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1.
IDENTIFICATION

1.1
Title of the project  
Project acronym: CDEUSSA
Project full title: 

European platform for research on prevention and treatment of coeliac disease: a multidisciplinary approach to integrate basic scientific knowledge in clinical applications and food industry

1.2
Contract Nº:  517787
1.3
Operative commencement date: 1 September 2005
1.4
Time period covered by the final report: September 1 2005 – March 1 2007
1.5
EC Project Leader

Dr. M.L. Mearin, paediatrician

DEPARTMENT OF PEDIATRICS, LEIDEN UNIVERSITY MEDICAL CENTRE

P.O. B0X 9600, Albinusdreef 2, 2300 RC, LEIDEN, THE NETHERLANDS

(Telephone) +31-71-5262806 / 5262824



(Fax) +31-71-5248198

(E-mail) m.l.mearin_manrique@lumc.nl

2. SCIENTIFIC FINAL REPORT    

‘The best way to predict the future is to create it’

 Ludvig Sollid (University of Oslo, Norway, participant 

European Multi-Stakeholder on coeliac disease)

The CDEUSSA project (Food – CT- 2005- 517787 CDEUSSA) started the first of September, 2005. The project involved four contractors: 
1. Leiden University Medical Center, the Netherlands; 
2. Umea University, Sweden; 
3. University Federico II, Italy and 
4. The Medical University of Warsaw, Poland.

CDEUSSA has been coordinated by Dr. M.L. Mearin Manrique (Leiden University Medical Center, the Netherlands). For addresses of the partners see annex1.
Until now there has been a fundamental gap between the groups of researchers working on the basic scientific aspects of coeliac disease (CD) (immunology, genetics, cereal chemistry) and those working on the clinical and social aspects of the disease (epidemiology, preventive and curative medicine). Therefore the aim of CDEUSSA was to close the gap between basic science and applications in prevention, clinical treatment and food industry. This resulted in several objectives that have been achieved within the project:

The objectives of  CDEUSSA were:

1. Integrate the knowledge on CD from basic science in applications to prevention, clinical treatment and food industry.
2. Organize two European workshops with leading scientific experts, representatives from the industry, coeliac patient’s organizations and health experts from the European Community. 
· Form a stakeholder Platform of experts on CD from crosscutting areas to p promote future integrated European research on primary prevention and effective treatment of CD. 
· Produce

-  A scientific paper to be published in a peer-reviewed journal.



-  Notes for European policy makers and International regulatory 


   bodies.

3. 
Integrate the European knowledge and research efforts in the field of CD by production of a state of the art document to establish the scientific basis for future integrated European research on the primary prevention and effective treatment of CD.
4. Recommend the FP7 program on a common European research strategy on novel methods for prevention and treatment of CD. 
5. Disseminate the European knowledge and research efforts on CD to increase the public awareness of the European citizens of this frequent, but mostly unrecognised Public Health problem.
CDEUSSA had 6 Work Packages (WP):

· WP1
Coordination and Project management
· WP2
European Workshops on CD research
· WP3
Multi-stakeholder European Platform on CD
· WP4
Integration. Paper on the state of the art on CD 



research in Europe
· WP5
Recommendations to the FP6 and FP7 program on a 


Common Research Strategy on CD
· WP6
Dissemination

2.1
Final results and achievements 

1) 16-17th September 2005 a kick-off meeting took place at the Leiden University Medical Centre Leiden (LUMC), The Netherlands. During this meeting the partners prepared the work within CDEUSSA, including the organisation of the 1st workshop of the project. It was decided to identify about 30 crucial players from the basic scientific community in the field of CD, but also from clinical practice, food industry, Public Health and patient organisations to provide input and enhance future collaboration.

The preparation of the European Multi-stakeholder Platform on CD was started.



2) The new preliminary European platform submitted the FP6 STREP application "Influence of the dietary history in the prevention of coeliac disease: possibilities of induction of tolerance for gluten in genetic predisposed children" (Proposal No 36383 PREVENTCD) (annex 2) (www.preventcd.com). The proposal was favourably evaluated by the Commission services and the contract was signed 29th December 2006.

