
 
 
 
 
 
 
 
 
  
Second Interim Report to the European Commission DG-SANCO for: 
 
Grant Agreement No.:2005112 (790655) EAIS. December 2007 
 
In this report, Annex documents, which are available online, have not been 
printed as part of Hope Project’s environmental protection policy.  Internet 
links are provided. 
 
Project Activities 
Work Package Activities and results for the period and plans for the next 
period 
 
Work Package 1: Coordination of the Project 
 
The European Autism Information System project has achieved important advances 
over the past twelve months; the main partner of the project has arranged two 
coordination meetings; the first meeting in London on February 28, with participation 
mainly of the associated partners and the achieved objective of mutual agreement 
about the preparation of pilot studies protocols.  The second meeting, “Second Panel 
of Experts on ASD” was held in Luxembourg, on September 24-25.  The latter was 
financially supported by DG-SANCO with the participation of collaborating partners 
and Autism Speaks as an observer with the achieved objectives to obtain a better 
common understanding of proposed methodology for pilot studies, consensus of 
proposed tools and to agree a timeframe for implementation.  The Hope Project was 
involved in organising all practical aspects of these international meetings as well as 
steering their content to be as productive and as appropriate to the needs of the 
project as possible.  Also, two telephone conferences have been carried out to aid 
coordination between Work Package leaders on areas of work which overlap and can 
benefit from synergies in the preparation and implementation of their work. 
 
The project leader has met with Collaborating Partners on several occasions in 
person, in connection with establishing suitable pilot areas for the EAIS project, 
including a Public Health Agency in Luxembourg, University College Dublin and 
Autism Europe in Brussels.   
 
Day-to day communication with partners has been maintained by e-mail, post and 
telephone.  This includes monitoring work package progress, organising meetings 
and maintaining contact with, and records of, over 40 Collaborating Partners and 
experts in the field of autism.  
 
As a result of the participation of the main partner in the International Autism 



Epidemiology Network meeting and the International Meeting for Autism Research, 
both held in Seattle, in May this year, important contacts were made with different 
organisations, including Autism Speaks, which has been identified as a potential co-
financing partner.  A proposal for augmentation funding, entitled  ‘European Autism 
Information Centres’ was made to Autism Speaks in November 2006 but as yet there 
has been no definite response regarding funding. 
 
The website www.eais.eu has been updated considerably over the past twelve 
months and now has 48 signed up members, who can access technical papers, 
questionnaires and other tools, minutes of EAIS meetings as well as news items and 
EAIS Newsletters and reports. 
 
Plans for the final period in the Coordination work package are primarily connected 
with the search for further funding in order to carry out pilot studies as described later 
in this report, based on the validated protocol, which is an output of the EAIS project.  
An important strategic aspect in the development of an information system for autism 
is the creation of Autism Information Centres across Europe.  These centres will be 
coordinated by local partners, following the harmonised protocols developed in this 
project.   
 
Work Package 2: Dissemination of the Results 
 
The main objective of WP2 is to disseminate information on the project “life” and 
outcomes, bearing in mind that dissemination activities are closely linked with 
outcomes of the other work packages.  
 
To date, the following activities have been carried out:  
 

1. Ulss20 Verona has contributed to the updating of the EAIS website with 
relevant information and outputs of the project activities, uploading the list of 
collaborating partners on the EAIS website and ensuring that a brief 
description of all the project partners has been uploaded on the web site.  
Furthermore, Ulss20 Verona has proposed some changes to the structure of 
the website to ensure that it is user-friendly for persons with disabilities.  
Finally, Ulss20 Verona has translated the contents of the website into Italian in 
line with the initiative of the project leader to create a multi-language version of 
the web site. 

 
2. The first edition of the bi-annual newsletter was prepared by University 

College Cork, edited by Hope Project and sent via email by Ulss20 Verona to 
the EAIS mailing list in June. Hard copies of the newsletter were also sent to 
the Associated Partners and key stakeholders connected with the project both 
in the European Parliament and in the European Commission.  

