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1 EURORDIS  
EURORDIS is a non-governmental patient-driven alliance of patient organisations representing 804 rare disease 

patient organisations in 70 countries covering more than 6000 diseases.  

EURORDIS’ mission is to work across borders and diseases to improve the lives of people living with a rare 

disease. EURORDIS is active in the fields of Research actions and policies, Health policies and Healthcare 

services, Medicines development and access, Patient empowerment & Training and Information & Networking. 

Some of EURORDIS’ main achievements have been its contribution to the adoption of the EU regulations on 

Orphan Medicinal products (1999), Paediatric Drugs (2006), Advanced Therapy Medicinal products (2007); and to 

the adoption of the EU Commission Communication on Rare Diseases (2009) as well as the contribution to the 

adoption of the EU Directive on Patients’ Right to Cross-Border Healthcare (2011). 

2 PARADIGM 
PARADIGM stands for Patients Active in Research and Dialogues for an Improved Generation of Medicines 

and is funded by the Innovative Medicines Initiative (IMI) and the European Federation of Pharmaceutical 

Industries and Associations (EFPIA) members. It is a public-private partnership launched on 1 March 2018 and will 

run until August 2020. 

The IMI project is led by the European Patients’ Forum (EPF) and is a consortium that comprises patient 

organisations, regulatory bodies, universities, non-profit organisations, Small & Medium Enterprises (SMEs), 

pharmaceutical companies and pharmaceutical trade associations. 

PARADIGM aims at advancing a structured, meaningful and ethical patient engagement in the medicines 

development process by exploring and demonstrating innovative and effective approaches to patient 

participation in medicines R&D and the positive impact this has for all stakeholders, patients and society. 

PARADIGM aims to develop tools and resources to allow the effective and systematic inclusion of patients and to 

design an innovative roadmap to ensure long-term sustainability of patient engagement in three key decision-

making areas in medicines R&D: 

- The setting of research priorities, 

 

- The design of clinical trials, and 

 

- The early dialogue between regulators and HTA bodies. 

3 Purpose of the call 
The purpose of launching a call for expressions of interest is to select a Pool of Patient Experts (hereafter ‘the 

Pool’) to actively contribute in PARADIGM workshops and consultations.  

Within the project, the patient community is represented by the following organisations: European Patients 

Forum, the European AIDS Treatment Group, Alzheimer Europe and EURORDIS. Sant Joan de Déu Research 

Foundation also represents the views of children and young people. 

The Pool will be formed by patient representatives’ members of those organisations, as well as non-affiliated 

patients. The Pool will broaden the representativeness of the patient community within the project by bringing 

their expertise on a variety of topics related to patient engagement in medicines R&D, from the tools and 
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resources required for meaningful and ethical patient engagement to measuring the impact of the engagement 

and how it can be sustainable in the long term. 

EURORDIS wishes to receive expressions of interest from rare disease patients and/or patient representatives 

interested in contributing and participating to thematic workshops and consultations within the PARADIGM 

project to represent the perspectives of the rare disease patient community. Consultations will involve 

gathering the views of the stakeholders on various documents/procedures either face-to-face or in writing.  

Patient representatives belonging to the Pool will be selected and assigned to the workshops according to their 

expertise and background, in particular with respect to patient engagement (PE) in medicines research and 

development and the topics described in point 4.  

4 Description of the activities 
PARADIGM workshops will engage patients in several topics related to patient engagement in medicines 

development. 

PARADIGM workshops offer an opportunity to co-create a framework to ensure meaningful, ethical and 

sustainable patient engagement in medicines R&D together with relevant stakeholders. Workshops and 

consultations will focus on the following topics: 

- Identifying current gaps and needs in patient engagement  

- Metrics for monitoring and evaluating the impact of patient involvement 

- Co-designed recommendations and resources to carry out patient engagement activities  

- Code of conduct and guidances  

- Systematization of meaningful patient engagement in medicines R&D 

- Sustainability of the Patient Engagement Framework 

 

Selected patient representatives from the Pool will be expected to act as Patient Experts for the IMI-PARADIGM 

project. The expected time commitment and workload are as follows: 

Before the workshop: 

- 1-hour e-meeting with EURORDIS staff (review workshop agenda and expected outcomes) 

- Read documents in preparation for the workshop (previous meeting minutes, background bibliography, 

etc.) 

