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ACTIVITY REPORT 

European Wilson’s Disease Network  

Improving information, knowledge  

and access to expertise and care  

 

 

ACTIVITIES DATES PLACE DETAILS 

Kick Off Meeting January 28
th

, 2011 Luxembourg Launching of the 2011 

EuroWilson Network – Health 

Care Professionals – 28 

participants 

Rare Disease Day February 28
th

, 2011 Paris, France Stand in Lariboisiere Hospital to 

share information about Wilson 

Disease and its networks 

(French+European) 

Patient Representatives Meeting June 10
th

, 2011 Paris, France 1rst meeting between European 

Patient Representatives – 14 

participants 

Executive Board Meeting July 5
th

, 2011 Paris, France Balance sheet of the 2011 1rst 

semester and objectives for 2
nd

 

semester – 10 participants 

European Wilson Disease 

Congress 

November 14/15
th

, 2011 Paris, France November 14
th

: Executive Board 

Meeting, Patient Representatives 

Meeting, EuroWilson Symposium 

November 15
th

: Scientific 

Symposium, General Symposium 

– 111 participants 
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Network and registry on Wilson’s disease 

EuroWilson 

 

 

Charter 

 

 

Doctor  

Hospital 

Address 

Country 

e-mail 

 

And 

 

EUROWILSON represented by Doctor Jean-Marc Trocello, Network Director 

Lariboisière Hospital – Assistance Publique Hôpitaux de Paris 

2 rue Ambroise Paré 75475 PARIS Cedex 10 

France 
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Whereas: 

 

The EuroWilsoN (EW) mission is to improve quality of care and access to multi-disciplinary 

expertise for EU patients with Wilson’s disease (WD).  

EW’s goals include maintaining and enhancing its network of WD stakeholders including 

membership from: healthcare professionals, EU authorities, industry and patients’ 

associations. EW will: 

- Promote exchange between participants 

- Provide up-to-date disease information on its website (eurowilson.org) and 

Orphanet 

- Develop and publish evidence based clinical guidelines 

- Enhance the registry to provide epidemiological data, outcome indicators, country 

comparisons and to facilitate collaborative research and public health projects 

- Support patients and patient associations in the EU 

 

It is hereby agreed as follows: 

 

1. Purpose and Duration 

1.1. Purpose 

The purpose of this agreement is to specify and define the organization and 

management of the network and registry, including access rights to the Eurowilson 

registry 

Participation in any meetings provided for in this operating grant, or in the registry, 

is not allowed without signing of this agreement 

1.2. Duration 

The agreement shall come into force on 1
st

-January 2011 and shall continue in full 

force and effect for as long as the network can ensure that data is strored securely 

or until termination of the network. 

2. Decision-making and advisory bodies 

2.1. Steering committee 

The steering committee is composed of network members. Ideally, there will be a 

pediatric hepatologist, adult hepatologist and neurologist in each country. Larger 

countries may identify >1 member in each specialty, whilst 1 member may serve for 

smaller countries with fewer patients. These members will have the confidence of 

their national colleagues and probably will already be seeing many or most of the 

WD cases in their country 
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A member may occasionally be substituted at a meeting of the steering committee 

An expert, qualified person may be invited to attend meetings of the steering 

committee in an advisory non-voting capacity 

The steering committee is the principle decision-making and arbitration body in 

respect to the network and registry and shall decide on the following matters: 

• The inclusion of a new member to the network 

• Mediate disputes between members, which cannot be settled by the 

members themselves 

• Validate requests to use the network data for further research or 

dissemination 

• Validate communication actions carried out in the name of the network 

Decisions are taken by majority vote. In case of equality of votes, the project leader 

holds the casting vote 

2.2. Network Director 

The network director is entrusted to APHP, represented for this purpose by Jean-

Marc Trocello, until the termination of the Network or until the Steering Committee 

decides, on a unanimous basis minus the vote of the member concerned, otherwise. 

The Network Director shall: 

• Communicate all information in connection with the network to the 

European Commission DG Sanco 

• Receive the entire financial contribution provided by the Commission for the 

Network. The Network Director shall manage this contribution by 

reimbursing members travel and subsistence incurred during the operating 

grant period  

• Address the project deliverables to the Commission, after prior validation by 

the steering committee 

2.3. Executive Board 

The executive board is made up of a neurologist, a paediatrician, a hepatologist, a 

biologist, a patient representative, an ethicist, an industry and an EMA member. 

It will assist the Network Director in the implementation of the integrative 

management of the Network by: 

• Deployment and monitoring of integrative management processes 

• Preparation of consolidated Network reports and cost statements 

• Providing advice and support to the Steering Committee and 
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• Assisting with overall planning and reporting 

2.4. Activity leaders 

In order to facilitate management, the Network has been divided into a number of 

activities which will be coordinated by a specific Activity Leader. 