 
3. In line with the objectives of WP2, Ulss20 Verona have designed a brochure 

containing all the information relevant to the project. One thousand copies of 
the brochures have been printed. Two hundred copies were distributed at the 
official launch of the EAA (European Autism Alliance) held in Brussels on 17th 
October 2007 in the European Parliament. The remaining copies have been 
distributed amongst the partners (See Annex 1) 

http://www.eais.eu/


 
4. Ulss20 Verona have designed a project logo in order to create an identity for 

the project. In consultation with the project leader, a colored cube, which 
recalls the Rubik cube, was selected as representative of the complexity of 
autism.  The dot on the “i” of EAIS is the EU flag, ensuring that the European 
nature of the project is also represented. (Please see brochure) 

 
5. Ulss20 Verona have coordinated the publication of an article in the Italian 

edition of Vanity Fair to raise public awareness on the condition of autism. 
Vanity Fair is a widely-read magazine that has different editions in different 
countries and deals with a range of topical issues. Both Dr. Maurizio Brighenti 
and the head of a local parents association were interviewed in the article. 
(See Annex 2). 

 
6. On the occasion of the EAA launch, Ulss20 Verona coordinated the 

presentation a slide-show with photos of children with autism taken in the 
Autism Centre of Verona under the co-ordination of Dr. Maurizio Brighenti, 
Director of the Centre.  The Hope Project engaged the photographer Lidia 
Costantini to produce the photos. The slide show consisted of a series of black 
and white portraits (83 in total) of 6 children between the ages of 5 and 18. 
The photographs were taken during the therapy sessions of the children as 
well as during their playtime. The slideshow was accompanied by background 
music “Enjoy the Silence” by Depeche Mode. Discussions are ongoing with 
the project leader concerning the organisation of a touring photo exhibition 
with a selection of the best photos.  

 
Plans for final period 
 

• Update website  
• Research of Media and Broadcasting events (e.g. magazine, 

newspaper, TV shows, …) related to autism 
• Organisation of a touring photo exhibition, possibly at national and 

European level (e.g. European Parliament) 
• Research of relevant events for disseminating the project 

information 
• Dissemination of the brochure during meetings or conferences 
• Research of other funding opportunities 

 
 
 
Work Package 3: Evaluation of the Project 
 
Evaluation of the project has so far been carried out through coordination meetings 
and communication with the partners.  After submitting this Interim Report, an 
evaluation report will be written in January, to assess the level of achievement of the 
project and its components in terms of deliverables and outcomes.  In terms of 
achieved deliverables according to the project proposal, the following deliverables 
have now been completed: 

• D1List of European Institutions 
• D2 EAA Statutes http://www.eais.eu/downloads/EAA_Vision_Document.pdf 

http://www.eais.eu/downloads/EAA_Vision_Document.pdf


 
Work Package 4: Development of a European Network 
 
The development of a European Network for autism is a key component of this 
project.  The name of the network is the European Autism Alliance (EAA) and plans 
for the EAA were researched and developed by the Hope Project in the early part of 
the project.  The launch of the EAA took place in the European Parliament in October 
2007, organised by the Hope Project and presented by Kathy Sinnott ID, Maria 
Carishamre ALDE and Den Dover EPP all members of the European Parliament. 
Eminent speakers from Europe and the United States of America took part in the 
event, see website www.eais.eu  which was attended by stakeholders in the issues 
of autism: patient and family support groups, health professionals, public servants 
and politicians.  The EAA Vision Document, which was presented at the launch, can 
be viewed in Annex 4 of this report. 
 
Part of the strategy to achieve sustainability of the EAA after the current project ends, 
is the formation of a lobbying group of MEPs with a special interest in autism, to 
promote political support for the EAA and to encourage member states to enrol 
government bodies in the Alliance.  We have also, with the support of Autistik, one of 
the Associated Partners of the project, continued to actively campaign for the 
adoption of autism as a health priority for the Czech Republic Presidency in 2009. 
 
