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An umbrella organisation of 45 countries

European League Against 

Rheumatism

Founded in 1947

Located in Zurich, Switzerland



EULAR institutional members
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EULAR represents 120 

million people with 
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Europe.
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in Europe
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The EULAR PARE Network of 

Patient Research Partners

Wide variety of 

rheumatologic conditions



Patient research partners are persons 

with a relevant disease who operate as 

active research team members on an 

equal basis with professional 

researchers, adding the benefit of their 

experiential knowledge to any phase of 

the project.
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Patients became gradually involved

Tasks of Patients in BTCure (2011)

Implementing BTCure dissemination strategy 

Giving input on various questions important for patients: e.g. ethical 

concerns, informed consent procedures, biobanks.

 EULAR nor PARE involved in the initial face of 

developing BTCure study design 

Be The Cure’ (BTCURE), is an IMI* funded research project which aims 

to develop new therapies against rheumatoid arthritis. With a total 

budget of EUR 35 million and 37 partners from all over Europe, it is 

hoped that by combining academic and industrial resources, basic 

understanding of disease processes and therapeutic development will be 

enhanced.

http://www.imi.europa.eu/


Patients became gradually involved

 Implementation was limited

No appropriate selection of patient research partners

 WP9 - 3 Patient research partners (PRP) involved in 

questionnaire on personalised medicine

 PRPs did not come to the workshop on informed consent 

procedures

No preparation, support or education of patient research partners

 WP5 PRP attended BioBanking Workshop

 PRP felt ‘lost and worthless’

Researchers were of good will, but didn’t know when and how to 

involve patients.



Ways to optimize patient involvement (1)

 Official independent “Patient Advisory Board” for 

BTCure was founded (2013)

Annual presentation of patient advisors in the BTCure Steering 

Board meetings

 Highlighting the challenges & opportunities for patient 

involvement

 Introducing the EULAR recommendations for the involvement 

of patients in scientific projects

 Representativeness of the patient perspective is a responsibility 

of all members of the consortium

 Representativeness of the patient perspective can be obtained 

using multiple forms of patient participation at different 

moments and on different levels.



Ways to optimize patient involvement (2)

 Meaningful involvement of PRP Network members in 

BTCure Work Packages

WP5 - Input to BTCure Use of Animal Model report:

 Letter of Appeal on Animal model work disseminated to PARE 

organisations and national governments 

 BTCure informed EULAR about EU data regulation initiative  EULAR 

joined Action for Protecting health and scientific research in the Data 

Protection Regulation 2012/0011 (COD)

Improved EULAR / BTCure collaboration 

 Closer ties between EULAR Study Group on Animal Models for 

Rheumatic Diseases – PARE newsletter Breakthrough article by R 

Lories for Oct 2015





Ways to optimize patient involvement (3)

 Meaningful involvement of EULR PARE in 

dissemination of BTCure results

PARE newsletter

PARE educational conference

WP5 – Publishing annual patient activity report targeting all  national 

patient organisations



Disseminating BTCure results: PARE newsletter
(April 2013)
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Disseminating BTCure results: PARE conferences
( Iceland, Croatia and Ireland )



Improving collaboration and outcomes

“I gave an overview of the PRP involvement 

and yes, speaking to the assembly and my 

presence at the whole meeting, I felt that our 

messages were well received and better 

integrated at the consortium” (Oct. 2015)

Marios Kouloumas

EULAR vice-president representing PARE

BTcure Patient Advisory Board
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Suggestions for future involvement of patients

Patient organisations should be included in consortium and project 

development right from the start. PRP networks are an invaluable 

resource for researchers

Develop a governance structure and budget for patient involvement

Ensure communication flow, build up trust relationships between patients 

and their organisations, and foster mutual learning processes – Start 

small, be sincere and try to do things good

Formulate tasks, responsibilities and resources for PRPs to enable 

meaningful input by patient (organisations)

Organize appropriate introductions and training for PRPs

Tokenism can be avoided if researchers are adequately informed and 

coached about the how of participatory research
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Thanks for your listening

martinusdewit@hotmail.com