3) February 17th and 18th 2006, the first workshop of the project “Integrated knowledge on coeliac disease: identification of problems and opportunities” took place at Naples, Italy. Leading scientific experts, representatives from the industry, coeliac patient’s organizations and health experts from the European Community actively participated in this first workshop. For the list of participants and the program of the workshop, see annex 3 and 4 and the information on the website of the project www.CDEUSSA.com. During the workshop the current basic knowledge on CD was assessed and key questions concerning future application of basic research to treatment and prevention of CD were approached. The abstracts of the presentations during the workshop can be found in annex 5 and on the website of the project www.CDEUSSA.com. The minutes of the workshop are presented in annex 6.

4) A consensus report with the results of the 1st CDEUSSA workshop was 
prepared (annex 7) and published in the website of the project 
(WWW.CDEUSSA.com). 

5) The annual meeting of the European Society for Paediatric Gastroenterology, Hepatology and Nutrition (ESPGHAN), that took place June 7th -10th  2006 at Dresden, Germany, offered a great opportunity to expand the CDEUSSA European Multi-stakeholder Platform on CD. As a result, more than 40 CD experts, from 16 countries, adhered to the Platform. All the efforts were done to form a broad platform in a bottom-up construction; including representatives form industry, public health, epidemiology and nutrition. 
6) After getting approval from the Project Officer the second CDEUSSA  Workshop “Integrated knowledge on coeliac disease: novel research strategies on treatment and prevention” took place November 12th , 2006 at New York, USA, one day after the XII INTERNATIONAL CELIAC DISEASE SYMPOSIUM that was also held at New York, November 9th -11th  2006. 49 Participants representing different fields (industry, patient’s associations, food research, nutrition, public health, ethics, immunology, genetics, paediatrics and adult medicine) attended the Workshop. All attendees, divided into four working groups concerning the research areas identified during the first work shop of CDEUSSA (prevention, treatment, public health and patient care) collaborated to prepare the first draft of the document with advice for research on CD to the European Commission. The information book that was handed out to all participants is presented in annex 8. The interactive program of the Workshop is presented in annex 9. Information on the second workshop can be also found on the website of the project (WWW.CDEUSSA.com). 

7) The consensus report with the results of the 2nd CDEUSSA workshop was prepared, taking advantage of the presentations given by the attendees, the minutes, the conclusions of the discussions and the first draft of the policy advice document elavorated during the Workshop. The consensus report is presented in annex 10 to this report.
8) During the XII INTERNATIONAL CELIAC DISEASE SYMPOSIUM that was held on November 9th -11th  2006  in New York, a meeting was organized for the members of the European Multi-stakeholder Platform on CD.

9) The 14th United European Gastroenterology Week (UEGW) which was held October 20th -25th 2006 in Berlin, Germany, offered again an opportunity to expand the European Multi-stakeholder platform on CD during the meeting of the European Society for the Study of Coeliac Disease (ESSCD). As a result over 10 CD experts adhered to the platform. 
10) The preliminary European Multi-stakeholder Platform on CD was confirmed and amplified. All the efforts were done to form a broad platform in a bottom-up construction; including representatives form all the relevant areas. By European collaboration among leaders from disciplines beyond those traditionally used, among others from academia, patient organisations and industry, CDEUSSA has formed  a platform to generate the scientific basis for innovative research on primary prevention and effective treatment of CD. At this moment the European Multi-Stakeholder platform on CD consists of 107 members from 27 countries and from different areas of expertise, among others:

·  Industry

·  Patient’s associations

·  Gastroenterology

·  Paediatrics

·  Food research

·  Nutrition 
·  Public health

·  Ethics

·  Immunology

·  Genetics

The present composition of the Platform can be found on the website of the project (WWW.CDEUSSA.com) and is presented in annex 12. 

