
 
 

Annex  
 

 
RDI Council Members: Role & Responsibilities 

 
 
 
 The RDI Council 

 

 The Council is elected from full members of RDI, but represents all members of RDI 

 The Council acts to serve RDI’s vision, mission and objectives 

  At least two members will stand for re-election every year to guarantee a rotation and diversity 

within the Council.    

 On key strategic decisions every effort will be made by Council Members to proactively consult 

members  

 
 Role 

 
 To direct RDI towards the implementation of its mission 

 To ensure that RDI has a long-term strategy to achieve its objectives and towards which it makes 

consistent progress 

 To ensure the good governance of RDI 

 To ensure that RDI and its assets are effectively managed 

 

 Requested commitment: election, replacement and resignation 

 
 Only full members of RDI may participate in the election of Council Members. 

 Each full member of RDI may send to the RDI Secretariat an Expression of Interest in the form of 

the enclosed nomination form presenting an individual representative to serve on the Council.  

 Only one nomination, signed by the organisation’s legal representative may be submitted.  

 No RDI member organisation may have more than one representative on the Council at any given 

time. 

 Elected members serve for a three-year term. 

 Outgoing members of the Council are eligible to be nominated by their organisation for re-election. 

 The Council members may not have alternates.  Council members who cannot participate in any 

specific meeting or activity may not designate someone else to fulfil their role or obligation. 

 While Council members are nominated by their member organisation, they are elected as individuals.  

The member organisation may not, prior to the end of the Council member’s term, substitute another 

representative for the individual elected.   

 Moreover, the elected Council member will relinquish his/her membership in the Council for any of 

the following reasons: (1) the individual is no longer recognised as its representative by the RDI 

member; (2) the organisation’s RDI membership is discontinued; or (3) the individual leaves the 

Council for any other reason.   

 In the case of a vacancy prior to the end of the term, the position will be filled by the candidate who 

has the most votes amongst candidates that did not win a seat in the last Council election. This 

member will hold the seat for the remainder of the term until the next election. 

 The Council meets once every other month normally via teleconference, as well as (at least) two 

physical meetings within twelve months 

 Council officers (Chair, Secretary and Treasurer) meet every month (one month with the Council and 



 
 

one month amongst Officers only) 

 Unjustified absence from three consecutive Council meetings can result in dismissal. 

 
 Responsibilities 

 

 Planning: 

 Participate in creating and reviewing strategic direction. 

 Contribute to and approve the action plan, budget and projects. 

 Collectively agree upon objectives and achievable benchmarks as well as assess progress on a regular 

basis. 
 

 Oversite: 

 Provide oversight to ensure the effectiveness of the organisation, in particular, adequate personnel, 

financial structuring and resources to meet RDI’s needs. 

 

 Attendance and Outreach: 

 Attend Council meetings and undertake the necessary preparation in advance of meetings. 

 Represent RDI in external events, as requested, and provide feedback to the Council: short report, 

paper, presentation materials etc.  

 Contribute actively to the development of RDI and further its aims by engaging potential members 

and potential funding partners. 

 

 Membership Responsibilities: 

 The Council is responsible for the admission or rejection of candidates as well as the expulsion of 

members according to RDI’s bylaws 

 Explain the benefits of RDI and encourage member organisation to get involved in the actions and 

/or make voluntary contributions towards the initiative 
 
 Required capacities 

 
 Essential individual qualifications: 

 Good level of English 

 Ability to commit time to meetings and preparation of meetings (at least twelve whole days 

equivalent per year) 

 Ability to act as an RDI representative, to inform of its activities and encourage new membership 

 Ability to work as part of a multi-cultural team 

 
 Desirable Individual qualifications 

 Personal knowledge/association with rare diseases 

 Knowledge of medical, social or regulatory issues around chronic illness, disability or rare diseases 

 Experience of working in multi disease and/or multi-national patient networks 

 Experience   of   working   as   a   patient   advocate   and/or   within   multi-stakeholder committees. 

 Ability/confidence to work effectively at conferences and workshops as a speaker or participant 

 Experience advocating for rare diseases internationally 

 