 
Work Package 5: Improvement of Personnel Expertise 
 
For this work package, University College Cork is forming a distance-learning 
platform.  The distance learning platform was set up on blackboard through UCC.  
However it was thought that it would be easier for the platform to be set up on the 
project website (www.eais.eu).  Over the past year, research has been carried out on 
how the distance learning platform should look and how the information from other 
partners is going to be presented.  There is a large amount of work that has been 
developed by the project (for example, questionnaire tools, protocols for prevalence 
estimates and financial burden estimates, functional guidelines and the EAA concept) 
and we are in the process of finalising these outputs in preparation for presenting 
these new resources in a medium that can be used for the improvement of personnel 
expertise to the benefit of interested stakeholders. 
 
The creation and completion of two newsletters that were then distributed by ULSS 
20 Verona will also contribute to furtherance of knowledge in the area of ASD 
information.  These newsletters were prepared by University College Cork with 
contributions from the other Associated Partners and Collaborating Partners and 
editing by the main partner. 
 
  
Work Package 6: European Population Based Surveillance System for ASD 
 
During this period, Aarhus University has worked on refinements of the software-
program proposed to work as basis for pilot studies for the European Autism 
Information System. Steps 1 & 2 have been carried out, and Step 3 initiated (see 
below). 
 

http://www.eais.eu/
http://www.eais.eu/


Step 1: Collect information from participating countries/centres on existing 
infrastructure for autism spectrum disorders (ASD) surveillance from meetings, 
interviews/questionnaires, and also by exchange of available data on existing 
registries/systems. 
 
Step 2:  
• Through international meeting and work groups, identify gaps in existing ASD 

surveillance infrastructure and develop approaches to address gaps.  
• Issues to address: 

– Criteria for common ASD case definition. 
– Common data elements for ASD information system and data collection 

protocol. 
– Quality assurance measures for ASD information system. 

 
Step 3:  
• Conduct pilot studies at select sites to evaluate feasibility of recommended 

data collection 
• Protocol and validate data, especially ASD case definition. 

 
The Fundación para la Salud y Cooperación Internacional Carlos III have tested the 
ASD registry software built by Aarhus University and has provided a first report with 
one of the first versions sent to us in Microsoft Access format. After discussions held 
in the ASD experts’ meeting in Luxembourg in September, hosted by DG-SANCO, 
we again tested a new version of the software in Microsoft Access. This last version 
is accessible through a particular username and password for each participant 
partner. The procedure of testing has consisted on entering some input data of 
Spanish ASD cases from different regions (Madrid and Salamanca – For this 
purposes, it was necessary to spent some funds to travel to Salamanca). In 
summary, two reports have been written by Fundación para la Salud y Cooperación 
Internacional Carlos III, with several suggestions for improvement and adaptation to 
this registry application. An other pilot area who has been testing the database is 
Grenoble in France who already presented a first report of the results of the database 
testing. These reports also include some errors detected and general comments on 
the different screens, variables included as well as absent variables that are 
important for their work in Spain.  
 
Fundación para la Salud y Cooperación Internacional Carlos III have also 
coordinated activities with the leader of this work package to participate in the 
workshop held in May in Seattle with regard to ASD registries. This workshop was 
organized by CDC and Autism Speaks and they have funded the creation of a 
working group for this topic at a global level, in which both Denmark and Spain 
partners are active members. 
 
 
Work Package 7: Characteristics of ASD in Europe 
 
This work package is jointly led by Fundación para la Salud y Cooperación 
Internacional Carlos III, focusing on the prevalence aspect of ASD in Europe, and 
King’s College London, focusing on the financial burden of ASD in Europe.   
 



