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1. Autism Spectrum Disorder (ASD) : Definition

ASD is a group of early developmental disorders of neurobiological origin. Their manifestations include : 

· difficulties in communication and social interaction
· stereotyped and repetitive behaviours
· specific interests 
· sensory disorders

Persons with ASD experience serious communication, learning and social adaptation difficulties. ASD symptoms usually become apparent before the age of three but can vary greatly from one child to another. 

At least one person out of every hundred (1% of the population) has ASD. All persons with ASD, whatever their age, can make progress provided they receive the kind of support suited to heir difficulties and their potential. They need a tailored curriculum with regular assessments done by professionnals duly trained in autism. In order to develop their abilities persons with ASD repquire : 

· early diagnosis, as well as a neuro paediatric assessment and genetic testing ; 
· psycho-educational and developmental support; 
· an Individualized Educational Program (IEP) set up with the parents’ involvement ; 
· a curriculum with the necessary support and accomodations, based on the regular curriculum and taught by trained teachers;
· to be socially included in all fields (pre-school, school, work, leisure, etc.).

2. Autisme Genève : who we are

Autisme Genève is a not for profit association, founded in Geneva in December 2007 by parents of children with autism. It also includes adults with autism and professionals of the field.

Autisme Genève is a local chapter of autisme suisse romande.

Autisme Genève’s main objectives are :
· fighting to make our society more inclusive
· making the general public aware of the characteristics of autism; 
· listening to autistic people and their families, informing them about autism and defending their rights;
· offering training to professionals in order to guarantee a support adapted to the specificities of each autistic person;
· providing families with all the information and tools they need to understand and support their child at every stage of his/her life.



[bookmark: _Toc387065824][bookmark: _Toc73610276]Non-compliance with the Convention on the Rights of the Child (CRC) in Geneva : 

Autisme Genève notes that in Geneva children and adolescents with ASD are deprived of a number of the rights stipulated in the Convention for the Rights of the Child.

1. [bookmark: _Toc73610277]DISCRIMINATION

In Geneva discrimination begins as soon as the child is identified as being different; as the advocated course of action is then to withdraw the child from mainstream education, thereby taking him/her away from peers and from a normal social environment. This has serious consequences since ASD children already experience social interaction difficulties which are only made worse by segregation.

Recommendations: 

· Promote inclusion in the mainstream environment, with support from professionals trained in ASD as soon as the child's difficulties are detected. Thereafter, continue to promote inclusion in society at all levels, pre-school, school and vocational training, as well as in cultural and leisure activities, with the suitable support and accommodation measures that are necessary for each child.

2. [bookmark: _Toc73610278]EDUCATION

[bookmark: _Toc73610279]2.1. Segregation 

There has been some progress since 2014, but most autistic students still do not have access to mainstream schooling.
The biggest improvement is the creation of a support service for students with special needs included in mainstream classes. They are accompanied by a special teacher or educator in the classroom, but only for a maximum of half the school time. Unfortunately, these teachers are not always trained in autism and in the appropriate tools to use with the child. Due to lack of resources, many students do not have access to support in mainstream classes and are sent to special education classes or seperate special education schools. 
There are now many more integrated classes, special education classes that are situated in mainstream establishements. However, the feedback that we have is that students in integrated classes are often not integrated in mainstream classes at all or only for a few hours a week. Also, a lot of the students in these classes have good potential and could be in mainstream classrooms, if they had the proper support. 
The great majority of autistic students are still in special education schools, completely seperate from mainstream establishments.

For children who have undergone therapy at the Early Intervention Centre in Autism (CIPA) at preschool age, and who enter the ordinary public school, a programme called "CIPA Inclusion" exists. It consists of the accompaniment of the child by a psychologist during the first two years of primary school and this is very beneficial. However, from the third year onwards, the support ceases and the child is followed by a specialised educator, for a maximum of 6 hours per week. This gap in support is too great; a better transition should be considered to avoid the child being excluded from the mainstream classroom. Furthermore, it would not be necessary for a psychologist to accompany the child during the first two years of school: in some cases, a specialised educator or teacher would be more appropriate and less costly for the state. 

[bookmark: _Toc73610280]2.2 Inadequate special education 

The teaching provided in integrated classes and special education schools does not correspond to the official school curriculum and there is no validation of prior learning (no certification), which ultimately prevents access to higher education and vocational training in a mainstream setting, if the student has failed to regain the mainstream education system at 100%.
The teacher ratio is too low and there are too few hours devoted to acadamic learning; often staff are not sufficiently trained in ASD. 

[bookmark: _Toc73610281]2.3. Uninformed parents 

The nature of the integrated classes and special education schools is rarely explained to parents, particularly the methods used (often psycho-dynamic and therefore not adapted to autism) and the fact that they do not offer an official school programme with a certification. 

