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Empowerment:  

ïThe National Perspective - B. OôMahony (Ireland) 

 

Working Together: 

ïThe Physicianôs Viewpoint ï D. Hart (UK) 

ïPeople with Haemophilia and the Future ï G. Calizzani (Italy) 
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Patient Organisation Empowerment: 
The National Perspective. 
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Role of Patient 
Organisations  

ÂRepresent interests of People with 
Haemophilia (PWH) and related disorders 

ÂWork with Doctors, Health Care Workers, 
Industry, Government to achieve 
optimum care 

 

ÂAdvocacy 

Â Inform Politicians, Media 
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Levels of Involvement  

Â Basic  

   -Provide support to PWH and families 

  - Education and Peer support 

  - Building a Community 

 

Â Advocacy  

  - working with Doctors, Hospitals,    
Health authorities on behalf of PWH 
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Levels of Involvement  
ÂCo-ordinated Advocacy  

 - Meeting with Government, Health Authorities 
or Hospitals in co-operation with Doctors, 
Hospitals 

  - Joint or separate approach/submission 

  - Agreed objectives 

  - Doctors and Organisation need to agree on 
objectives and present a united front  
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Levels of Involvement  

ÂRepresentation  

   - Hospital committees 

   - Audit teams (UK, Ireland) 

   - Health Committees (USA, Canada, Ireland)  

   - Review bodies 

   - Observer status on Tender Commission  

  (Bosnia, Bulgaria) 
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Levels of Involvement  

Â Formal representation  

  -Tender Commission      

  (Ireland, UK, Canada, Brazil, Thailand) 

Â -National Blood Authority  

  (Canada, Australia, USA, Japan, Germany) 

Â National Haemophilia Committee 

    (Thailand, Tunisia, Georgia,  

  Ecuador, Ireland) 

Brian OôMahony 2011 



Levels of Involvement  
     Statutory Representation ï Ireland  

 

Â National Haemophilia Council  

   :Recommends priority for  

   allocation of haemophilia budget 

   :National Treatment Guidelines 

   :Audit of Treatment Centreôs 

 

Â Haemophilia Tender Commission  

    :Patient organisation formal role in selection of medicines 
for country  
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National Haemophilia Council: 
Ireland  
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Haemophilia Legislation - Ireland  
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  Inclusive National 
Committee  

Â Ireland                 

Â Georgia                 

Â Canada                 

Â Australia 

Â Lebanon 

Â Tunisia 

Â Egypt 

Â Japan 

Â Brazil 

Â Uruguay 

Â New Zealand 
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