comprehension. Reading
comprehension problems in ASD children have been addressed in only a handful of studies.
While these studies showed the possibility of improving reading comprehension in ASD, they
were not based on a model that specifically addresses the primary cognitive issues
associated with language comprehension.

Methods

We used functional MRI to investigate the connectivity of the brain’s reading network and its
changes as a result of imagery-based intervention for language comprehension and thinking
in children with ASD. The imagery-based intervention is built on the Dual Coding Theory
(DCT) of cognition, which emphasizes the need for both the mental representational and the
verbal cortical areas to be stimulated for optimal language comprehension. Functional MRI
data were collected during tasks of word similarities and verbal absurdities from 2 groups of
17 participants each at two time points: 1) an experimental group of ASD children who
underwent scanning before and after intervention (ASD-EXP), and 2) a waitlist control group
of ASD children who after the first scan waited out the intervention period before their
second scan (ASD-WLC). The intervention consisted of 4-hour sessions, 5 days a week for
10 weeks, adding up to a total of 200-hours of face-to-face instruction.

Results

We found significantly stronger functional connectivity in several nodes (left inferior frontal
gyrus, LIFG, left superior temporal gyrus, LSTG, left angular gyrus, and Visual Word Form
Area) of the reading network in ASD-EXP participants, relative to ASD-WLC participants, at
post-intervention. In addition, these changes were accompanied by significant improvement
in language comprehension (16.4% ASD-EXP group, 2.6% ASD-WLC group) as measured
by a standardized test for reading comprehension. Improvements in reading comprehension
were highly correlated with increases in brain connectivity.

Discussion

These novel findings provide valuable insight into the neuroplasticity of brain areas
underlying reading and the impact of intensive imagery-based intervention using instructional
procedures based on Dual Coding Theory to increase language comprehension in children
with ASD.

Keywords: Brain, Intervention, Language.
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Introduction

Training and implementation costs limit the provision of evidence-based early intervention for
Autism Spectrum Disorder (ASD) in public health systems both in high- and low-income
countries, including Europe (Salomone et al. 2016). The Caregiver Skills Training
programme (CST), developed by the World Health Organization (WHO), is a group
intervention for neurodevelopmental disorders which aims to meet affordability and feasibility
criteria for low-resource settings. The study examined feasibility and acceptability of the
WHO CST in public child neuropsychiatry services in Italy.

Methods

Caregivers of children (2-5 years) with a clinical diagnosis of ASD were randomized to either
WHO CST (n=43) or treatment as usual (n=43). Facilitators’ and caregivers’ experiences of
the programme were examined with focus groups and questionnaires. Focus group
transcripts were analysed with the inductive thematic analysis method (Braun and Clarke
2006).

Results

Attendance and adherence to home practice rates were high: 80% of the target caregivers
completed at least 75% of the program, 81% reported practicing regularly with the CST
strategies at home in between sessions. Caregivers rated program materials as highly
comprehensible, applicable and in line with family values, CST strategies were rated as
highly useful across sessions. The qualitative analysis identified themes and subthemes
related to the programme’s: a) acceptability, b) feasibility, ¢) perceived benefits, these were
represented on a thematic map. Facilitators and caregivers identified, respectively, caregiver
mental health needs and management of child challenging behaviour as key domains to
further develop. Excessive duration of sessions and low acceptability of specific teaching
techniques (role play) emerged as barriers for program uptake. The heterogeneity of clinical
needs at caregiver and child level was highlighted as both a challenge and opportunity by
facilitators and caregivers. Caregivers reported reduced feelings of stress, improved self-
efficacy and improved behaviour regulation in their children.
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Discussion

The WHO CST was overall considered feasible and acceptable, and caregivers reported
perceived benefits from participation. However, specific implementation challenges were
identified. Findings align with feasibility and acceptability data from CST implementation in
Ethiopia (Tekola et al., submitted). Suggestions for optimizing the package to improve
retention, acceptability and feasibility are discussed.