[bookmark: _Toc73610282]2.4. Lack of childcare services 

The regular public school provides an after-school service for children with working parents. Children with ASD in the specialised sector have difficulty accessing these services, and the specialised institutions (which close at 15:30) do not offer a similar childcare service. 

[bookmark: _Toc73610283]2.5. Non-reimbursement of education-related costs 

Access to education, vocational training and recreational activities remains limited for children and adolescents with ASD in the mainstream public sector due to a lack of trained carers. It is sometimes available in the private sector, at the expense of the parents, which means that they have to find a person to accompany their child, and pay the persons salary as well as the school fees. 

Recommendations:

We call for an end to segregation and a redistribution of the human and financial resources needed to establish an inclusive school that provides for :

· sufficient trained[footnoteRef:1] carers for children included in mainstream classes (a solution to be favoured as a priority), with a minimum of 20 units of carer time per week on average;  [1:  Support workers need to have a theoretical knowledge of ASD and a good command of pedagogical tools and the regular school curriculum. They must also be familiar with the specific tools of structured teaching (planning, spatial and temporal organisation, sensory arrangements, adaptation of worksheets, social skills training, evaluation tools, etc.). ] 


· Specific ASD classes integrated into local schools, only for children who cannot be included directly in a regular class (children with severe autism and severe sensory issues for example)

· 1:1 support in the classroom for the first two school years, the only guarantee of the child's good development 

· In integrated classes and special education schools, at least 1:2 support (excluding therapists) in the first 5 years of schooling for children with an intellectual disability in addition to their autism, after which, depending on the needs of each child, this ratio may decrease considerably; 

· the establishment of specific periodic evaluations allowing for the development of an Individualised Educational Programme (IEP) with concrete and objective objectives, and a regular evaluation of the effectiveness of the programme; 

· Trained professionals to accompany children to after-school activities

3. [bookmark: _Toc73610284]HEALTH

[bookmark: _Toc73610285]3.1. Limited access to early detection and intervention 

Early detection and diagnosis of autism (before the age of 2) is still insufficient. This is most unfortunate, as it has been proven that before the age of 5, intensive therapy allows the child to develop skills that can be more difficult to develop at a later age[footnoteRef:2]. [2:  file:///Users/florence/Downloads/Wood-Eliez.2010.pdf ] 

After diagnosis, early intervention in autism is not offered to all preschool children, leading to a real discrimination as to what therapy the children receive and the development of their potential.

[bookmark: _Toc73610286] 3.2. Lack of specialisation in autism 

There is a lack of specialisation in ASD in the therapeutic disciplines (occupational therapy, speech therapy, psychomotricity, psychology, child psychiatry, etc.) and in general professionals trained in ASD are rare. 

In integrated classes and special education schools, there is no occupational therapy (which is necessary for almost all children and adolescents with ASD) and the psychomotor and speech therapy posts rarely exceed 20% each for 10-12 children. This is clearly insufficient.

[bookmark: _Toc73610287]3.3 Lack of information and limited access to social insurance 

There is no public service that informs parents of their rights and those of their child, as well as the interventions recommended at an international level. We deplore the lack of a social worker at the Centre de Consultation Spécialisé en Autisme.

There are social benefits from the assurance invalidité (impotence allowance, supplement for intensive care, assistance contribution) for families of children with a disability, for which an application must be made. However, families are very often not informed of their existence. 

[bookmark: _Toc73610288][bookmark: _Toc387065833]3.4. Inappropriate care for children with autism 

In Geneva, there is a great delay in the training of professionals in ASD. There is very little specific training on autism in the basic training of teachers, educators, psychologists, child psychiatrists, doctors, etc. The Geneva Universities even continue to disseminate scientifically invalidated data (psychoanalytical theories of autism)[footnoteRef:3].  [3:  Here is an example of documentation made available in May 2014 to students at the Haute école de travail social (HETS), where educators working in Geneva's specialised institutions are trained: 
Autism and psychoanalysis: evolution of practices, research and articulations / under the direction of Marie Dominique Amy. - Toulouse: Erès, 2014. - – 497p. illus. - Bibliogr. - Contains: .... Theoretical and clinical contributions of psychoanalysis: issues of the body and psychomotor in autism: psychoanalysis, neuroscience and developmental psychopathology / Fabien Joly. ... Does psychoanalysis work with autistic children? How does it work? Under what conditions / Jean-Michel Thurin and Monique Thurin. Research on packing: what future to expect / Pierre Delion. ... Research, psychoanalysis and autism: what practices? What is at stake? / Lisa Ouss. Specificity of psychoanalytical practices: emotional empathy and autism / Marie Christine Laznik. The process of psychoanalytic treatment in autism / Didier Houzel. 
] 

Recommendations:

· For paediatricians: a minimum of 20 hours of compulsory training in the basics of early detection in autism

· For early childhood educators: a minimum of 12 hours awareness training and the duty to inform parents of suspected autism;

· For childcare facilities: the obligation to provide a carer in preschool for a child with autism;

· increasing the capacity of the Autism Diagnostic Centre (ADC); 

