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EUROPLAN National Conferences

Template for 
CONFERENCE final REPORT
Writing a clear Final Report is as important as the flawless execution of the National Conference on Rare Diseases. Report writing is an essential element to collect the main findings and the outcomes of the debates, so that they can be usefully fed into the work carried out at the national level to develop a RD strategy and into the EUROPLAN Recommendations to draft a National Plan or Strategy on Rare Diseases.
I. General information

	Country
	

	Date & place of the National Conference
	

	Website
	

	Organisers
	

	Members of the Steering Committee
	

	Names and list of Workshops 
	

	Chairs and Rapporteurs of Workshops 
	

	Attachments (programme, list of participants, etc.)
	


II. Main Report 
The Conference Final Report is based on the structure of the National Conference on Rare Diseases (RD), which is common to all EUROPLAN Conferences. This has been illustrated in the document “CONTENT OUTLINE - Minimum requirements and recommended content for the WORKSHOPS of EUROPLAN National Conferences” (27/11/2009).

Each National Conference is configured in Plenary Session and Workshops. The Workshops will be set up according to specific Themes and will deliver concrete proposals for the Plenary. Each Workshop will be devoted to a specific Theme and will report to the plenary on that Theme. 
Conference organisers will have to account for how each Theme and Sub-Theme has been dealt with in the National Conference and what practical solutions or proposals emerged in that area.  Therefore the Conference Final Report will be based on the Workshops’ reports and cover the proposal emerged for each of the Workshops’ Themes:
Main Themes

Theme 1 - Methodology and Governance of a National Plan / Strategy (NP)
Sub-Themes

1. Mapping exercise before developing a National Plan
2. Development and structure of a National Plan / Strategy

3. Governance of a National Plan

4. Monitoring the National Plan

5. Sustainability of the National Plan
Theme 2 - Definition, codification and inventorying of RD
Sub-Themes

1. Definition of RD

2. Classification and traceability of RDs in the national health system

3. Inventories, registries and lists
2.1. Information and training
4. How to improve information on available care for RDs in general, for different audiences 

5. How to improve access to quality information on RDs

6. How to ensure adequate training of healthcare professionals on RDs

Theme 3 - Research on RD
Sub-Themes
1. Mapping of existing research resources, infrastructures and programmes for RDs

2. Needs and priorities for research in the field of  RDs

3. Fostering interest and participation of national laboratories and researchers, patients and patient organisations  in RD research projects

4. Sustainability of research on RD

5. EU collaboration on research on RD

Theme 4 - Standards of care for RDs - Centres of Expertise (CoE)/ European Reference Networks (ERN)
Sub-Themes
1. Identification of national or regional CoE all through the national territory by 2013

2. Sustainability of CoE

3. Participation in ERN

4. How to shorten the route to diagnosis

5. How to offer suitable care and organise adequate healthcare pathways for RD patients

6. How to ensure in CoE multidisciplinary approaches and integration between medical and social levels
7. How to evaluate CoE

4.1. Orphan Drugs (OD)
8. Future of OD

9. Access of RD patients to orphan drugs Pricing and Reimbursement

10. Compassionate use and temporary approval of orphan drugs. Off label use
Theme 5 - Patient Empowerment and Specialised Services
Sub-Themes
1. Involvement of patients and their representatives in decision-making processes in the field of RDs

2. Support to the activities performed by patient organisations

3. Specialised social services: Respite Care Services;  Therapeutic Recreational Programmes;  Services aimed at the integration of patients in daily life

4. Help Lines

Horizontal Themes
“Horizontal Themes” 6 and 7 may be addressed within the Themes 1 to 5. It is of course also possible to organise specific Workshops for Themes 6 and 7.  Should the organisers opt for the second option, the specific Sub-Themes for Themes 6 and 7 are identified in the grey boxes of the Content Outline paper. The reporting will of course follow the choice made by the Conference organisers in dealing with the Workshops’ Themes.

Theme 6 – Sustainability 

Theme 7 - Gathering expertise at the EU level
Further guidelines for discussion 
In the above-mentioned Content Outline paper, “further guidelines for discussion” are provided for each Sub-Theme. These guidelines constitute the backbone for reporting on each Theme and Sub-Theme.  
They will be followed in the Workshops’ discussion, as they will be presented in the form of “open questions” by the WG Chairs. Groups’ participants will be invited to respond to the questions in the form of concrete solutions or proposals that we can be eventually used for national strategies on RDs. The guidelines have been shaped to a large extent on the ‘EUROPLAN Recommendations’, which will provide practical guidelines on how to develop National Plans or Strategies on RD.  
It is highly recommended that the “open questions” (or “guidelines for discussion”) are followed and answered as much as possible when discussing and reporting on each Theme and Sub-Theme.  However, as it will not be possible that all questions are addressed in all countries, consequently the Final Report will cover only those questions which have been actually objet of discussion.

Conclusion of the Final Report

In addition to the thematic reporting as described above, the Final Report will include:

· An overall assessment of the usefulness of the EUROPLAN Recommendations and EUROPLAN Indicators for the advancement of a national strategy in the country.

· The transferability of the EUROPLAN Recommendations in the country.
This assessment will result from the collection of the evaluation carried out at the end of each Workshop and included in the Workshop reports.
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