11) A state of the art document: “Future research on coeliac disease. A position report from the European multi-stakeholder platform on CD (CDEUSSA)” was prepared (annex 13). This document revises the complex interactions between gluten intake and other life style dependent exposures, gluten metabolism, immune system, genetic background and socio-economic factors of the coeliac patients to establish the scientific basis for future integrated European research on the primary prevention and effective treatment of CD. This document has been published in the website of the project and has been sent to all the members of the platform, to European policy makers, to all European CD patient’s associations and to International regulatory bodies.
12) A scientific state of the art paper “Future research on celiac disease. A position report from the European multi-stakeholder platform on CD (CDEUSSA)” was prepared (annex 14). This paper reviews the main issues emerged during the two Workshops and the results of CDEUSSA and elucidates the major issues in need of investigation. The state of the art paper will be submitted for publication to an international scientific journal. 
13) Recommendations to the FP7 program on a common European research strategy on novel methods for prevention and treatment of CD was prepared (annex 15).  These recommendations have been published in the website of the project and have been sent to all the members of the platform, to European policy makers, to all European CD patient’s associations and to International regulatory bodies.

14) A leaflet and an on-line publications have been prepared to disseminate the European knowledge and research efforts on CD to increase the public awareness of the European citizens of this frequent, but mostly unrecognised Public Health issue (annex 16). The leaflet and on-line publication have been sent to all the members of the platform, to European policy makers, to all European CD patient’s associations and to International regulatory bodies and will be spread in cooperation with the associations of coeliac patients. The on-line publication can be found on the project website: www.CDEUSSA.com
2.2 Objectives which have been reached

Milestones: see appendix 2, table 2.
Deliverables: see appendix 2, table 1.

2.3 Have all participants been actively involved?

Yes.

2.4
Has the originally proposed timetable been followed

Some of the deliverables were achieved later than scheduled (see appendix 2, tables 1 and 2). The main reason for this was that the 2nd Work-shop of the project took place later than originally planned, to take advance of the presence of key figures and experts on CD during the XII INTERNATIONAL CELIAC DISEASE SYMPOSIUM that was held on November 9th -11th  in New York.

2.5
If there were operational recommendations from the Project Review Board, what actions have been taken?


There were no operational recommendations. 


3. 
GENERAL INFORMATION ON THE PROJECT
3.1
Ethical and safety considerations.

N.A.

3.2
Which benefits of the project and its European added value have been accomplished?
· By European collaboration among leaders from disciplines beyond those traditionally used, among others from academia, patient organisations and industry, CDEUSSA formed  a platform to generate the scientific basis for innovative research on primary prevention and effective treatment of CD. 
· The preliminary European platform submitted the FP6 STREP application "Influence of the dietary history in the prevention of coeliac disease: possibilities of induction of tolerance for gluten in genetic predisposed children" (Proposal No 36383 PREVENTCD (annex 2).  The proposal was favorably evaluated by the Commission services and the contract was signed 29th December 2006 (www.preventcd.com) 
3.3 Difficulties encountered.

N.A.

3.5
Acknowledgements


Mr. C. de Swarte, National Contact Point Food Quality and Safety 


SenterNovem/ EG-Liaison, The Hague, the Netherlands, Mrs. J. Ton, Leiden University Medical Centre, the Netherlands and the Members of the Project Advisory Board have to be deeply acknowledged for their advice and discussions to design the strategies, which will enable the partners to organise the work and to achieve the objectives of CDEUSSA.

Mrs. Y. Wijkhuisen, Department of Paediatrics, Leiden University Medical Centre and Mrs. E. van Koppen, medical student at the University of Leiden, the Netherlands, are thanked for their management and secretarial work and dedication.
3.6
List of project related publications

No publications till now.

3.7
Patents
N.A.

3.8
Deliverables for exploitation
N.A.
4. 
PARTICIPANTS IN THE PROJECT

4.1
Names, addresses, telephone, telefax and e-mail

See annex 1.

4.2
Participating International Organisations

N.A.

4.3
Industrial co-operation, especially SMEs²

N.A.

4.4
Total number of teams (including third countries –like PECO, central and Eastern Europe


N.A.