· In the context of early intervention: increasing the capacity of the centres for early intervention in autism (CIPA), in order to accommodate all children (with a minimum of 70 places); 

· the creation of 30-60 additional workplaces to ensure that children who do not have a place in CIPA receive intensive support in day care;

· the obligation of the medical profession to inform parents, clearly and in writing, of their child's diagnosis and of the optimal measures for his/her development, regardless of what the State may or may not offer;

· the creation of a social worker’s position within the Centre de consultation spécialisé en autisme (CCSA);

· the establishment of ASD-specific training courses at universities (University of Social Work, Faculty of Psychology and Education, Faculty of Medicine);  

· the obligation for child psychiatrists and psychologists who work with autistic children to have a postgraduate training other than psychoanalysis (CBT or neuroscience); 

· Promote specialisation in autism among health professionals (occupational therapy, speech therapy, psychomotor therapy, etc.);

4. [bookmark: _Toc73610289]INHUMAN AND DEGRADING TREATMENT

Some psychiatric treatments forced on ASD children and adolescents, such as « packing » which involves completely and tightly wrapping up the child's body in icy cold wet sheets until he/she calms down, and the use of medication (sedation) as a first resort, constitute cruel, inhuman and degrading treatments in accordance with Article 37 of the Convention. 

After years of discussion, the practice of « Packing » has been banned in public institutions by Geneva law. As far as we know, «Packing» can still be done in private practices in Geneva and not been banned in the rest of Switzerland. 

ASD children or adolescents who display serious behavioral problems are sometimes confined in psychiatric units and deprived of their freedom. Lack of understanding of ASD in the child and adolescent psychiatric unit of the HUG can lead to violations of the children's rights, for instance limiting, or even prohibiting, the right for the parents to visit their child because their presence is viewed as detrimental to the child. Very often the condition of children confined in psychiatric units deteriorates due to lack of understanding of their needs, which usually then results in resorting to psychotropic substances. 

When severe behavioural problems occur in adolescence, minors are sometimes placed in adult psychiatric units. These units are not adapted to adolescents and the staff is not trained in autism. 

Furthermore there is no training or support scheme for parents, to help avert family burn-out and limit the risk of abuse.

There are only a few places in residential homes for autistic minors and these places are almost all full-time (there are only two part-time places). This leads to tragic situations where families have to decide to put their child in full time residential care, when they would prefer a part time solution. 

Recommendations:

· prohibit "Packing" in Switzerland in the public and private sector

· use ASD specific educational methods to reduce behavioral problems, and only as a last resort consider confinement in a psychiatric unit or medication (psychotropic substances etc.);

· make it mandatory for psychiatric staff caring for ASD children and adolescents to be trained in, and to apply, scientifically recognized approaches for autism;

· Offer families individualized support and training programs.

· create residential homes that can accommodate autistic children or adolescents on a part time or occasional basis

5. [bookmark: _Toc73610290]DEPRIVATION OF THE FAMILY ENVIRONMENT

The fact that the authorities sometimes decide to remove children from their family on the basis of assessments carried out by doctors who subscribe to a largely psychoanalytical vision (which is the case of most doctors in Geneva) and tend to view the family as the main cause of the child's behavior, raises a serious question. A lack of knowledge of autism can easily lead to an erroneous interpretation of the child's behavior and result in children being wrongly removed from their family.

In Geneva there is actually only one residential institution suitable for ASD children and adolescents (8 places) and it is full. Placing them in facilities which are unsuited to their needs often induces a serious deterioration of their behavioral problems and leads to their confinement in psychiatric units which are unsuited to ASD and where use of psychotropic substances (sedation) is common. This constitutes a form of institutional abuse.

Furthermore, we have recently been contacted by several parents with ASD who have lost their parental rights after being diagnosed as adults, due to a lack of understanding of ASD by the psychiatric experts who work with the courts. This is a serious discrimination against parents and children who are thus separated, sometimes from birth.

Recommendations:

· the creation of specialised ASD reception centres that would offer places in a flexible way, for short and/or regular stays in order to relieve families. The centres would also accommodate young people in times of crisis. 

· the obligation for the judicial authorities to refer to experts who have up-to-date knowledge of ASD and internationally validated approaches, when the child or his/her parent has a diagnosis of ASD, or if there is a suspicion that the child or the parent may have ASD.



[bookmark: _Toc387065841][bookmark: _Toc73610291]Conclusion: 

Autisme Genève denounces the discrimination suffered by children and adolescents with ASD in the Canton of Geneva. Despite the progress made since 2014 and the declared will of the Geneva State to pursue an inclusive policy, segregation is still the daily life of the majority of these youngsters.  
With the means at her disposal, Geneva could become an example of inclusion. This would require a strong political determination and a great deal of work to raise public awareness. Autistic people, whether children or adults, have much to contribute to our society, but this is not possible if they are excluded from society from their earliest childhood. 
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