Keywords: Community based, Intervention, Services
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Introduction

The role of high-quality ECEC (Early Childhood Education and Care) for a wide range of
short- and long-term benefits for individuals and society has been extensively supported
(see Council Conclusions, 2011/C 175/03). However, children with ASD (autism spectrum
disorders) are still less represented in ECEC, due to the lack of adapted settings (EC, 2013).
This study is embedded in the EU K2 project ETTECEC — The Early aTTention for the
inclusion of children with ASD in ECEC systems. The aim of the study was to develop,
implement and evaluate an online training for preschool teachers, which would enhance
teacher's competencies to provide a more inclusive environment for all children, with a
special focus on children with ASD.

Methods

The study took place in three EU countries and included 18 teachers from 5 preschools that
have children with ASD enrolled. Full day observations of real-life situations and interviews
with teachers, parents, and children with ASD were conducted. Based on the findings,
needed competencies for teachers were identified and an online didactic training (e.g.,
videos, audios, and written materials) was developed. It consisted of three modules: (a)
Module 1: Understanding ASD, (b) Module 2: What to observe (teacher as a detective), (c)
Module 3: Strategies (Strategies to implement with children, Self-care strategies for
teachers) and was implemented as a self-study course with follow-up supervisions. To follow
up the impact, the teachers completed the impact questionnaire before and after the
implementation of the didactic training, regarding their competencies to work with ASD
children and to create inclusive environments.

Results

First, preliminary findings show that it is possible to design a self-study online training for
teachers that can improve teachers’ competencies to work with ASD children and help them
create inclusive environments. Based on the questionnaires it can be concluded which of the
three modules in the training was the most useful and supported the development of teacher
competencies and in what way. The results of the evaluation will be presented together with
implications for practice and research.

Discussion
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This training creates an easily accessible (online, free) tool that can be used by preschool
teachers across Europe and possibly lead to improving ECEC systems. Suggestions for
improving the training will be presented.

Keywords: Inclusion, Preschool, Training
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Introduction

Based on the global prevalence of Autism Spectrum Disorder (ASD), there is a pressing
need to develop cost-effective interventions for affected families with limited access to
evidence-based supports. Digital Health Interventions (mHealth) can offer a valid alternative
to service delivery in Low- and Middle-Income Countries (LMICs) by connecting experts in
ASD with families in areas with limited resources. In our pilot study, we aimed to implement
an mHealth, train-the-trainer model where United States clinicians first targeted national
trainers’ competency, who then delivered skills-based group training to caregivers of children
with ASD in Lima, Peru.

Methods

Development and delivery of a Spanish training curriculum for 2 national trainers based on
pivotal skills training: 12 modules delivered via mHealth, and addressing topics on parenting,
evoking social behaviors, and increasing communication.

Measure competency for national trainers through pre-post module quizzes, written final
exam, and video skills demonstration.

Weekly supervision of national trainers as they conducted 3 skills-based groups for 15
caregivers of children ages 3-8 with confirmed ASD diagnoses.

Pre-post treatment outcomes included caregiver impressions on the feasibility and
acceptability of the intervention through validated tools (e.g., Family Quality of Life Survey).
Video recordings of child-parent play through sessions for selected families to measure
caregiver demonstration of target skills.

Results

Preliminary analyses indicate that national trainers’ scores increased in pre-post module
quizzes. They also met mastery in written (M = 98%) and observation measures (2 sessions
to mastery). Data on family measures indicate growth around targeted skills (e.g.,
reinforcement, effective directives). The intervention was also positively received (95%) with
slight increase at post-test (98%), and families reported increases in quality of life post-group
(70%-78% pre-post).
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Discussion

Our study suggest that mHealth-supported interventions are effective dissemination of
evidence-based strategies for local trainers and caregivers of children with ASD, particularly
in an LMIC with limited access to interventions. Further, cost-effectiveness of this
intervention and positive caregiver feedback suggests feasible scalability for this intervention
model for other low-resourced areas.