During the workshop: 

- 1-day workshop. The Expert is expected to actively contribute by providing the patient perspective 

about the workshop thematic. They may need to prepare a presentation or to contribute as defined by 

workshop organisers (work in small groups, break-out sessions or others) 

After the workshop: 

- Provide a feedback report in English (within the following 30 days). This report aims to capture the 

patients’ views and perspectives on the workshop topic and her/his recommendations to the PARADIGM 

consortium, if any. This report will be stored in a shared server and available to the PARADIGM 

consortium. 

Additional tasks could be added to the previous list according to the workshops.  

The Expert will work with the support of a dedicated EURORDIS staff member. 
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5 Time Frame 
In 2019, there will be seven opportunities for engagement, namely four workshops, two consultations and the 

PARADIGM 2nd Open Forum. The numbers of the activities and estimated patients are indicative and may vary. 

 

Workshops Number of 
patients 
(estimation) 

2019 

Consensus workshop on metrics 
(impact measurement) 

1 Q1 

Workshop: Developing patient 
engagement sustainability models  

2 Q1 

Stakeholder consultation: patient 
engagement sustainability models 

1 Q2 

Consensus building workshop on 
tools and templates to conduct 
patient engagement 

1 Q2 

Consultation: Catalogue of services 
(sustainability framework) 

2 Q3 

PARADIGM 2nd Open Forum 1 Q3 

Code of conduct workshop 1 Q4 

Workshops Number of 
patients 
(estimation) 

2020 

Alignment workshop on metrics 
(impact measurement) 

1 Q2 

Joint workshop: Code of conduct – 
Sustainability roadmap 

2 Q2 

 

The timings to involve the Experts in the activities are indicative. Final timelines for the different tasks relating to 

the workshop will be agreed during an initial meeting with EURORDIS. 

 

 

The Expert will be invited by email 6 weeks prior to the activity, and a brief on-line meeting will take place around 

a month before the activity. The Expert will submit a follow-up report within the 4 weeks following the activity. 

 

 

Step Description Timing 

1 Launch the Call for Expression of Interest 29/11/2018 

2 Close of the Call 28/12/2018 

3 Selection of candidates January 2019 
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6 Requirements 
Applications are open to individuals who meet all the following requirements:  

1. Be an experienced Patient Representative (affiliated or not to a patient organisation) 

- Volunteer of a patient organisation or employee (representing an organisation) or, 

- Patient living with a rare disease 

- Family member/carer of a patient living with a rare disease.  

2. Have a keen interest in the medicines research and development process. Applicants should have a 

genuine interest in and sound understanding of medicines’ research and development processes.  

3. Proficiency in English, as the workshops and relevant documents are in English and Experts are expected to 

actively contribute to those. 

 

Applicants to the Pool should submit the following documents: 

- Application form (See template in Annex I) 

 

- Curriculum Vitae 

 

- Any available supporting documents attesting knowledge in the required topic 

 

Document applications must be sent to Maria Cavaller (maria.cavaller@eurordis.org) 

 

Closing Date for acceptance of application is: 28/12/2018 

 

If you are selected to be part of the Pool, your participation will depend on the topic of the PARADIGM activity, 

and your availability on the dates. In other words, even if you are selected as an Expert, we cannot ensure that 

you will be contacted to participate in the activities/workshops. 

6.1. Selection Criteria 
The selection criteria are as follows: 

1. Quality of the individual motivation for applying. Please provide answers to the following 

questions: 

 

- What are your objectives or goals in participating in the PARADIGM activities? 

- What do you expect to gain from these? 

- How does your personal and/or professional experience prepare you for the 

workshops/consultations? 

- How will your patient community or the disease you represent benefit from your participation in 

these activities? 

maria.cavaller@eurordis.org)
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2. Experience/knowledge related to Patient Engagement in medicines R&D and to PARADIGM 

workshops topics such as: 

 

- Identifying current gaps and needs in patient engagement  

- Metrics for monitoring and evaluating the impact of patient involvement 

- Co-design recommendations and resources to carry out patient engagement activities  

- Code of conduct and guidances  

- Systematization of meaningful patient engagement in medicines R&D 

- Sustainability of the Patient Engagement Framework 

 

3. Experience in interacting/collaborating with other stakeholders active in the R&D process of 

medicines and that could be related to the IMI-PARADIGM project. 