The partner Fundación para la Salud y Cooperación Internacional Carlos III has been 
developing a study design for ASD prevalence, and defining an strategy to implement 
a pilot study for estimated prevalence, at European level. During this period, a 
document entitled “Strategy for the Development of an ASD Prevalence Estimate 
within the framework of the EAIS project” has been defined and completed. In this 
document a framework of necessary activities to conduct a prevalence study have 
been both defined and designed.   
 
This document (see Annex 5 of this report) includes a general scheme of the 
procedure and descriptions and annexes for each part of the procedure and is 
available to download from the EAIS website.  Annex-1 of the document is the EAIS 
Questionnaire developed during 2006 that explores the situation of the several 
services such as health, educational, social and parents’ organizations in the 
participant country/region. Annex-2 is the Report on Q-EAIS results that was 
presented and distributed at the meeting held in Luxembourg in September 2007; 
this is the first descriptive and comprehensive report of the Q-EAIS results and 
includes an analysis of 11 questionnaires collected in the first phase of the project. 
Six of these responses come from collaborating partners and the other five from 
associated partners. It shows the differences existing on diagnosis and detection, 
health care system, educational and social facilities and patients’ organizations for 
ASD in different countries where the European project is being carried out. Finally, 
this report has been sent to CDC experts attempting to get feedback. 
 
Annex-3 of the document is the First Draft Protocol Study Design and also a 
comprehensive strategy to develop a prevalence study in some European countries. 
Justification, background, and all the issues important to considerate in ASD 
prevalence studies in Europe are gathered. Objectives, setting, population, sources 
of information, case ascertainment procedures by stages, data collection system, 
instrumentation and statistical analyses are the main chapters about among others in 
this specialized document. This document is the first step to design a harmonized 
European Protocol for Autism Prevalence (EPAP).  This study will provide the 
strongest and most robust evidence available to determine the prevalence of ASD in 
the EU. We are currently waiting for the feedback of the Expert Panel. Professor Eric 
Fombonne is currently reviewing it and will send us his comments. 
 
Furthermore we have developed a short checklist titled “Checklist for selecting places 
of piloting and exploring difficulties for a prevalence study in Europe” which 
represents Annex-4 of the document. This checklist has been sent to the partners 
willing to carry out a pilot prevalence study in the whole country or in one of its 
regions. At the moment we are waiting for the answers in order to define the list of 
partners definitively involved although we have already received five responses.  
 
Regarding the feasibility study (for carrying out a pilot study) we have made the 
relevant contacts and we have started dealing with organization matters in order to 
be able to start as soon as possible. In fact, we are preparing to three of the Spanish 
regions to implement this pilot feasibility study. 
 
Also along the process of developing the “Report on Q-EAIS” we have detected 
some questions now included in the Q-EAIS questionnaire that could be improved. 
That is why, a second draft version of the Q-EAIS (Q-EAIS Modified) has been built 



in order to improve and facilitate an aggregated data analysis in the next future what 
will represent the annex 5 of the main document after making the accurate 
modifications to the original “Q-EAIS”. 
 
Our tasks in this WP have also consisted on collaborating with Dr. Martin Knapp and 
his colleagues in developing how to get the appropriate information for conducting 
the financial burden of ASD at European level. Specifically, we have filled the 
“Financial burden pilot scoping exercise” sent to us by the responsible of this study. 
 
All of the documents and annexes already mentioned are available to download from 
the EAIS website (http://www.eais.eu/) 
 
In the meantime we have published the paper titled “Estimating the Burden of 
Disease for Autism Spectrum Disorders in Spain in 2003” in the Journal of Autism 
Developmental Disorders” (Sánchez-Valle E, Posada M et al. 2007. J Autism Dev 
Disord. 2, DOI 10.1007/s10803-007-0393-1). In this paper, a standardized method to 
estimate the burden of disease for ASD in Spain is presented 
 
 
King’s College London, the other Work Package leader in WP8 has designed a 
scoping questionnaire, which was sent out to Associated and Collaborating Partners. 
This questionnaire was sent to get an idea of what data is available on where 
children with ASD live and the impacts on services and families in each of countries.  
There are three main sections covered in the questionnaire, these include: 
accommodation, service receipt and impact on families.  
A summary of a draft analysis plan to estimate the financial burden of ASD at the 
European level is described below.  However it is important to note that before this 
plan can be implemented all questionnaires need to be analysed to get a picture of 
what data exists across each of the sections. 
 