Keywords: Culture, New Technologies, Training
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Introduction

A large national autism charity is launching a new three year strategy in 2019. If the strategy
is to achieve progress towards a society that works for autistic people, it is essential that it is
informed by the views and life experiences of autistic people and their families. A large scale
national consultation was conducted to ask which life challenges are most commonly faced
by autistic people and their families and which have the greatest impact on their lives.

Methods

Fieldwork took place between September 2018 and January 2019. First, in-depth interviews
(n=12) were conducted with autistic people and family members to establish a broad list of
life challenges. Secondly, the survey was tested and then conducted online. Responses
were n=6,047, of which around 2,000 were autistic people resident in the country, the largest
such response to our knowledge. The survey was promoted through the charity’s contacts
database, social media, attendees at national conventions and the charity’s website.
Respondents were asked to identify all the life challenges they had faced, then to rank up to
five life challenges which had had the greatest impact on their life, and to describe in their
own words these impacts. Other questions asked about age, gender, support needs,
financial circumstances, personal wellbeing, and the extent to which respondents felt society
works for autistic people. An Easy Read version was produced, led by autistic and learning
disabled people. Thirdly, focus groups were conducted in six locations to further understand
the issues raised by the survey findings.

Results

Among autistic people, mental health was the most common and most impactful life
challenge. Among family members, it was 'challenging behaviour' (the term used in the
survey). Challenges common to both included sleep, going out and public spaces, and
access to education. In regression analysis, sex and relationships as a life challenge, and
financial difficulties (negatively) and positive experiences of public services and spaces, and
self-efficacy (positively) were also associated with wellbeing. Themes identified in open
ended responses included depression, social isolation, and suicidality.

Discussion

The results are informing the direction of the strategy, specific priorities, the future of existing
campaigns and programmes, and plans for new activities. Limitations included survey
respondent bias and the need to give attention to issues that deeply affect minority groups
within the autistic population.
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Introduction

Long held concerns about the mental and physical health, social and economic outcomes of
adults with autism have led to calls for improvements in services and support. The need for a
coordinated, multi-disciplinary approach to meeting the needs of this group has been
emphasised. However, the development of such services has had to take place in the
absence of existing evidence relevant to the way these services are designed and delivered.
Evaluations of examplars of such provision are therefore very important. This paper will
report findings from such a study.

Methods

Observational study of a cohort of over 250 adults using one of nine specialist multi-
disciplinary autism teams which tracked health, social and quality of life outcomes (e.g.
WHO-QoL BREF, GHQ-12, EQ-5D) from entry into the service through to 2 years follow-up.
The teams varied in terms of the way they organised and delivered support and
interventions. Retention to the study was over 85%.

Results

Descriptive analyses are used to describe outcomes at 3, 6, 12, 18 and 24 months after
entry into the service. Regression analyses are used to explore the impact of individual and
service characteristics on outcomes.

Discussion
Findings can be used to inform the way longer-term support of adults diagnosed with autism,

and provide evidence on individual characteristics which may predict the need, and intensity
of, support.

Keywords: Adult, Care, Services
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Introduction

On June 1st. 2018, the European Society for Child and Adolescent Psychiatry (ESCAP),
appointed an expert group led by Dr. Joaquin Fuentes, to include Drs. Amaia Hervas and
Patricia Howling, that was coined as The ESCAP ASD Working Party. The assigned task
was to produce the ESCAP Practice Guidance for ASD: A brief summary of evidence based
recommendations for diagnosis and treatment, to be presented to the ESCAP Board for
appropriate endorsement and ulterior dissemination. ESCAP incorporates in its membership
the National Child and Adolescent Psychiatry Societies of 34 nations, and constitutes the
main representative of Child and Adolescent Psychiatry in Europe.

Methods

The method followed was based on a review of available documents and reports, plus the
addition of the clinical experience of the authors. The ultimate goal was not to replicate
existing guidelines, but to offer practical guidance to clinicians supporting persons with
autism and their families in such a diverse context as it is Europe today.

Results

The Practice Guidance for Autism will be presented in a plenary session at the International
2019 ESCAP Congress in Vienna (30 June - 2 July). It will be endorsed by the ESCAP
Board, published, and made available to all the European society.