4.5
Members of the Project Advisory Board 
	Name


	Organisation
	City
	Country
	Kind of  organisation

	B. Jarry
	Institut Curie
	Paris
	France
	Research

	F. Koning
	Dutch Celiac Consortium
	Leiden
	Netherlands
	Research

	C. Scerri
	OAECS
	Brussels
	Belgium
	Patient Association


4.6
The project assistant of the project, Mrs.Yvonne Wijkhuisen, secretary, was on maternal leaf from April 11 till August 2. The activities of the project assistant were taken over during this period by Mrs. Ellen van Koppen, medical student at the University of Leiden, the Netherlands. In agreement among the partners it was decided that, Mrs. Van Koppen will remain working as project assistant till the end of the project: WP1 (management) and WP3 (European Multi-stakeholder Platform on CD).
5.
ACTIVITIES AND RELATED COSTS: (CONCERTED ACTIONS)

5.1
Labour (see Cost Statement)

Central staff for scientific and administrative management: Dr. M.L. Mearin, paediatrician, Drs. H.G. Carbo, Management Division 3. Leiden University Medical Center, the Netherlands.

The original budget for the project was reallocated to attend the costs of the 2 planned workshops. The reallocation of the budget was done in agreement among the partners and with advises of the administrative division of the co-ordinator (Leiden University Medical Center, the Netherlands).

5.2
Exchanges and mobility


N.A.
.2.1
Mission/travel by project leader and her staff

N.A.

5.2.2
Meetings organised or supported
· Kick-off meeting 16-17th September 2005  
· Management meeting 17th  February 2006, Naples, Italy

· Platform meeting 18th  February 2006, Naples, Italy


· Advisory Board meeting 18th  February 2006, Naples, Italy

· Management meeting 10th June 2006 , Dresden, Germany

· Management meeting 29th  August 2006  Brussels, Belgium
· Management meeting 10th November 2006,  New York, USA

· Management meeting 19th January 2007,  Leiden, the Netherlands
· Telephonic conferences:

· 07 September 2005

· 28 October 2005 

· 24 November 2005
· 21 December 2005

· 9 January 2006

· 6 February 2006
· 13 April 2006
· 31 May 2006

· 3 July 2006

· 

20 September 2006
· 

20 October  2006

· 

21 December  2006

5.2.3
Exchange of staff (short-term fellowships not exceeding 3 months)

N.A.

5.3 
Support services (see annex PART G Cost statement)

5.3.1
External services

- Outside organisations: N.A.

- Dispatches and deliveries: N.A.

- Sub-contracting of parts of the project: N.A.

- Accountancies: N.A.


5.3.2
Centralised data handling


N. A.

5.3.3
Exchange of materials

N.A.

5.4
Other costs

N.A.

5.5
Overheads:  

See Cost Statement

APPENDIXES
Appendix 1 - Plan for using and disseminating the knowledge
Section 1 - Exploitable knowledge and its use : no applicable.

Section 2 - Dissemination of knowledge

Overview table 
	Dates 
	Type


	Type of audience
	Countries addressed
	Size of audience
	Partner responsible /involved

	February 17th-18th, 2006
	Conference

Integrated knowledge on coeliac disease: identification of problems and opportunities


	Research, industry, coeliac patient’s organizations and health experts
	Finland, France, Germany, Italy, Malta, Poland, Spain, Sweden, The Czech Republic, The Netherlands,  United Kingdom, Croatia, Romania, Norway and Israel)
	36
	3

	November 12th , 2006 

	Conference

Integrated knowledge on coeliac disease: novel research strategies on treatment and prevention of CD
	Industry, patient’s associations, food research, nutrition, public health, ethics, immunology, genetics, paediatrics and adult medicine
	Austria, Belgium, Denmark, Finland, France, Germany, Italy, Ireland, Poland, Slovenia, Spain, Sweden, The Czech Republic, The Netherlands, United Kingdom and USA
	49
	1

	January 2006
	Publication
Consensus report “Integrated knowledge on coeliac disease: identification of problems and opportunities”.
	Research, industry, coeliac patient’s organizations and health experts
	www.cdeussa.com
	On-line
	4

	
	Publication

 “Future research on coeliac disease. A position report”. 


	Members of the platform, European policy makers, European CD patient’s associations and International regulatory bodies
	EU countries
	On-line
	2

	
	Publication

Recommendations to the FP7 program on a common European research strategy on novel methods for prevention and treatment of CD.


