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Rodiče pro děti s autismem, z. s. (Parents for Kids with Autism, registered association)
Pobřežní 249/46, Karlín 
186 00  Praha 8
The Czech Republic
e-mail: info@roprodesa.cz, webpage: www.roprodesa.cz
The association is represented by the Committee (Ing. Ján Zajíc and Karel Tomáš)

	Prague, 10 February 2019
Submission: Czech Republic

Dear Madam or Sir,

We are a non-profit organization formed by a group of parents of children with autism and other developmental disorders. In March 2017 we gathered to promote an amendment of law[footnoteRef:1] in the Senate of the Czech Republic introducing new professions in the field of applied behaviour analysis (ABA). ABA based interventions are internationally recognized as evidence-based interventions for persons with developmental and other disorders. By adopting the law, high professional standards were set on the professions in ABA.[footnoteRef:2] Since then, post-graduate study of ABA has become available at the Faculty of Education of the Masaryk University. Other parents had fought on national and international level long before us to achieve that and to enhance early interventions for children with autism.[footnoteRef:3]  [1: This concerned amendment to Act No. 96/2004, on Non-Medical Health Care Professions, published in Collection of Laws. Our legislative fight is described herein: Hollá, D. Rodiče autistů se sešli před Senátem (Autistic parents have gathered in front of the Senate), May 2017. Accessible from: http://www.atypmagazin.cz/2017/05/31/rodice-autistu-se-sesli-pred-senatem/ ]  [2:  Such education is currently only available at the Masaryk University of the Czech Republic. https://katedry.ped.muni.cz/iviv/en ]  [3:  These parents have cooperated to create, under the ambits of the Governmental Commission for Persons with Disabilities, the Initiative to Address the Lives of People on Autistic Spectrum and their Families  (Podnět k řešení života osob s PAS a jejich rodin) to the Government in 2014. In 2016 the Government has adopted the material and ordered the relevant ministries to adopt measures described therein. Lately, we have found that advancements under that initiative have not adhered to the deadlines set forth. ] 


We focus on family support, education for parents of children with developmental disorders and making early and effective intervention of appropriate quality for these children available.[footnoteRef:4] Through regular contact with more than 300 parents we have knowledge about practical obstacles that parents of children with neurological disorders face when trying to obtain treatment and education for their kids. We also base this recommendation on our own experience as parents of children with autism and other developmental disorders. Mostly we are parents of school-age or preschool-age children. We would like to enable them to reach their fullest potential.  [4:  We have organized 30 lectures given by certified behaviour analysts for parents of kids with developmental disorders and summer camps for kids under the supervision of BCBA. Organization of the seminars has been described in the below article: Hollá, D. Mýty o ABA aneb rodiče uspořádali cyklus přednášek k Aplikované behaviorální analýze (ABA Myths or Parents have organized a series of lectures on applied behaviour analysis). http://www.atypmagazin.cz/2018/02/15/myty-o-aba-aneb-rodice-usporadali-cyklus-prednasek-k-aba/ ] 


The following backlogs affect negatively access of these children to adequate education: 1. children are often sent too late to professionals for diagnostics, 2. due to lack of professionals specialized in the field, when compared to the number of children with such disorders, waiting times to professionals are too lengthy (reaching 9 months and more), 3. in the meantime children are losing their precious time to obtain effective intervention addressing backlogs in their development. Finally, 4. after diagnosis of the child, professionals frequently do not refer parents to effective internationally recognized evidence-based interventions. Parents are often lacking information on how to help their children reach their fullest potential. 

Article 23(3) and 24 ICRPD

The preamble of the ICRPD recognizes that persons with disabilities and their family members “should receive the necessary protection and assistance to enable families to contribute towards the full and equal enjoyment of the rights of persons with disabilities“.[footnoteRef:5] Crucial role of families in realizing the rights of children with disabilities is emphasized: in order to prevent concealment, abandonment, neglect and segregation of children with disabilities, these children and their families have to be provided by “early and comprehensive information, services and support“.[footnoteRef:6] Research has proved that providing accurate information on autism and teaching parents to adapt their parenting using good practices has impact on education, social and personal outcomes for people with autism.[footnoteRef:7]  [5:  Letter (x) of the preamble.]  [6:  Article 23(3) of the ICRPD.]  [7:  McConachie H1, Diggle T. Parent implemented early intervention for young children with autism spectrum disorder: a systematic review. J Eval Clin Pract. 2007 Feb;13(1):120-9. Accessible from: https://www.ncbi.nlm.nih.gov/pubmed/17286734/. See also ESIPP: Improving quality of life of people on the Autism Spectrum and their families through parent education. Recommendations for Policy-makers, 2018. Accessible from:
 http://www.autismeurope.org/wp-content/uploads/2018/05/ESIPP_Policy-Recommendations_EN.pdf ] 


Lack of early and effective intervention has caused some autistic children develop problem behaviours which may impede their inclusion in the society, performance of daily living skills, but also their participation in preschool facilities and schools, and also increase their social isolation.[footnoteRef:8] Sometimes problem behaviours developed to such extremes that caretakers had to place temporarily their children to psychiatric facilities in the Czech Republic.[footnoteRef:9] From our own experience, if effective, evidence-based intervention is available and accessible, problem behaviours can mostly be addressed much earlier and allow children live with their families.  [8:  Article 24 of the ICRPD.]  [9:  Lately lack of social services for persons with autism with problem behaviours has been identified by research conducted by the Office of Public Defendor of Rights, sp. zn. 45/2018/OZP/VV. Accessible from: https://www.ochrance.cz/fileadmin/user_upload/CRPD/autismus/Vyzkum-autisti.pdf. Due to such lack of social services and inability of parents to address such behaviours, some of the children end up in psychiatric facilities, despite the fact that even these facilities recognize that they are not apt for treating such children, see p. 25. One of the psychiatric hospitals has stated that due to lack of adequate social services 24 children were placed in its premises in 2015, 26 children in 2016 and 10 children in 2017. The hospital admitted that such placement may worsen the problem behaviours of children with autism.] 


While early intervention service (so-called “raná péče”) is by law for free, waiting times to services specialized for children with autism or similar disorders are too lengthy (sometimes months), employees of early intervention are not educated in evidence-based interventions, and is some regions specialized services lack. Under the law, interventions should be available once a month, but often the frequency is scarcer. Even when in place monthly, this is too scarce to identify the needs of children and create effective individual plans to address their impairments in speech, interests and other aspects of behaviour. Parents are left to search very expensive private services or find further information on their own.

We suggest that the following questions are sent to the Czech Republic:

1. Please describe the system in place in order to provide families with children with autism and other developmental disorders with early and comprehensive information on available, effective and internationally recognized evidence-based interventions to educate and raise their children.

2. Please describe the system in place in order to provide families of children with autism and other developmental disorders with sufficient services and support to educate and raise their children. What is the frequency of such services in law and in practice and what education in developmental disorders and their treatment is required from the providers of such services? Do they help families address problem behaviours of their children on the basis of internationally recognized evidence-based practices? Are these services accessible across the country? 

Thank you for your kind consideration of our questions.


Nikola Brtková
Jiřina Chmelová
Jana Gandalovičová
Daniel Krsička
Hana Lupačová
Karel Tomáš
Ján Zajíc 
all on behalf of the Rodiče pro děti s autismem, z. s.
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