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ENMC INTERNATIONAL WORKSHOPS ON NEUROMUSCULAR DISEASES

GRANT APPLICATIONS, LOGISTICS, DELIVERABLES AND REPORTING GUIDELINES

The European Neuromuscular Centre (ENMC) aims to encourage and facilitate collaborative research into neuromuscular diseases (NMD). In order to foster these goals, the ENMC currently sponsors grants towards the costs of workshops on NMD.
Workshop proposals should be based on well focused topics within the neuromuscular field. The chairperson of such a Workshop is responsible for the scientific aspects of the programme and inviting participants. Scientists who participate in ENMC International Workshops will normally have published relevant papers in international peer reviewed journals. All Workshops are held in Naarden, The Netherlands and take place during the weekend to allow full participation and reduction of flight and accommodation costs.

The number of participants is confined to maximum 20 participants. Only one participant per institute will receive a travel refund. One local colleague of the chairman will receive a travel refund. It is recommended that every workshop also includes at least one invitee new to the ENMC workshops.

Participants form patient organisations as well as participants from the industry might be invited to the workshop as well. Invitation and funding of these participants will be discussed on a case by case basis with the ENMC office.

Three types of workshops are sponsored: General workshops, Clinical Research Workshops and Management / Educational workshops.

GRANT APPLICATION
A proposal to hold a workshop should clearly indicate:

1. Background and aims of the Workshop
Substantial background information on the proposed topic / area of research should be provided and the aims of the Workshop for which support is requested should be stated, as well as the expected results (deliverables) of the Workshop, and how the work relates to ongoing research in participating or other centres. Furthermore, the neuromuscular aspects of the work should be emphasized and a few pertinent references should be included.

Ideally an application should be based on cooperative research involving more than one European country or the establishment of such cooperative research. If the application is made by an ENMC consortium, the previous activities of the consortium as well as the updated list of members of the consortium should be included with the request.

Applicants should state what, if any, other grant applications have been made for the proposed activity and the outcome, and also list any relevant grant-supported work currently being carried out by the applicant (maximum 1 page).

2. An outline of the programme
The timetable is as follows:
Friday 
14.00 - 19.00 hrs
Saturday 
09.00 - 18.00 hrs 
Sunday 
09.00 - 12.00 hrs
The first session is normally used to introduce the aims of the Workshop and to set the scene for further detailed discussions.

The second session usually deals with workshop aims (i.e. scientific matters, protocol definition, disease management) in more depth.

The last session mainly concerns conclusions, establishing a Consortium for on-going collaborative research, future activities and eventual funding strategy, producing an agreed summary paragraph or two for dissemination on the ENMC web site and to patient associations around the world, and the planning the final report of the meeting to be published by the journal Neuromuscular Disorders. (2-3 pages).


3. Proposed participants

Proposed participants should be listed along with their place of work and discipline. The applicant should give a brief indication as to why each proposed participant is relevant to the programme of the Workshop. The profile of the participants should be tailored to the type of workshop (general / clinical research / management and education).

Should the workshop chairman wish to replace any cancelled invitations, these replacements should be proposed on a reserve list, included with the application.

Participants invited to the workshop are expected to join the workshop for its full duration. Should participants not be able to join for the full weekend, they will be suggested to be replaced by one of the reserve participants.

4. A brief CV of the applicant (1-2 pages)

SUBMIT THE APPLICATION
The application should be sent to the ENMC office, Ms. A. Zittersteyn (enmc@enmc.org). The ENMC office and Research Director will subsequently run an eligibility check versus the ENMC guidelines on the application, inform the applicant on the eligibility and subsequently circulate the application to the Research Committee members. The Research Director (Prof. B.van Engelen) will convey the Committee's conclusions and recommendations to the applicant. This process usually takes about 6 weeks. If the application is successful a convenient date and other details can be negotiated with Ms. A. Zittersteyn, who will also deal with all financial and organizational matters as described in the workshop logistics section.


WORKSHOP LOGISTICS

Upon approval of the workshop application by the Research Committee, the workshop chairperson is expected to contact a maximum of 20 proposed participants (in principle one per institute) and inform them about the programme and dates of the Workshop. 

