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DRAFT AGENDA – ** Speakers to be confirmed** 

April 17th  DAY 1: ARRIVALS 

 

12.30   Shuttles depart hotel – Holiday Inn Lisbon Continental  

13.00   Lunch at Champalimaud Foundation 

 

14.00 – 14.30 Can neurology patients influence Health Technology Assessments in Europe?  

Exploring: Patient Engagement 

Donna Walsh, EFNA Executive Director 

 

14.30 – 15.15 Do Health Technology Assessments value what really matters?   

Exploring: Patient Relevant Outcomes Measures 

Prof. António Vaz Carneiro, Head, Centre for Evidence Based Medicine 

International Consortia for Health Outcomes Measurement [ICHOM] 

 

15.15 – 15.40 Coffee Break 

 

15.40 – 16.25 How do we adjust the HTA framework for more patient centric innovation? 

Exploring: Value Added Medicines 

Prof. Mondher Toumi, Professor of Public Health, Aix-Marseille University 

 

16.25 – 16.55  What are the benefits of patient powered data in HTA?    

   Exploring: Data Registries 

   Christoph Thalheim, Director of External Affairs, European MS Platform  

 

16.55 – 17.20 Discussion and Recap of Day 1, Outline of Evening and Day 2 programme  

 

17.30 Shuttles back to hotel 

 

19.30 Dinner in City Centre – with guest speaker 



 

3 
 

April 18th  DAY 2  

9.00   Shuttles depart hotel 

9.30 EFNA/EBC Joint Session: The Future of HTA in Europe 

Moderated by: John Bowis  

Opening remarks:  Representative from Portuguese Health Ministry  

• Current HTA methodological framework  

Question: What are the strengths and weaknesses?  

Dr. Chalon Patrice, EUnetHTA 

 

• EU cooperation on HTA 

Question: Is it possible, needed, desired?  

Flora GIORGIO, Head of Sector Health Technology Assessment, European Commission 

 

• Value of Treatment for Brain Disorders  

Question: How do we foster a new paradigm in value based, innovative, patient centered 

healthcare?  

Speaker TBC 

 

11.20 – 11.40 Coffee Break 

 

11.40 – 12.30 Discussion – including discussants from Portuguese regulators: INFARMED and ACSS   

 

12.30 Tour of the Champalimaud Foundation, followed by lunch  

 

14.00 Afternoon Workshop   *** OPTIONAL SESSION  

From International Advocacy Learnings to National Advocate Empowerment 

- Planning TINA autumn academy 2018 

• Feedback on national TINA initiatives to date 

• Learnings from national coordinators 

• Suggested topics 2018  

• Expanding and sustaining EFNA training and capacity building initiatives   

 

16.30hrs  Close and Departures 
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PARTICIPANT PROFILE AND ELIGIBILITY CRITERIA  

The pan-European workshop, held annually as part of EFNA’s Training Initiatives for Neurology 

Advocates [TINA], has been designed to equip and empower neurology patient advocates with the 

information and skills needed to influence decision-making during the Research & Development 

[R&D] process, and beyond – in areas such as pricing, access and reimbursement.  

This edition will build on previous events and move on to explore patient engagement in Health 

Technology Assessment across Europe, but with a focus on the most Patient Relevant Outcome 

Measures and how these can be better integrated and reflected in the decisions taken to reimburse 

new treatments. 

Participating patient advocates should have the motivation to learn more about this topic and to 

contribute to the discussions. Accordingly, places are open to individuals who meet all the following 

requirements:  

1. Be a Neurology Patient Advocate: Participants should be an employee or volunteer of a 

neurology patient organisation at either a national or European level. However, patients 

with a neurological disorder or a family member/carer who are active advocates or 

interested in getting more involved (but not yet formally associated with a patient 

organisation), will also be considered.  

Note: Health professionals and researchers – working in the field of neurology – who also 

want to learn more about how to involve patients in their work and how to partner towards 

influencing pricing, access and reimbursement decisions are also invited to participate. 

Sponsors are also invited to attend as observers.  

2. Have a keen interest in the topic in the topic of Health Technology Assessment and want to 

learn more about how the process can be influenced and shaped by the neurology patient 

community and our partners – allowing for optimal outcomes for our patient community.  

3. Be willing to commit to applying the knowledge and skills learnt. This also extends to 

working with EFNA to develop workshops at the national level, which are language and 

culturally appropriate and open to a wider number of interested participants who may not 

meet the high-level criteria for the pan-European course.  

4. Possess working knowledge of the English language. All presentations and course 

documents will be made in English. There will also be interactive workshops to which 

participants will be expected to contribute and comprehend. Those who cannot work 

efficiently in English should, therefore, not attend.  

5. Be available to travel on the relevant days and be prepared to do so within the framework 

of EFNA’s expenses policy (250euros travel allowance + one night’s accommodation) – or be 

willing to cover additional costs (see policy below). 

 

Note: EFNA strives to ensure fair opportunity for each member organisation to be represented. 

Therefore, each member/disease area is allocated two places. A waiting list will be used and 

places awarded if/when they become available.  
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DELEGATE EXPENSES POLICY 

The below information is for delegates attending this upcoming EFNA organised meeting. Here we 

set out the general criteria for reimbursement. Each delegate will be asked to confirm that they have 

read and agree to the terms of this policy when registering online.  

EFNA will pay up to 250euros towards the travel costs of each overseas delegate. This is to include 

flight, parking, bus/train tickets, etc. If this is exceeded, the delegate (or their organisation) will be 

asked to cover the balance of costs.  

• EFNA encourages participants to make the most economical choices when making travel 

arrangements to events.  

• EFNA will only reimburse participants AFTER the event – and not before.  

• EFNA will only reimburse participants who complete the official Expenses Claim Form and 

attach proofs of expenditure e.g. flight tickets.  

• EFNA will only reimburse expenses that are accompanied by original receipts. Photocopied 

proofs will not be accepted.  

• EFNA asks that claims are returned within one month of the event. Expenses submitted 

more than three months after the event may be rejected.  

• EFNA will provide accommodation for each delegate for one night – April 17th. Additional 

nights can be booked via EFNA (subject to availability) but the cost must be covered by the 

participant/their organisation.  

• Meals will be provided throughout the two-day event. Therefore, no additional 

food/beverages will be covered.  

• EFNA will only reimburse economy standard travel. First class travel will only be reimbursed 

at the equivalent economy cost.  

• EFNA will only reimburse ground travel by public transport and will not reimburse private or 

taxi costs – unless no other options are available or private costs are less than or equivalent 

to public.  

• EFNA will only reimburse long-term parking rates at the airport, short-

term/business/premium parking will not be covered.  

• Delegates driving long-distance to events will only have mileage covered if this is cheaper 

than available flights/public transport, and this must be approved in advance.  

• Delegates with accessibility requirements should get in touch with EFNA to discuss 

travel/transfers and accommodation needs.  

• EFNA asks that delegates give at least one week’s notice of cancellation if they cannot 

attend. Otherwise, the delegate will be held liable for the cancellation costs incurred.  

Note: The above guidelines may be waived in exceptional circumstances but agreement must be 

reached with EFNA in advance. EFNA retains the right to reject expenses claims that do not comply 

with the above rules. Please contact EFNA if you wish to discuss.  

Contact: Donna Walsh, EFNA Executive Director   

E: executivedirector@efna.net  T: 00-353-879830816 