 

Current knowledge and experience in medicines’ research and development could be used as a selection 

criterion. PARADIGM is aiming to engage patients and patient representatives who have the motivation and skill-

set to acquire/apply expert-level knowledge across the whole spectrum of the medicines research and 

development process. PARADIGM activities are also expected to be learning opportunities for Patient Experts.  

The table below summarises the selection criteria and score percentages: 

 

 

7 Financial compensations  
A Memorandum of Understanding (MoU) will be signed at least 4 weeks before the activity/workshop and will 

frame the participation of the Expert within PARADIGM. 

In agreement with PARADIGM objectives of developing a sustainable framework for patient engagement 

medicines R&D, the PARADIGM consortium has agreed to remunerate Patient Experts involved in PARADIGM 

activities. This compensation aims to cover the time spent to attend the workshop, any potential child/elderly 

care arrangements and subsistence.  

Patient Experts participating in workshops will receive a compensation of 400€ (VAT included*) upon submission 

of the workshop report within the following 30 days.  

Experts who are employees of a patient organisation will only be compensated if they attend as volunteers and 

who do not receive similar compensation/reimbursement from their own (or other) organisations with regard to 

the same travel/subsistence expenditure.  

Selection criterion Score 

Quality of the individual motivation for applying 40 

Experience related to PARADIGM workshop topics 40 

Experience in interacting with relevant stakeholders 20 

TOTAL 100 
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Consultations can be conducted either face-to-face or in writing. If face-to-face, a compensation of 400€ will 

apply. If the consultation is conducted in writing, the Expert will receive a compensation of 200€. Employees of 

patient organisations will not be remunerated for written consultations.  

Travel and accommodation will be reimbursed. All costs must be justified by relevant supporting documents 

(invoices, receipts,etc) to be sent to EURORDIS Paris office within 30 days of the PARADIGM workshop and using 

EURORDIS Reimbursement Claim Procedures.  

8 Confidentiality and Management of 

competing interest 
The candidate will take care that they will not at any time, use, disclose, or communicate to any person 

confidential information relating to the affairs of EURORDIS and/or PARADIGM. This restriction shall continue to 

apply after the termination of the agreement ad infinitum. 

IMI provides a 'safe harbour' for all stakeholders to collaborate and work in a pre-competitive space. The nature 

of the workshops to be held within PARADIGM will follow the same spirit, meaning that the nature of the 

discussions does not involve a particular medicinal product or a specific company strategy. However, if the 

candidate considers that they have conflict of interest in relation to the tasks to be undertaken, they should 

inform EURORDIS. In that case, EURORDIS might consider replacing the candidate with another from the Pool 

for that particular task.  

EURORDIS will process the data submitted by candidates for the purposes of selection. Data will be treated with 

the utmost care and all appropriate steps to protect it will be taken. 

9 Contracting Authority 
EURORDIS-Rare Diseases Europe 

96 Rue Didot 

75014 Paris  

France 

http://www.eurordis.org 

10 Contact Person 
Maria Cavaller, Patient Engagement Junior Manager (maria.cavaller@eurordis.org) 

 

 

 

*Taxes vary a lot from one country to another therefore EURORDIS relies on the issuer to comply with local rules. 
 

http://www.eurordis.org/
mailto:Maria
file:///C:/Users/Elisa%20Ferrer/Documents/PARADIGM/Operations/10.%20Community/maria.cavaller@eurordis.org


 

 

EURORDIS-RARE DISEASES EUROPE 
Plateforme Maladies Rares    96 rue Didot 

75014 Paris    France 

 
EURORDIS Brussels Office 

Fondation Universitaire    Rue d'Egmont 11 

1000 Brussels    Belgium 

 
EURORDIS Barcelona Office 

Recinte Modernista Sant Pau    Pavelló de Santa Apol.lònia 

Carrer de Sant Antoni Mª Claret 167    08025 Barcelona    
Spain 

 

 
 