Discussion

The authors are persuaded that their work will contribute, in line with other efforts, such as
those from Autism Europe, to the improvement of support for autism in our continent, and, in
order to do so, the involved people and their families are essential for success. This oral
presentation  will foster dissemination and empowerment for all involved.
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Introduction

Persons with autism face a range of barriers in accessing health care services. Among all
concerns, access to information is crucial to receive and understand relevant health
information and to communicate with healthcare professionals. SantéBD project brings an
answer to the lack of accessible information about health. Using easy-to-read language,
pictures and communication symbols, SantéBD is a collection of digital tools, free of charge,
which explain how consultations, treatments or prevention measures are carried out, and
how to remain healthy. It helps people with autism to better understand health, be less afraid
before and during medical appointments, and be more involved in the communication with
healthcare professionals.

Methods

In France, the 2013 Ministerial Report on accessibility to healthcare revealed the lack of
easy-to-understand tools for disabled people and the lack of training about disability for
healthcare professionals. SantéBD was created in 2014 by CoActis Santé Association in
collaboration with many major organizations involved with health and all types of disabilities
(autism, intellectual disability, aphasia, motor disability...).Together, they designed tools to
ensure accessible use to all. The objectives of these tools are : make people find all the
information they need before a medical appointment, and create a direct relationship
between patients and healthcare professionals. In 2017, a social impact survey led by
KIMSO agency was conducted to evaluate the impact of SantéBD on improving the health
for people with intellectual disability and autism.

Results

Survey's results confirmed that the use of SantéBD improved the health conditions of these
people. With SantéBD, they better understand medical appointments (100%), they can
express better their fears or their consent (83%), and they have a better communication with
healthcare professionals (78%).

Discussion

SantéBD's innovation lies on a specific methodology addressing the needs of all types of
disability. The result is a collection of information and education tools accessible to all :
booklets, a mobile application, a bank of more than 10 000 images to download, videos.
These help people to better understand health, and doctors and hospitals to make their
documents more accessible. CoActis Santé Association, who is acting for a universal access
to healthcare, welcomes the idea of partnerships with foreign organisations if they would like
to adapt SantéBD in their countries.

Keywords: Alternative Communications, General health, New Technologies
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Introduction

The field of research and practice in autism and technology has developed rapidly over the
past 30 years but has mostly been conceptualised according to a medical model of disability.
Participatory research approaches demonstrate the need to critically reflect on the current
status of the field with autism stakeholders in order to identify how the field can develop
more inclusively.

Methods

In this stakeholder review of research, we analysed the comments of 240 participants from a
two-year seminar series focusing on autism and technology in order to co-construct an
understanding of the main challenges and possibilities. Participants included autistic adults,
parents, families, practitioners, professionals and researchers. We used a socio-cultural
framework to analyse the data in order to provide a wider, more nuanced, understanding of
the drivers, activities, and motivations in the field than typically reported elsewhere in the
literature.

Results

Our findings show that stakeholders are very positive about the roles that technologies can
play in many areas of life, but also recognise that technologies need to be developed and
evaluated according to the needs and preferences of autistic people and their families.
Participants indicated that the processes and experiences of engagement and participation
were valued as much as (if not more than) any possible, more formalised, indications of
‘outcomes’. Participatory design as a core focus for action was taken as a given i.e. that
autistic people should be more involved in decision-making and design of technology in the
autism and technology field. However, stakeholders were also clear that challenges remain
in how representative such involvement can or should be and, therefore, who should be
involved in such decision-making and development. Responsible innovation was highlighted
both in terms of which technology tools should be the focus of research and how the places
and participants of research are involved and respected.

Discussion

We propose an inclusive common social framework for research based on the core themes
of social inclusion, perspectives, and participation and agency. Such a framework requires
the field to recognise that some current practices are exclusionary and that a commitment to
action is needed in order to make positive changes.

