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Forum for people living with RA – 
sharing skills and expertise 
September 21-22, 2009, Prague, Czech Republic 

 

 

The Forum for people living with rheumatoid arthritis (RA) brought together 29 patient group 
representatives active in the field of RA from 15 countries in Europe and as far away as South Africa 
and Mexico.  The purpose of the Forum was to increase the capacity of patient groups in RA by 
sharing skills and expertise. 
 
The one-and-a-half day Forum, hosted by Roche and chaired by Mary Baker, MBE, focused on two 
topics: Strengthening your organization and Contributing to healthcare policy.  The Forum was a 
mixture of presentations covering theory and practical experience from the field of RA and role play.  
“The special strength of the Forum was that whatever their culture and country, the groups face the 
same issues and needs.  This training programme allowed them to learn from each other about what 
they can do to support people affected by RA.  We hope they will return to their own country and put 
into practice the things they learnt and that the friendships they made in the Forum will continue to 
support them as they move forward” said Mary Baker. 



We Innovate Healthcare 
 

 

2 

 
The first day addressed how patient groups can strengthen their organization.  Topics covered 
included developing clear objectives, governance (having an effective board), fundraising and 
implementing plans. Day two opened with a presentation from Ingrid Burman, a former member of 
the Swedish Parliament, on how to get policy makers to take up your cause.  This was followed by a 
description of the tools and tactics groups can utilize in their advocacy work and several national 
examples of where RA groups have developed advocacy related activities.  The meeting finished with 
a role play where volunteers from the participants met a “parliamentarian” in an effort to get them to 
take up the RA cause. 
 
Why did Roche host the meeting?  Roche has seen for itself the tremendous work that RA patient 
groups carry out on behalf of people affected by the illness.  The company recognizes that training 
may not always be a priority for groups with limited resources and providing this training is a way 
that Roche can assist the groups.  “Roche is giving important help to the groups by supporting their 
development and growth in training courses such as this”’ said Mary Baker.  
 
The participants’ evaluation of the meeting was overwhelmingly positive and more than 9 out of 10 
participants would want to take part in further meetings of this kind.  In particular, the opportunity to 
learn from each other was much appreciated by the participants, as illustrated by some of their 
comments: 

 
“All practical examples were/are very valuable for our organization to improve our work to be 
more effective.”  
 
“It was very interesting to hear so many different ideas of so such different countries and their 
problems.” 
  
“It was very educative and helpful as well! Thank you.”  
 
“They gave us all the necessary, essential information to operate an organization successfully. 
All the essential aspects were covered.” 
  
“Excellent!” 
 
“A lot of experience from others about conversations with politicians, decision makers.  Great 
to hear all, great to have the opportunity to get to know everybody.” 

 