	EU-FP7
	EU
	On-line
	2


	November 2005
	Project web-site
	Industry, patient’s associations, food research, nutrition, public health, ethics, immunology, genetics, paediatrics and adult medicine
	World-wide
	World-wide
	1

	June 8th, 2006
	Presentation

What is CDEUSSA? Annual ESPGHAN meeting. 


	European Paediatric Gastroenterologists
	Europe
	75-100
	1

	October 21st,

2006


	Presentation

EU platform on research on coeliac disease. 14th United European Gastroenterology Week. 

	European gastroenterologists
	Europe
	40-50
	1

	November 9th, 2006
	Presentation

EU platform on research on coeliac disease. International Celiac Society. XII International Celiac Disease Symposium. 

	EU-USA CD experts
	EU-USA
	15-20
	1

	November 22nd, 2006
	Presentation
EU platform on research on coeliac disease.
Leiden Center for Epidemiology and Child Health TNO-LUMC. Leiden TNO-PG.
	Child Health workers
	The Netherlands
	20-30
	1

	February 13th, 2007
	Poster
European platform for research on prevention and treatment of coeliac disease (CD): a multidisciplinary approach to integrate basic scientific knowledge in clinical applications and food industry. Dutch FP7 kick-off congress. 

	Industry, food research, nutrition, public health, ethics, research, health autorities
	The Netherlands
	300-400
	1

	
	Flyer
CD: a public health problem. EU research efforts.


	European citizens
	EU
	On-line
	4

	March 2007
	Direct e-mailing

Monthly newsletter. containning important news regarding CD, upcoming conferences, new research developments and a list with recent publications regarding CD.


	All members of the European Multi-Stakeholder platform on CD 
	107 
	27 EU countries
	1


Section 3 - Publishable exploitable results: not applicable.

Appendix 2 – Standard reporting templates  

Table 1: Deliverables List

	Del.  no.
	Deliverable name
	Workpackage no.
	Date due
	Actual/Forecast delivery date
	Estimated indicative person-months *)
	Used indicative person-months *)
	Lead contractor

	D1
	Kick off meeting
	2
	Month 1
	Month 1
	0,5
	0,5
	1

	D2
	Project office 
	1
	Month 2
	Month 5
	0,25
	0,25
	1

	D3
	Progress report 1
	1
	Month 3
	Month 6
	0,25
	0,25
	1

	D4
	Progress report 2
	1
	Month 6
	Month 8
	0,25
	0,25
	1

	D5
	Progress report 3
	1
	Month 9
	Month 14
	0,25
	0,25
	1

	D6
	Progress report 4
	1
	Month 12
	Month 18
	0,24
	0,25
	1

	D8
	Workshop 1 
	2
	Months 5-8
	Month 6
	2
	2
	3

	D9
	Consensus reports first workshop 1 
	2
	Months 6-9
	Month 13
	1
	1
	4

	D10
	Workshop 2
	2
	Months 11-13
	Month 15
	2
	2
	1

	D11
	Report 2nd workshop + consensus reports from second workshop/platform
	2
	Months 12-14
	Month 18
	0,5
	0,5
	4

	D12
	Multi-stakeholder Platform 

	3
	Months 12-14
	Months 6-18
	4,5
	4,5
	1

	D13
	Final consensus report from workshops/platform.


	2
	Months 12-14
	Month 21
	0,5
	0,5
	4

	D14
	State of the art document on CD research.


	5
	Months 12-14
	Month 21
	6,5
	6,5
	2

	D15
	Policy advice document to the European Commission
	5
	Months 14-15
	Month 21
	2
	2
	2

	D16
	Common research proposal on CD research
	5
	Months 12-14
	Month 13
	2
	2
	1

	D17
	Paper submitted to a peer-reviewed journal.