About 8 weeks before the Workshop, the Workshop chairperson should provide the ENMC Secretariat with a list of participants (including address, telephone, fax number, e-mail) and a provisional programme. The ENMC Secretariat will then send an official invitation letter to each participant, which contains information on organisational matters (hotel, transfer, etc.) together with the provisional programme to the Workshop participants. In that letter participants are requested to provide the ENMC Secretariat with flight details, so that transfer from and to the airport can be arranged. The ENMC Secretariat arranges accommodation, meals and the meeting room usually in NH Naarden Hotel, Naarden, The Netherlands. This hotel is located about 20 kilometres from Amsterdam Schiphol Airport.

ENMC is able to cover the costs of travel and accommodation expenses for scientists from (associate) member countries: Denmark, France,  Germany, Italy,  Slovenia, Switzerland, The Netherlands and United Kingdom. For scientists from other countries ENMC will cover accommodation expenses only. The information on re-imbursement will be mentioned in the invitation letter.

Travel costs will need to be booked according to the cheapest airfare, actual train costs or by car @ € 0.29 per km. Airfares will be reimbursed up to € 300,-. 

The Workshop chairperson is expected to provide the ENMC Secretariat with a final programme at least one week before the Workshop in order to prepare the conference folders. 

Upon arrival in the hotel, participants will receive a conference folder containing organisational information (welcome letter, programme, participants list, travel expenses claim form of applicable, information on meals and meeting room, etc.). Participants whose travel expenses will be covered by ENMC will be requested to fill out the travel expenses claim form and send it, together with plane/train ticket to the ENMC Secretariat in Baarn. After one month ENMC will remit the travel expenses to the individual accounts.

Workshop deliverables

For each workshop a summary paragraph (lay statement) for dissemination on the ENMC website is expected to be produced in close co-operation with the workshop participants. This lay statement should be provided to the ENMC office within one week following the workshop and ideally be drafted during the workshop. This will then be mailed to all national NMD patient associations and published on the ENMC website. Next to this the full report on the workshop is expected within 12 weeks following the workshop. If not yet received, the ENMC office will send out reminders on the full report on 9 and 11 weeks following the workshop. Previous reporting timelines will be taken into account when judging workshop applications. Please refer to the separate section describing the report guidelines.

Clinical trial workshops should further provide input on the following deliverables:

· Clinical Trial Protocol which will be the basis for the grant application. This Clinical Trial protocol should include:

· Patient selection criteria based on recognised diagnostic criteria.

· Outcome measures and flowchart

· Grant application strategy

· Agreed deadlines for submission of grant applications

· Consent procedures

Management / educational workshops should further provide input on the following deliverables:

· Disease management

· Education program

GUIDELINES WORKSHOP REPORTS

1. The basic format of the ENMC based workshop reports will carry a TITLE reflecting the number of the ENMC workshop, the number, if appropriate, of the topic workshop, and the location and date.

2. A full list of all PARTICIPANTS must be included at the end of the report, with their city and country. This list has to include the ENMC representative (Baziel van Engelen or appointed deputy) present at the workshop with (ENMC) after her/his name. A deputy director may only be appointed at 20% of the number of workshops per calendar year.

3. Full ACKNOWLEDGEMENT must be given to ENMC and all its sponsoring organisations at the end of the report using the exact wording, as requested by ENMC, which will be found in the  original letter of acceptance of the workshop.

4. The organisers of the workshop will be listed as author. The corresponding author for proofs and reprints should also be indicated. It will be indicated that these people report on behalf of all workshop attendees who are included at the end of the report.

5. These reports will be subjected to the Research Director for review, and it will be assumed that the content has the approval of all those who participated in the workshop. Once received the report will be given priority publication in the next available issue of the NMD Journal.

6. Key words can be provided for reference.

7. Submissions may be sent electronically to Jane Miller at  j.miller@imperial.ac.uk or directly through the Elsevier website at http://www.ees.elsevier.com/nmd where instructions are available on how to submit and load files onto the website. A copy of the submission should be sent to the ENMC office (enmc@enmc.org)
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CONSORTIA

Most new Workshops result in the establishment of a Consortium for on-going coordinated research in a particular field under an elected chairperson. ENMC offers additional support to these collaborative Consortia by acting as a clearing house for information coming from and going to members of the respective Consortia. In this way a central address and clearing house for all relevant scientific and other information is provided.

To facilitate and enhance on-going research, workshops shall be funded so that it will

activate the establishment of new consortia.
ENMC consortia are requested to acknowledge the support of ENMC in further activities of the consortium.
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