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Overview
The functions of the Ethics Board (EB) are described in section 2.1.4 in the Description of Work approved by the Commission (Appendix B). According to the work plan the EB should be established and should begin its work during Year 1.

This Annual Report reports on the establishment of the EB and its activities during Year 1.

Establishing the Ethics Board

In accordance with the plan the four partner schools were asked to nominate members for the EB that were independent of the schools and of the academic and commercial partners.

The persons nominated had to fulfil the expertise criteria in the work plan and schools were asked to nominate persons of both genders.

Six persons were nominated. They were all found to be independent and to fulfil the expertise criteria. They were therefore all asked to become members of the EB and all accepted.

The membership is thus as described in Appendix A.

The EB has been supported administratively by the main project partner AAU who has allocated Dr. Thomas Ploug, an expert in IT-Ethics to act as the academic secretary to the EB.

Meetings and other activities
The EB has held one meeting in London on the 6th of February 2009 where the Project Coordinator briefed the EB on goals and structure of the project and the EB had an opportunity to discuss its role and functions.

The EB agreed that project protocols could be discussed between meetings, either on-line or in a telephone conference.

The Coordinator has provided the EB access to a closed internet discussion forum, which is open only for EB members. The EB has found this very useful and it has been used extensively in discussion of the first project protocol submitted to the EB.

Approvals
The EB has approved the first HANDS research protocol: 
HANDS EPRC1 – Request for ethics approval to carry out preliminary Cognitive testing: ADI-R, ADOS and WISC
Appendix A – Membership

Chair

Professor Søren Holm, Cardiff Law School and University of Oslo

Søren Holm is an expert in research ethics

Members

Søren Holmstoel:

43 yrs of age, and lives in Frederikshavn (in the northern part of Jutland, Denmark), with my wife Mette and three children. Among them, my son Frederik (11 yrs), diagnosed with Infantile Autism. Søren is Director, Danish Defense Maintenace Agency (West) in Aalborg, and also holds the post of Chaiman of the Board, at the Egebakken School, where his son attends.

Zsuzsanna Szilvasy 

Graduated at the Technical University of Budapest, Master of Science degree in Civil Engineering. Since 2005 she has been attending ELTE University, Faculty of Special Pedagogy.  Ms. Szilvasy is a Hungarian mother of an eleven-year-old child (living with ASD). Her son was diagnosed in 2004. Since the diagnosis she has been taking active part in parental trainings, consultations and parent’s self-help group work. 

Ms. Zsuzsanna Szilvasy is the Vice President of the Hungarian Autistic Society and a member of the board of Autism Europe. This way she is lobbying for the rights and equal opportunities of people living with autism on national and international level, and is working to raise awareness of autism in Europe. She is giving lectures for parents and professionals all over Europe with the aim of showing them how to defend the rights of the people with ASD.

Richard Mills
Director of Research for the National Autistic Society UK, a post he has held since 2004. He is also the Research Director and Honorary Secretary of Research Autism an independent foundation launched at Cambridge University in 2004, which is concerned with the scientific evaluation of autism treatments and other interventions. Other current positions include consultant to the autism programme, Inspire Foundation, Malta, Specialist Adviser to the States of Jersey C.I. and early years autism adviser to the ARC Singapore. He is a Associate Editor of Autism , the International Journal of Research and Practice and is a subject expert for Autism Today. From 1991 until 2005 he was Director of Services for the National Autistic Society, responsible for educational, social care, early intervention , vocational and other related programmes. Prior to this he held various clinical, academic and research appointments. His current research interests are in forensic psychology and therapeutic interventions. He is a fellow of the Royal Society of Medicine and of the Royal Society of Arts.  He is a life time supporter of Aston Villa Football Club and was present when they won the European Cup in 1981!
Dawn Hill: 

Branch Treasurer for the Bexley Branch of the National Autistic Society (UK).  The branch organises leisure activities locally for children on the autistic spectrum and their families.  I am the mother of two sons (age 12 & 14) on the Autistic Spectrum. Both boys attend the Helen Allison School in England (run by the National Autistic Society), and my eldest son is going to be one of the children participating in the project at the school. He believes that this project has the potential to produce an aid to significantly help to many autistic people.