	4
	Month 18
	Month 21
	2
	2
	3

	D18
	Leaflet and on-line publications for the general population
	6
	Month 18
	Month 21
	2
	2
	4

	D19
	Notes for European policy makers and regulatory bodies


	5
	Month 18
	Month 21
	2
	2
	2

	D20
	Project Website
	6
	Month 3
	Month 5
	0,5
	0,5
	1


Table 2: Milestones List 

	Milestone

no.
	Milestone name
	Work
package no.
	Date due
	Actual/Forecast delivery date
	Lead contractor

	M1
	Kick-off meeting
	2
	month 1


	Month 1
	1

	M2
	Project office
	1
	month 3
	Month 5
	1

	M3
	First management progress report


	1
	months 3

,6,9 and 12
	Month 6
	1

	M5
	Program of the 1st workshop; final selection of participants
	2
	Month 1
	Month 3
	4

	M6
	First Workshop
	2
	Months 5-8
	Month 6
	4

	M7
	Dissemination of results 1st workshop
	2
	Months 6-9
	Month 13
	4

	M8
	Second Workshop


	2
	Months 11-13
	Month 15
	4

	M9
	Dissemination of results 2nd workshop


	2
	Months 6-9
	Month 13
	4

	M10
	Interviews with the European experts on CD and from crosscutting research areas 
	3
	Months 1-18
	Months 1-12
	1

	M11
	First platform meeting
	3
	Months 5-8
	Month 6
	1

	M12


	Dissemination of the platform by on-line publications


	3
	Month 18
	Months 6-18
	1


Table 3: Budget vs. Actual Costs 
	Participant
	Type of expenditure
	Budget (EUR)
	Total actual costs (EUR)
	Pct. Spent 
	Remaining budget (EUR)

	
	
	
	
	
	

	1. LUMC *
	Total person-month
	7,5
	8
	 
	 

	
	Personnel costs
	 
	17.419
	 
	 

	 
	Other costs
	 
	33.790
	 
	 

	 
	Total costs
	37.100
	51.209
	138%
	-14.109

	2. UMU
	Total person-month
	5
	5
	 
	 

	 
	Personnel costs
	 
	8.833
	 
	 

	 
	Other costs
	 
	24.789
	 
	 

	 
	Total costs
	33.500
	33.622
	100%
	-122

	3. UFN
	Total person-month
	9
	9
	 
	 

	 
	Personnel costs
	 
	11.000
	 
	 

	 
	Other costs
	 
	20.700
	 
	 

	 
	Total costs
	31.700
	31.700
	100%
	0

	4. WMU
	Total person-month
	8
	8
	 
	 

	 
	Personnel costs
	0
	0
	 
	 

	 
	Other costs
	 
	8.156
	 
	 

	 
	Total costs
	15.500
	8.156
	53%
	7.344

	TOTAL
	Total person-month
	29,5
	30
	 
	 

	 
	Personnel costs
	0
	37.252
	 
	 

	 
	Other costs
	0
	87.435
	 
	 

	 
	Total costs
	117.800
	124.687
	106%
	-6.887


*) total costs are in expectation of approval by independent auditor.
Exceeding of budget by LUMC is due to reallocation of budget between partners, LUMC paid several costs for the second workshop instead of WMU

Table 4: Person-Months Status Table


[image: image1.emf]Person-Month Status Table

CONTRACT N°:

517787

ACRONYM:

CDEUSSA

PERIOD:

September 1, 2005 - March 1, 2007

Workpackage 1:   Actual WP total: 2,0

Coordination and Project management Planned WP total: 1,5

Workpackage 2:   Actual WP total: 6,5

European Workshops on CD research  Planned WP total: 6,5

Workpackage 3:   Actual WP total: 4,5

Multi-stakeholder European Platform on CD Planned WP total: 4,5

Workpackage 4:   Actual WP total: 6,5

Integration. Paper on the state of the art on CD research in Europe Planned WP total: 6,5

Workpackage 5:   Actual WP total: 4,0

Recommendations to the FP6 and FP7 program on a Common Research Strategy on CD Planned WP total: 4,0

Workpackage 6:   Actual WP total: 6,5

Dissemination Planned WP total: 6,5

Actual  total: 30,0 0 0

Total Project Person-month Planned total: 29,5 0 0

TOTALS



Partner - 

Person-


Appendix 3 – CDEUSSA project summary
CDEUSSA PROJECT SUMMARY

The project CDEUSSA commenced in September 2005. CDEUSSA is a specific support action in the sixth framework programme, funded by the European Union. (Food-CT-2005-517787 CDEUSSA). The project is coordinated by Dr. M.L. Mearin Manrique, paediatric gastroenterologist at the Leiden University Medical Center in the Netherlands. The three other partners in the project are: Sweden (Umea University); Italy (University Frederico II) and Poland (The Medical University of Warsaw).