3. EuroWilson Registry 

3.1. Ethical approval and patient consent 

Members will be responsible for ensuring that their ethical authorization to collect 

data in the Eurowilson registry is up to date. 

Members are responsible for applying the national guidelines and directives 

concerning patient consent. 

3.2. Data access 

• Two modes of data entry are available to network members 1/ members send 

data in a paper format to the European Registry Manger in Paris who enters the 

data on their behalf 2/ Members hold their own CPS card and reader and access 

the database themselves to enter their own or their countries data to a central 

database held in France. 

• Only anonymous data is entered into the database.  

• Anonymous data is an individual data related to a patient, describing his/her 

condition at a certain point in time, but made anonymously 

• Members are able to access their own data 

• Any member may make a request to the steering committee to use the 

network’s data. The member submits a request to the database manager who 

will propose it to the steering committee. Each member taking care of the 

patients is then free to accept or to refuse to participate in the protocol. If a 

member accepts to participate in the protocol, he accepts to share his data with 

the demander. If he refuses, the demander is not authorized to use his data. For 

each request, members of the steering committee must give an answer  in a 

time of 3 weeks. The database manager will collect all the authorizations in 

order to give the results to the network director  and the steering committee. 

The data may be used exclusively for the specific study/protocol described by 

the demander. The data will be anonymous for both the patient and the 

physician 

• Aggregated data are calculated from individual data and presented, for example 

by age, sex, country or deficiency 

• The aggregated data is presented in a report which is made available to the 

European Commission DG Sanco on an annual basis 
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3.3. Publications: authorship and acknowledgements 

• Authorship credit should be based on 1) substantial contributions to conception 

and design, acquisition of data, or analysis and interpretation of data; 2) drafting 

the article or revising it critically for important intellectual content. 

• All names of steering committee members who shared their data must be 

detailed at the end of each article. 

• The financial participation from DG Sanco must be mentioned at the end of each 

article. 

• Order of authors: the lead author should decide the order of authors but it is 

proposed that the lead author should be the last author and that others should 

be listed alphabetically unless one or two authors have made contributions that 

are agreed to be sufficient to justify first or first and second authorship. 

• Other contributors who were not directly involved, and others contributing to 

the project, but not sufficiently to justify authorship, should be listed, with their 

permission, in the Acknowledgements. 

• Any problems about authorship should be resolved by the steering committee 

• The final version of all manuscripts must be approved by all authors.  

 

 

EUROWILSON represented by Doctor Jean-Marc Trocello 

Date Signature 

 

 

 

Name  

Date Signature 
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        MANAGEMENT PLAN 

European Wilson’s Disease Network  

Improving information, knowledge  

and access to expertise and care  

 

 
 

 

 

Coordinator: Dr Jean-Marc Trocello 

Jean-Marc Trocello is a neurologist at Lariboisière hospital with an experience in movement 

disorders and Wilson’s disease. He coordinates, with Dr France Woimant, the National 

Reference Centre of Wilson disease. The CNR follows over 280 WD families. Dr Trocello is 

responsible for the setting-up, in 2005, of a multi-disciplinary French network involving 

about 60 medical and para-medical staff. Dr Trocello has been a member of the consortium 

of Eurowilson and he has participated in the evaluation of the Unified Wilson’s disease rating 

scale. He has a legitimate and unanimously accepted role as network lead. 

 

Executive Board: 

The network is managed by an Executive Board (EB) chaired by the Network Director. The EB 

comprises 1 neurologist, 1 paediatrician, 1 hepatologist, 1biologist, 1 patient rep, 1 ethicist, 

and 1 EMA member. The EB meets twice a year, and have phone conferences every 2 

months. They are responsible for supporting the beneficiary in its obligations towards the 

commission, monitoring project progress, agreeing adequate management procedures, 

standards for the project and seeking sustainability through national rare disease plans 

 

Steering group: 

The steering group (SG), based at Lariboisiere hospital, includes the 4 local clinicians, 

psychologist, secretary, programme manager, French database manager, Prof Tanner 

(external) and EU database manager. The EU database manager will assist in entering cases 

for all SCC, interface between informatics and clinicians; troubleshoot and analyse data. The 

SG meets monthly and will be responsible for implementing the work-plan as directed by the 
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EB, for coordinating the week-by-week activities of the network and for writing the reports 

to the Commission. The network director, Dr Jean-Marc Trocello oversees all activities. 

 

Coordination Objectives: 

1/Supervisory role: to ensure of the good performance of the network through the WP 

objectives 

2/Financial management 

3/Organization of the network meetings 

4/Elaboration of the annual calendar and the milestones of the year 

5/Management problems 

6/Re-introduction of the European Charter 
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