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• IPOPI is the Association of national patient 

organisations dedicated to improving 

awareness, access to early diagnosis and 

optimal treatments for primary 

immunodeficiency patients worldwide 

• Established in 1992 

• 20th anniversary 
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BOARD  - 8 MEMBERS 

EXECUTIVE DIRECTOR PLUS STAFF 

MEDICAL ADVISORY PANEL 

 

OFFICES IN : 

UNITED KINGDOM 

BRUSSELS 

LISBON 

 

42 NATIONAL MEMBER ORGANISATIONS 

 

  

 

 

 

 

 

 

  

 

 

 

 



www.ipopi.org 

PID Forums – SCID Newborn 

Screening & HTAs in 2011:  

 

 

 

 

 

 
Building political momentum 

around PID issues 

 

Recommendations, 

Parliamentary Questions and 

EP resolutions 

 



www.ipopi.org 

• IPOPI works with other patient organisations 

representing rare plasma related disorders 

under a coalition group called   PLUS                    

consisting of: 
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  IPOPI’S EXPECTATIONS 
 

INTRODUCTION TO OTHER PAEDIATRIC NETWORKS; 

 

 OPTHALMOLOGY 

 HAEMOPHILIA 

 

 

 

INTERACTION WITH OTHER PCWP MEMBERS  

 

HEALTH CARE PROFESSIONALS 

 

STIMULATE INTERESTS AND RAISE AWARENESS 

 

PROMOTE  RESEARCH - MPROVED TREATMENT 
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THANK YOU 
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jose@ipopi.org 
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