Celiac disease (CD) is generally defined as a gluten-dependent enteropathy of the small intestine, but is actually a multiorgan inflammatory disorder with large negative health consequences for many of those affected. It is not as previously thought a rare disease of childhood, but can have its onset at any age, and has recently emerged as a public health problem.

The last decades a significant amount of research has been performed on CD, but prevention of coeliac disease is still impossible and the only treatment available is exactly the same as 50 years ago: a lifelong gluten free diet.

Aim of CDEUSSA was to close the gap between basic science on CD and application of scientific results in prevention, clinical treatment, and the food industry.

To achieve this CDEUSSA set up the European Multi-Stakeholder platform on Coeliac Disease. At this moment the platform consists of 110 members from 28 different European countries. Members of the platform represent different areas of expertise: for example representatives form the industry, basic research as immunology and genetics, clinicians, public health, ethics, food industry and European regulatory bodies collaborate constructively.

This platform will develop strategies to carry out innovative research regarding the prevention and treatment of coeliac disease. Among others it is aimed that members of the platform start new research projects together on these subjects.

An expamle of this is the European FP6-project PREVENTCD, which was started by participants in the platform. More information on this extensive study can be found on: www.preventcd.com.

Furthermore Two European workshops have been organized with leading scientific experts, representatives from the industry, coeliac patients organizations and health experts from the European Community.

The first workshop was held on February 17-18 2006 in Naples, Italy. The subject was:  “Integrated knowledge on coeliac disease: identification and opportunities” The aim of this first workshop was to explore and assess current basic knowledge on CD and in addressing key questions on the prevention and treatment of CD.

The second workshop was held on November 12, 2006, New York, USA. The subject of the second workshop was: “Integrated knowledge on coeliac disease: novel research strategies on treatment and prevention of CD”. The aim of this workshop was to define a European strategy on prevention and efficient treatment of CD integrating basic science in clinical applications and food industry. 

During the two workshops members of the platform identified four research areas where CD research in the future should be focused on:

Prevention

1. The option of primary prevention should be fully explored 

2. Increased knowledge of the potential impact of genetic determinants, immunological pathways, and life-style (environmental) factors are needed, also including studies on gene-environment interactions.

Treatment

1. New treatment strategies need to be developed                            

2. The development of an animal model of gluten sensitivity to analyse novel treatments for CD. 

Public health

1. To improve quality of life of the European population by implementing primary prevention strategies, early diagnosis, and improved treatments for CD.                                                                    2. To increase the awareness of CD as a public health problem 

Patient care

1. The impact of CD on public health with respect to quality of life, burden of morbidity (chronic diseases including autoimmunity) and mortality should be determined. 

CDEUSSA ended February 2007. At the end of the project a state of the art document and a policy advice document has been produced by the partners making use of the results of the workshops and the discussions within the European Multi-Stakeholder platform on coeliac disease.

The state of the art document will be submitted for publication in an international scientific journal, the policy advice document will be spread widely in the political and medical world, under regulatory bodies and other parties concerned.

� EMBED MSPhotoEd.3  ���






























































� For AC contractors, a tabular overview of all resources employed on the project and a global estimate of all costs
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		Workpackage 3:				Actual WP total:		4.5

		Multi-stakeholder European Platform on CD				Planned WP total:		4.5

		Workpackage 4:				Actual WP total:		6.5

		Integration. Paper on the state of the art on CD research in Europe				Planned WP total:		6.5

		Workpackage 5:				Actual WP total:		4.0

		Recommendations to the FP6 and FP7 program on a Common Research Strategy on CD				Planned WP total:		4.0

		Workpackage 6:				Actual WP total:		6.5

		Dissemination				Planned WP total:		6.5

						Actual  total:		30.0		0		0

		Total Project Person-month				Planned total:		29.5		0		0
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