Keywords: Inclusion, New Technologies, Participation
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Introduction

There has been an exponential increase in the availability of digital technologies to support
the autistic community. However, there is no mechanism for users and their caregivers to
easily access evidence demonstrating that such technologies are beneficial. According to
recent scholarly reviews, digital technologies for autism with an evidence base are not
commercially available, and commercially available technologies often lack a solid evidence
base. Evidence-based practice (EBP) is central to medical disciplines and is increasingly
being extended to psycho-behavioral interventions for autism. EBP has been instrumental in
promoting and standardizing evaluation methods such as Randomized Control Trial
methodologies. In the current project, we seek to co-develop with the autistic community a
framework for assessing evidence supporting technology-based interventions.

Methods

Our methodology is twofold: (1) We developed a scale, called User-Centered Design for
Intervention (UCDI), to assess the extent to which a digital technology is informed by
empirical data, autism domain expertise and the scientific literature. We evaluated our scale
against an EBP scale specifically designed for autism interventions in a randomized sample
of 216 relevant published reports. (2) We conducted a Delphi study to elicit
recommendations from a panel of experts (researchers, developers, autism community) on
digital technology interventions for autism.

Results

Inter-Rater Reliability for the two tested scales was good to excellent and the UCDI
classification of weak and strong studies had high correspondence with an independent
human expert. The majority of reviewed articles received a “weak” EBP rating and a medium
to low score on the UCDI scale. The Delphi study yielded recommendations for improving
the following three aspects of technology for intervention: reliability, engagement, and
efficiency.

Discussion

The framework and scales we developed, and the resulting recommendations we received,
can help members of the autism community determine the evidence base before adopting
technology-based interventions. Our methods and measures can also be used to evaluate
the extent to which digital intervention technologies enable efficacious outcomes.

Keywords: Community based, New Technologies, Treatment
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Introduction

The average age of autism spectrum disorder (ASD) diagnosis is after 4 years despite the
fact that children with ASD can be diagnosed as early as 2 years old. Barriers to timely
diagnosis include the large time burden and cost of comprehensive assessments, shortage
of providers, and lack of resources in primary care settings. Delayed diagnosis results in
delayed entry into early intervention programs and in many parts of the EU, parents wait
over 1 year for services. Moreover, in many parts of the world, there may be no diagnostic
assessment and no intervention services available at all.To address the problem of delayed
access to intervention services, we developed a digital health platform that supports the
delivery of parent-mediated Naturalistic Developmental Behavioral Interventions (NDBI).
This scalable tool is intended to help parents and caregivers learn how to implement
evidence-based interventions with their children while they are on lengthy wait lists for
services. The tool supports training and practice, coaching, and measurement of fidelity as
well as target goal identification and tracking. Training content comprises critical skills and
strategies that are considered universal to all NDBI’s.This technology presentation aims to 1.
Report on a Quality Improvement project that utilizes this system, and 2. To demonstrate this
technology to audience members at the Autism Europe Conference. Specifically, audience
members will interact with a chatbot that will teach them critical skills required to implement
NDBI’s.

Methods

We initiated a quality improvement project in an autism provider network in a European
country to assess 1. The ease of technical and clinical workflow integration, 2. Acceptability
and feasibility among clinicians who served as coaches for the families. As part of the Ql
project, we determined completion rates of users and collected feedback from clinicians who
served as coaches.

Results

Integration of the system into the provider network’s workflow was uneventful and
successful. Provider network clinicians trained in the system rated it as acceptable, feasible,
and described high user satisfaction.

Discussion

Scalable digital health tools hold promise to deliver evidence-based training for parent
mediated interventions for autism spectrum disorder. This approach of large-scale
dissemination of evidence-based practice may allow parents to develop the capacity to start
using basic interventions while they wait for clinic-based services.
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Introduction

Autistic children experience difficulties with social communication behaviours (SCB). Robots
have been proposed as potentially useful tools to support autistic children’s SCB, based on
claims that their predictable behaviour and simplified characteristics might be less socially
demanding for autistic children than human interactions. Yet, very few studies have directly
compared autistic children’s SCB when interacting with robots versus humans.

