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Excellence in Rheumatology 2012 Patient Meeting 

Dear Member of LUPUS EUROPE
On behalf of the Excellence in Rheumatology Patient Programme Committee, we would like to inform you of a new initiative taking place within the Excellence in Rheumatology conference, Madrid, 25-28 January 2012. A dedicated Patient Programme focusing on Lupus and Rheumatoid Arthritis has been devised with Lupus and RA patient delegates in mind. 
The Patient Programme organizers are granting 25 bursaries for Lupus patients to attend this conference.  Each bursary will provide:
· Economy class tickets from country of origin to Madrid

· 3 nights’ accommodation in Madrid for the duration of the Patients’ Meeting and EiR

· Registration to attend the Patients’ Meeting and EiR

We want to ask you to nominate one potential patient candidate within your country member’s organisation to attend the conference and apply for a bursary.  LUPUS EUROPE will then review the applications and assign the bursaries to suitable candidates.

The Patient Meeting programme
The Patient Meeting will take place over 2 half days, on 25 and 26 January.  The meeting programme was entirely developed by the Patient Programme Committee with the aim to focus on issues of relevance for the patient, such as Doctor/Patient communication, how to communicate effectively to health professionals, key symptoms common to both Lupus and RA such as pain and fatigue; latest developments in the management of Lupus and examining patients’ expectations of rheumatology services by discussing how guidelines might help patients to solve unmet needs. These keynote sessions will be followed by interactive workshops about personal experiences and ideas about new treatments etc and including the importance of patient responsibility around the need for self-management and regular monitoring.  The meeting programme is attached for your information. You will note a mix for both Lupus and RA (day one – joint programme, day two – separate programme). Additionally, during the EiR conference expert patients will man stations that health professionals can visit during the breaks; “Hot-spots” for informal meetings between patients and health professionals; patient delegates will have access to the scientific conference sessions.  
The Patient Meeting objectives

The meeting’s main objective is to enable patient delegates to: 

· Learn about the management of their disease

· Share personal experiences

· Promote dialogues between patient delegates and health professionals

· Exchange ideas for dissemination of the information

· Work collaboratively afterwards to disseminate the information and knowledge they have received to their own patient communities

Target group – general selection criteria for bursaries

The programme is focused on patients who

· have personal experience of living with Lupus and are involved as volunteers working with and for fellow patients;
· have rarely had the opportunity to attend an international rheumatology conference (or who have attended some conferences) and are keen to learn more on the topics featured in the EiR patient programme for 2012;
· have a good understanding of the English language so that they can take advantage of the whole experience, scientific sessions and any joint sessions taking place;

· are interested to learn ways of coping with the many problems that come with Lupus and who are expected to contribute and to participate pro-actively;
· can take responsibility to learn ways of sharing this information with fellow patients; 

In summary, the patient profile for the recruitment and selection of participants is the following: 

· Must be able to communicate well in English

· Is in a position to feed back to a wider audience post conference, through local support groups, local hospital education sessions etc

· Is interested in patient education/self-management strategies

· Has links to a national patient group to feedback to
· Could get media coverage in home country about attending the conference, even if only in local press/radio
Please find complete details and application form for patient delegates on the following website: http://www.excellence-in-rheumatology.org/content/welcome-address-0.

We will be happy to give any additional information or assistance and we look forward to your recommendations to be received by: 15 October 2011.

Excellence in Rheumatology Patient Programme Committee

· Ailsa Bosworth, Chief Executive, National Rheumatoid Arthritis Society, UK

· Marja Kruithof, Chair of the NVLE, Dutch Patients Organization for Lupus, APS, Scleroderma and MCTD and Secretary of LUPUS EUROPE 

· Yvonne Norton, Founder and Chair of West Midlands Lupus Group, Vice Chair of LUPUS UK and Chair of LUPUS EUROPE

· Peter Norton, Treasurer of  West Midlands Lupus Group and Treasurer of LUPUS EUROPE

· Maarten de Wit, Responsible for Scientific Research and International Contacts within the Dutch Arthritis Patient League, The Netherlands