Described at the last meeting in Luxembourg was a modular approach which covers 
five elements. This approach has been recently used to estimate the cost of autism 
in the UK (Knapp et al. 2007). The specifics of this approach will be ironed out when 
information is returned by the partners on what data are available and from whom. 
 
Prevalence estimates 
Estimates of prevalence in each of the pilot sites will be estimated from the 
epidemiological study.  
 
Age Group 
Given the heterogeneity of needs and circumstances – and hence probably also of 
costs – within the group of people with ASD, it would be useful to estimate 
prevalence by age related groups within the population.  
We may therefore distinguish the following groups: 

• Pre-school children (ages 0-3) by level of functioning or diagnostic 
categorisation 

• Primary school children (ages 4-11) by level of functioning or diagnostic 
categorisation 

• Secondary school children (ages 12-17) by level of functioning or diagnostic 
categorisation 

http://www.eais.eu/


• Adults (ages 18 and over) by level of functioning or diagnostic categorisation 
 
Place of residence 
For each subgroup defined by age (e.g. primary school children by level of 
functioning) we would what to look for estimates of the costs of support. Because 
those costs are driven by the accommodation setting within which an individual lives, 
we may first want to describe the distribution of people with ASD across different 
accommodation types.  
 
Costs 
Data obtained from the scoping questionnaire would be used to get an idea of the 
information sources from which accommodation, service use data and impacts on 
the family could be available.  
 
Unit costs 
UK specific unit costs could be attached to service use data for all countries. These 
costs will then be converted using an appropriate conversion method to Euros.  
 
Aggregate costs 
The final stage would be to pull these various data together – using prevalence rates 
applied to each country’s population figures to calculate numbers of people with 
ASD in groups distinguished by age and level of functioning.  
 
Reference 
 
Knapp M, Romeo R, Beecham J (2007). The economic consequences of autism in 
the UK. Foundation for People with Learning Disabilities.  
 

 
 
 
 
Work Package 8: Harmonised Early Detection Tool 
 
The objective of this Work Package is to draw up guidelines for early diagnosis on 
the basis of a comprehensive analysis of existing tools and methodologies.  
 
Note: to facilitate reading of this report, as the activities are sequential, reference has 
been made also to activities carried out in the first reporting period (from 01/01/2006 
to 31/10/2006).  
 
To date, the following activities have been carried out: 
 

• Bibliographic research on the main tools needed for Early Detection; 
 
• Analysis of the most significant indicators present in each tool for Early 

Detection; 
 

• Comparison between these indicators and tools to identify the most complete 
in terms of response in identifying autism;  



 
• Presentation of the WP8 activities at the panel of experts’ meeting in 

Luxembourg (September 2006); 
 

• Contact with Autism Speaks and CDC for drawing up the guide lines for early 
identification of Autism; 

 
• Bibliographic research of literature on procedures used in Early Detection; 

 
• Formulation of a model for the early identification of alarm signals which may 

point towards autism. Work presented at the Panel of experts’ meeting in 
Luxembourg 2007. 

 
• Collection of family videos for early identification of alarm signals in the first 3 

years of life, in order to prepare a video tool. 
 
• Utilization of CDC Atlanta protocol for the study of the child’s behavior, in 

order to prepare/organize the mentioned video; 
 

• Preparation of questionnaires, to evaluate the awareness on the autism topic, 
for pediatricians and NPI Services in selected areas. 

