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Kick-off Meeting INEA Project
Hannover
2 December 2019 - 8.30-16.00

Agenda
8.30-8.45 Infroduction of background and objectives of INEA | Moderators:
Project Maurizio Scarpa
8.45-9.15 Background presentation Activity 1: Klaus Mohnike
Implementation of new data sets for disease—
specific adaptation of the ERN Clinical Patient
Management System (CPMS) and implementation
of measures to improve existing data set(s) quality
and data validation
9.15-10.00 Background presentation Activity 2: Terry Derks
To develop and implement case-oriented e- Fabian
learning/e-tfraining within MetabERN
Including a short presentation on the choice of
platforms
10.00-10.30 | Background presentation Activity 3: Terry Derks
To generate interconnectivity in the entire care Bas
chain between IEM-patients, primary care Irene
physicians, local hospitals and the centres of
expertise to prevent metabolic emergencies.
10.30-10.40 | Short coffee break
10.40-12.30 | Break-out sessions for each Activity and setting of All
milestones
Outcome: reach consensus on steps to take to
achieve the end result
12.30-13.30 | Lunch break
13.30-14.30 | Continuation of break-out sessions All
14.30-15.30 | Presentation of conclusions per Activity Terry and Klaus
15.30-16.00 | Wrap-up of conclusions and consensus Maurizio
End of the meeting
Background documents
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the project
and the 3
Activities
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for protocol
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Annex Il = Rules of Procedure
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Medical Executive Board - Rules of Procedure

Frequency of meetings
The Medical Executive Board meets every 2 months virtually via web to
plan and follow up on the MetabERN activities. It also meets in person
twice a year in Brussels (in the regional office of the Coordinators HCP
(Udine)).

Membership
The Medical Executive Board (MEB) is part of the Governance structure of
MetabERN and it consists of the network Coordinator, the two vice-
Coordinators, one elected representative from the Subnetwork
Coordinators and the Work Package leaders as well as the Chair and
Chair of the Patient Borad (or a representative from the Patient Steering
Committee.

There is flexibility in which representatives is member of the MEB
depending on availability. If there is a need for a formal election
procedure, this can be set up at a later stage.

Chairing of the Medical Executive Board

The chairing of the Medical Executive Board will take place on the basis
of rotation; the next chair is selected during the meetings. The chair will
have the support of the Coordination Office for the organisation of the
meeting.

Responsibilities
The MEB is responsible for:

e Pointing out and overseeing the strategic direction of the network;

o Sefting of priorities for the coming years and overseeing the
activities and progress of MetabERN as a whole in relation to the 3-5
year plan;

e Working closely with the General Board of Healthcare Providers to
ensure any decisions made are implemented fully and
subsequently promoted to ensure maximum effectiveness;

e The potential future establishment of contacts with third parties,
industry, regulatory agencies and the developement of a viable
sustainability strategy for the network.

¢ The drawing up and approving of MetabERN governance doments
such as the Non-compliance procedure etc.
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The MEB also has insight in the budget of MetabERN and the grants that
have been appointed to MetabERN.

Agenda
The Coordination Office shall draw up a provisional agenda which will be
circulated two weeks before the meeting. Any proposal for an agenda
item shall be sent to the Coordination Office at least 5 days before the
meeting.

Decisions
Decisions are taken in the MEB by a majority of votes. The decisions taken
are communicated to all MetabERN members.
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Annex lll- Non Compliance Procedure
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