Anne Gerdes:
Associate Professor in Humanistic Information Science, Institute of Business Communication and Information Science, University of Southern Denmark. (Research in IT ethics, knowledge and learning, e-learning). Anne Gerdes participates in the Network Conditions for Productive Networked Learning Environments, European Research Team (ERT) under Kaleidoscope, supported by the European Community under the Information Society Technologies priority of the 6th Framework Programme. Anne Gerdes is a member of the reviewer panel for Journal of Information, Communication & Ethics in Society (JICES).
Jesper Hållén: 

Father of a child on the autism spectrum and member of National Autism Foundation in Sweden.
Appendix B – Description of the Ethical Board in the approved “Description of Work”

The Ethical Board (EB)

As part of the HANDS project an Ethical Board (EB) will be established. The board will follow the practical system development as well as the empirical sub-projects in HANDS from beginning to end. In order to do so, it is essential that the members of the Ethical Board include 

i) respected members of the scientific community and industry, without violating any IPR or regulations in the CA, 

ii) specialists in the care and the education [of] children and young people with ASD, 

iii) persons qualified in computer ethics and ethical theory in general,

iv) persons representing the interests of the young people with an autism diagnosis and their families,

v) members independent of the research within HANDS.

EB should consist of 6-8 members elected by the HANDS project leader and the chairman of EB in agreement. The chairman of the EB will be Professor Søren Holm, Director of the Centre for Ethics, Law and Society, Cardiff University (see CV in appendix I).

The Hands partners will be asked to propose persons to be considered for membership of the EB. The members will appointed by the chairman of the EB and the project coordinator in cooperation.

It will be the responsibility of EB to

i. discuss general ethical questions related to HANDS 

ii. discuss and ethically evaluate the system requirements of the systems which are supposed to be tested and used by children and young people with an autism diagnosis

iii. discuss and ethically evaluate all clinical tests involving children and young people with an autism diagnosis (including practical plans and questions regarding consent).

The EB is supposed to report all discussion and evaluations to the co-ordinator of Hands. In addition there will be an annual report from EB.

There will be separate EB meetings organised by the Project Management in corporation with EB chairman. In addition, the members of the EB will be invited to the general project meetings. EB is expected to hold 3-4 meetings through the project. The Project management will provide secretarial assistance for the EB meetings. The minutes from the EB meetings including all advices regarding tests and experiments will be sent to the Project Management who will take further action.

EB should during the entire project period carry out a constructive dialogue with the members from the groups involved in the ‘‘hands on’’ practice and with the HANDS researchers working with ICT ethics.

All partners are supposed to describe all ethically relevant problems in a format which makes it possible to discuss the problems at the EB meetings. In some cases EB will probably also be able to discuss the problems over e-mail or using video conferences. In particular, all clinical tests involving young people with an autism diagnosis should be presented and approved by EB before they are carried out. All decisions made by EB on ethical issues must be followed by the consortium members. In question of doubt the project board makes the final decision.

In case of clinical trials and experiments involving young people with an autism diagnosis the responsible researchers will be asked to report to EB. In particular, it will be important that all ethically relevant events during the empirical research are reported.

The members of EB monitor the global trends in their fields, and the tasks of the EB is to provide HANDS / the Commission with a brief yearly review of the project, to focus on the long-term vision of the project and to make strategic recommendations to the project management board. The EB will in addition to this, oversee the implementation of the projects activities with regards to the research, networking of researchers, dissemination of information and exploitation of results as well as the integration of these four components. It is envisioned that the EB on top of their formal tasks also will provide HANDS with more informal advices.
1. If either of these boxes is ticked, the report should reflect these and any remedial actions taken.