 
 
 
Work Package 9: Increased Public Awareness 
 
Work has been carried out by the lead partner in this work package in the following 
areas in the Czech Republic; The following report indicates work carried out in the 
Czech Republic with a view to expanding these activities. The Project Leader had 
intended visiting Autistik, the Work Package leader for WP9 during the year in order 
to further this process of expansion of the Public Awareness aspect of the project.  
However, this was not possible due to time constraints and is contemplated for the 
next period so that the experiences form the Czech Republic can be used in the 
Distance Learning Platform and other project outlets. 
 

• Evaluation and distribution of the new book ‘Think and Create’ (new ideas for 
teaching children with autism), which is a handbook for teachers and parents 

 
• Practical training for parents (summer school): 38 participants, 14 days. The 

programme consisted of a theoretical part, looking at basic information on the 
autistic triad, problems with the theory of mind, weak central coherence, 
executive functions, generalisation skills etc and a practical part of the course 
which involved individual assessment of each client with autism, practical 
training of how to care for and teach the child with autism – academic skills, 
self help skills, communication skills, social behaviour etc.  The theoretical part 
was based on new scientific knowledge, in the practical sessions, modern 
approaches to children with autism were used and great attention was paid to 
parents’ priorities and to siblings’ programmes. 

• DVD information set (four pieces) 



1. Information about early diagnosis-distributed to specialists in medical 
science 

2. Information about schools and educational approach-distributed to 
schools 

3. Structured teaching with visual support- distributed to educational 
institutions 

4. AUTISTIK-information about NGO. Focus on parents’ role in the 
education of children with autism. Information about legislation issues 
etc. 

In addition to these, other awareness-raising activities included radio programmes, 
and social events. 
Lobbying activities continued, with letters and meetings to promote the adoption of 
autism as a health priority during the Czech Presidency of the EU in 2009.  
 
 
 



Nov 06 - Oct 07 
Main 

beneficiary 
Associated 
beneficiary 

Associated 
beneficiary 

Associated 
beneficiary 

Associated 
beneficiary 

Associated 
beneficiary 

Associated 
beneficiary   

  
The Hope 

Project AUTISTIK 

King’s 
College 
London 

Fundación 
Carlos III 
FCSAI-
IIIER 

Institute of 
Public 
Health 

NANEA 
ULSS 20 
Verona 

University 
College 

Cork TOTAL 
  IE CZ GB ES DK IT IE   

Expenditures                 
Direct eligible costs                
E1. Staff 58,800 10,378 5,545 38,926 35,222 36,704 25,559 211,134 
   a. Costs not pertaining to national 
officials 58,800 10,378 5,545 38,926 35,222 36,704 25,559 211,134 
   b. Costs pertaining to national officials          
E2. Travel costs and subsistence 
allowances 5,695 2,405 168 1,332 1,026 1,411 1,770 13,807 
E3. Equipment 7,855 850 1,660     2,399   12,764 
E4. Consumables directly linked to the 
project 277         2,250   2,527 
E5. Subcontracting costs 6,452             6,452 
E6. Other costs 3,250 3,800       3,795   10,845 
Total direct eligible costs 82,329 17,433 7,373 40,258 36,248 46,559 27,329 257,529 
Indirect eligible costs                 
E7. Overheads 5,763 1,220 516 2,138 2,537 3,259 1,913 17,347 
                  
Total - Expenditure 88,092 18,653 7,889 42,396 38,785 49,818 29,242 274,876 

 



  
 

AZIENDA ULSS 20 DI VERONA 
Sede legale: via Valverde n. 42 - 37122 Verona - Tel. 045/8075511  Fax 045/8075640 

Cod. Fiscale e P. IVA 02 573090236 
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This report was produced by a contractor for Health & Consumer Protection Directorate General and represents the views of the
contractor or author. These views have not been adopted or in any way approved by the Commission and do not necessarily
represent the view of the Commission or the Directorate General for Health and Consumer Protection. The European
Commission does not guarantee the accuracy of the data included in this study, nor does it accept responsibility for any use made
thereof.
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