Methods

A school-based feasibility study recorded 128 5- to 12-year-old autistic children in the
context of an emotion-recognition teaching programme (based on Howlin et al., 1999).
Children were randomly assigned to robot-assisted or adult-led teaching conditions. To
directly compare the use of SCBs in child-robot versus child-adult interactions, we selected a
subset of 5- to 8-year-old participants with at least 15 minutes of recording each (n=12, 2
females, 6 children from each condition). Groups were well-matched for age (p=.699) and
autism severity symptoms on the CARS2-ST (p=.485). We designed a coding scheme
based on the SCERTS model to identify a range of SCB, including commenting, pointing,
imitation, requesting, responding, shared affect, etc.

Results

There were 926 instances of SCBs in the 180-minute sample (15 minutes/child). The median
number of SCBs in the robot-assisted condition was 59.50 (range = 17 — 87), while in the
adult-led condition was 84.50 (range= 35 — 198), although there was no significant difference
between teaching conditions (Mann-Whitney U=24.00, p=.394, r=.28). When comparing the
medians of each type of SCB, we found a significant difference for imitative behaviours
between the adult-led condition (Mdn=1) and the robot-assisted condition (Mdn=14.50),
U=33.50, p=.012, r=.72. We found a significant difference for sharing positive affect
between the robot-assisted condition (Mdn = 10.5) and the adult-led condition (Mdn = 3),
U=5.50, p=.045, r=-.58. There were no other significant between-group differences.

Discussion

Results indicate that children’s SCBs were similar in the robot-assisted and adult-led
teaching conditions for total number of SCBs observed, and for most individual SCB types. It
is encouraging that children shared more positive affect in the robot-assisted condition,
indicating that a humanoid robot can be part of enjoyable, social interactions. Variance in
children’s SCBs within each group highlights the importance of considering individual
differences when studying autistic social communication.
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Introduction

Diminished self-initiations are a core deficit in children with autism spectrum disorder (ASD).
Pivotal Response Treatment (PRT, Koegel & Koegel, 2006) targets self-initiations for further
social-communicative development. Since robotics may enhance motivation for
communication in children with ASD (Diehl et al., 2012), using a robot within PRT may
contribute to enhance self-initiations. The objectives of this study were 1) to examine robot-
assisted PRT and PRT in increasing self-initiations during treatment and 2) whether an
increase in self-initiations relates to gains in generalized social-communicative skills.

Methods

Forty-five children with ASD (3-8 years) were recruited as part of a larger RCT. Two groups
were compared in this study: robot-assisted PRT (n = 24) and PRT alone (n = 21). Both
groups consisted of 20 sessions, including 14 parent-child sessions and 6 parent sessions,
to train parents in PRT techniques. In the robot-assisted PRT group, a robot was added in all
parent-child sessions with programmed scenarios. All parent-child sessions of both groups
were videotaped and child’s verbal self-initiations were rated during one 6-minute probe in
each session. Appropriate verbal self-initiations for each session were compared over time
between the groups. Self-initiations change scores were computed for each child and related
to both endpoint (week 20) — baseline (week 1) and follow-up (week 32) — baseline (week 1)
change scores of subscales of the Social Responsiveness Scale (SRS, Roeyers et al.,
2011), completed by parents and teachers.

Results

Mixed-model analysis in R demonstrated a better fit of the model with both fixed and random
effects of time that included a group x time interaction effect compared with the model that
only included main effects for group and time, indicating a steeper increase in self-initiations
in the robot-assisted PRT group. Furthermore, correlation analysis indicated a significant
relationship between self-initiations change score and the Social Awareness subscale of the
parent-rated SRS, but no significant relationship with the other parent-rated SRS subscales
or any teacher-rated SRS subscales.
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Discussion

Results of this study provide a first indication that the use of robotics in PRT may contribute
to higher gains in self-initiations during treatment. Gains of self-initiations were only found for
social awareness. Implications for clinical use of robotics in PRT and future research will be

discussed.

Keywords: Communication, Robot, Treatment.
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Introduction

Governments, charities and researchers systematically highlight the problems of delayed
diagnosis, lack of educational support, and stigmatisation of children linked to a poor
understanding of autistic signs. By developing a novel training film in a unique collaboration,
we aimed to improve comprehension of the varied presentations of autism in order to
increase recognition and support for those who have a subtler presentation or ‘mask’ their
differences.

Methods

In 2017-2018, collaborators from universities, government agencies and charities in five
different countries created a training film, based on research evidence, to help professionals
to identify the SIGNS of autism (Social interaction, Imagination, Gestures, Narrow interests,
Sensory responses). The film was developed and translated into six languages, with help
from members of the autism community in each country, then widely distributed and
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evaluated. Impact was assessed through brief questions asked before and after viewing the
film.

Results

Responses to evaluation questionnaires from 850 professionals and parents identified
improvements in understanding the signs of autism and highlighted the usefulness of the film
for reducing stigma. Clarity and focus on individual/gender differences were very
appreciated. The overall positive feedback led to the distribution of the film to parents,
professionals and students. The film, now viewed by 27,000 people, has been adopted for
national practitioners training courses in special education, and speech/language therapy in
two countries. It is used to train teachers, professionals and medicine/psychology students in
two other countries. It is part of clinical toolkits and national training resources in schools in
the final country.

Discussion

Responses obtained through questionnaires confirmed the usefulness of the film for flagging
up signs of concern that may be relevant for future referral. Notably, the video format was
especially effective in improving understanding of autism signs, even in skilled professionals.
Therefore, the next steps will be 1) developing training packages to be used with the film, 2)
working with policy developers of different countries to make sure that the film is part of the
training of education/medicine/psychology students, 3) ensuring the partnership of new
countries in order to translate the film in other languages.
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Introduction

Introduction: There is a steady increase in news coverage of Autism Spectrum Disorder
(ASD, 2013). Media coverage increase awareness but few have studies how ASD-
related stories are told. The aim of this study is to unpack ASD-stories in the Finnish print
media by examining: 1) To what extent do media stories extend medical and societal
narration of ASD to other issue domains, and 2) To what extent do news stories utilize a
positive, negative, or neutral narrative?

Methods

We analyzed the largest newspaper in Finland from 1990-2016. The sample consisted of
168 newspaper articles. A total of n=123 media stories were medical and n=45 had societal
content. Two authors independently analyzed the data using qualitative frame alignment
before utilizing a critical content analysis technique of merged themes. Then, each article
was analyzed as giving a positive, neutral or negative portrayal of ASD.

Results

Our analysis revealed four additional themes of detailed ASD reporting in, 1) MMR
Controversy, 2) Employment obstacles, 3) ASD as culture, and 4) deviant behavior. Two
thirds of the articles (n=110) consisted of an informational or clinical lens using a neutral
storyline. Employment stories utilized a positive narrative, the Finnish stories about
employment had an extension to social skills narrated with a negative tone. Some stories
about criminal behavior stigmatized persons with autism. Findings also reveal that some
uniquely Finnish cultural norms and thus amplifying cultural values and norms and extending
“autism” and its conventional frames to cultural identity and trust in Finnish culture.

Discussion

It appeared that ASD news are reported in a variety of ways and extended to a range of
other frames. Our results suggest frame extensions to topics like employment, culture, and
deviant behavior. Stories used a positive or negative narration to promote an issue position,
and not following the international stories about MMR-ASD link, but taking advocacy
positions drawing on international experience of what works in topics like employment. Our
findings reveal that some uniquely Finnish cultural norms may play a role in how
newspapers approach ASD ( , 2015, Sahlberg, 2010). Some of the stories in our study
appeared strategically, perhaps rather cleverly, to utilize “Finnishness” to report on autism
amplifying cultural values and norms and extending “autism” and its conventional frames to
cultural identity and trust in Finnish culture.
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Introduction

Prevalence rates of behavioural and emotional problems in ASD populations are high. While
there is evidence to suggest physical activity programs can benefit these areas for children
with ASD, there is little research examining the impact of programs which are readily
accessible within a child’s community setting. This study aimed to determine whether a
community-based organised physical activity (OPA) program could improve behavioural and
emotional problems in children with ASD. This study is part of the AllPlay program, a
program designed to create new pathways for inclusion into the community, for children of all
abilities.

Methods

Sixty-one school aged children (aged 5-12 years) with a diagnosis of ASD were recruited
from the community across Victoria, Australia over 2017 and 2018. To be accepted into the
intervention group, children must have been enrolled in a community Australian Rules
football program (NAB AFL Auskick). Recruited control participants must not have been
enrolled to participate in physical activity throughout the duration of the study (for more than
30 minutes per week). Only a subset of the sample was able to complete the Child
Behaviour Checklist (Parent Report), the measure used for this study, at two different time-
points.

Results

Preliminary data were analysed using repeated-measures ANOVAs. Results indicate trends
towards significance for the interaction between internalising related scores and group
across time. More specifically, internalising scores (e.g., anxiety) improved across the two
time-points for children in the NAB AFL Auskick group in comparison to the control group.
No significant differences or trends were noted for externalising behaviours.
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Discussion

Previous research has identified the benefits of general physical activity on behavioural
emotional outcomes in children with ASD; however, this is the first study to compare pre-
and-post differences after playing a community-based sporting program. Preliminary results
found no effects for behavioural/ externalising problems, however do suggest participation in
this type of program has the potential to benefit on children’s emotional well-being (e.g.,
reduce anxiety). This could be an important finding given the high rates of internalising
disorders in this population. Moreover, participation in programs which move away from the
clinic and into natural settings may benefit not only children, but their families and the wider
community.
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Introduction

Autism Spectrum Disorders (ASD) affects a growing number of children that fortunately have
more and more access to mainstream schooling. Nevertheless, the challenge of inclusive
school is still far from being a total success regarding the negative attitudes of students
towards their peers with ASD. Aiming to improve these negative attitudes, several ASD anti-
stigma interventions have been developed. However, previous studies have several
limitations. First, few of them measured interventions effectiveness. Also, attitudes have
generally been measured with self-reported questionnaires. We argue that research on ASD
anti-stigma interventions would benefit from additionally measuring implicit attitudes, not only
to bypass desirability bias but also to be able to predict subtle forms of discrimination. The
aim of our study is to measure implicit and explicit attitudes of Typically Developing (TD)
children toward children with ASD.

Methods

Participants were 137 TD children in 1st-5th grade (Mage = 9.28 years, SD = 1.17, 51% of
girls). Participants completed explicit and implicit measures of attitudes after having watched
a short video of children with ASD and TD children. A self-reported questionnaire was
specifically developed for this study to assess explicit attitudes. For implicit attitudes, we
used an adapted version of an innovative task (VAAST, Rougier et al., 2018) that measures
spontaneous approach and avoidance tendencies towards social groups.

Results

Participants first reported more negative explicit attitudes towards children with ASD than
towards TD children, ts (129) > 3.76, ps < 0.001. Second, the VAAST results revealed that
participants were faster to spontaneously approach TD children (positive attitude) and avoid
children with ASD (negative attitudes) rather than the reverse. Interestingly, while implicit
attitudes towards children with ASD did not change, as participants grow older, explicit
attitudes showed a positive trend.

Discussion

The findings showed that TD children have negative implicit attitudes towards children with
ASD. Importantly, the positive trend of explicit attitudes suggests that participants responded
according to the social norm rather than to their real opinion. That was not the case for
implicit attitudes. Consequently, the evaluation of anti-stigma intervention should not be
limited to explicit attitudes especially for older children for whom such measure is biased
toward social desirability. Authors have no conflict of interest to declare.
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Introduction

‘High functioning autism’ is a term often used interchangeably for individuals with autism
spectrum disorder (ASD) without an intellectual impairment (or Intellectual Disability, ID).
Over time, this term has become synonymous with expectations of greater functional skills
and positive outcomes, despite contradictory clinical observations. Whilst there has been
research 