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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 

 

Introduction and history 

Mission Statement 



• IPOPI came into being as a result of an 

initial meeting in Oxford, UK, in September 

1990, when an interim organising 

committee was established  

 

• Two years later in 1992, IPOPI was formally 

established. in Lugano, Switzerland. 

 

History 

Introduction and history 





• Argentine, Australia, Austria, Belarus, Belgium, Bosnia & 

Herzegovina (A), Brazil, Bulgaria (A), Canada, Chile, 

Colombia, Cyprus, Denmark, Estonia, Finland, France, 

Germany, Greece, Hungary, Iceland, India, Iran, Ireland, 

Italy, Japan, Mexico, Morocco, The Netherlands, New 

Zealand, Norway, Peru (A), Poland, Portugal , Romania, 

Russia, Serbia, Slovenia (A), South Africa, Spain, 

Sweden, Switzerland, Turkey, United Kingdom, United 

States of America (2), Uganda (A), Uruguay, Venezuela 

 

 

IPOPI has 49 National Member 

Organisations (NMOs) 

Structure 



Board of Directors 

Jose Drabwell, Chair (UK) 

Martine Pergent, Vice-Chair (France) 

Sven Fandrup, Treasurer (Denmark) 

Marcia Boyle (USA) 

Dragana Koruga (Serbia) 

Maria Michelfelder (Sweden) 

Christine Jeffery (Australia) 

Roberta Pena (Argentina) 

Joy Rosario (South Africa) 

Vicky Modell (USA – JMF Strategic Partner) 

Staff 

Johan Prévot Executive Director 

Magda Lourenço, Communications/NMOs 

Carla Morgado, Executive Assistant 

Carol Tavener & Clare Glynn, Fincances 

David Watters, Consultant 

Health Policy & Advocacy Manager as of 2014 

 

 

Introduction 

Medical Advisory Panel 

Dr. Teresa Espanol, Outgoing Chair (Spain)  

Prof. Bobby Gaspar, Incoming Chair (UK) 

Dr. Nizar Mahlaoui, Incoming Vice Chair (France) 

Prof. Ewa Bernatowska  (Poland)  

Dr. Jose Franco (Colombia) 

Prof. Andrew Cant  (UK)  

Dr. Esther de Vries (Netherlands)   

Prof. Luigi Notarangelo  (Italy/USA) 

Dr. Monika Esser (South Africa)  

Prof. Alessandro Plebani (Italy) 

Prof. Amos Etzioni (Israel)  

Prof. Surjit Singh (India) 

Prof. Alain Fischer  (France)  

Dr. Klaus Warnatz (Germany) 

   

 

 

  



Strategic Objectives 

Objectives 



IPOPI implements these objectives by 

Strategic Objectives 

• Being the global advocate of the PID patient community 

–  in all relevant policy, legislative and regulatory matters 

– for improved access to early diagnosis and safe and effective 

treatment for PID patients 

• Working in close collaboration 

–  with its NMOs, other plasma protein user groups and relevant 

stakeholders 

• Monitoring the international supply of immunoglobulins 

• Assisting in the development of new NMOs  

– through twinning, advocacy and support programmes 

• Organising key events  

– including a biennial conference in close partnership with the 

professional organisations for clinicians (ESID) and nurses 

(INGID) 



• European Parliament STOA Panel, 17 March 2004 

EU Advocacy Campaigns 

Recommendations on: 

 

1.   Awareness & Education 

2.   Screening & Diagnosis 

3.   Treatment & Management 

2010 

Key Achievements 

Involvement in key policies: 

 

1.   Rare diseases policies 

2.   Cross border healthcare 

3. EMA & EUCERD 

       & more...... 



PID Forums & Follow up National campaigns 

 

 

 

 

 

 

Building political momentum 

around PID issues 

Recommendations, 

Parliamentary Questions 

and EP resolutions 

Key Achievements 

National policy & media 

follow up campaigns 



• LASID/ IPOPI Meetings for Latin American PID patient 

groups, Cartagena & Mexico City  

• Eastern Europe: Moscow, Belgrade, Berlin..... 

• ASID/IPOPI in Africa 

 

 

 

 

 

Regional Meetings and Campaigns 

Key Achievements 



Key Achievements 

IPOPI Biennial Meetings with  

Past Meetings: 

1992 Lugano, Switzerland 

1994 Sitges, Spain  

1996 Goteborg, Sweden  

1998 Rhodos, Greece  

2000 Geneva, Switzerland  

2002 Weimar, Germany  

2004 Versailles, France  

2006 Budapest, Hungary  

2008 Den Bosch, Holland 

2010 Istanbul                                                                                            
2012 Florence 

Upcoming Meetings: 

2014 Prague 

2016 Barcelona 



• IPOPI Website provides efficient online resource for PID patients  

and stakeholders 

• New Social Media Tools 

• eNews – quarterly electronic newsletter 

• IG Database: online directory of IG therapies available worldwide 

• Publications  

 

 

 

 

 

 

Key Achievements 

Communications Tools 



New! 

Key Achievements 

Surveys 



 To support  NMOs carry out awareness and advocacy campaigns: 

• Awareness Campaign Workshops (national) 

• Advocacy and Media Training Workshop (regional) 

• NMO Professionalization Programme 

• IPOPI NMO Support Grant Programme 

• IPOPI World PI Week Support Grant Programme 

• IPOPI Toolkits and Guidelines 

• IPOPI Nmo website support tool 

 

IPOPI NMO Support Programmes and 

Toolkits 

How can IPOPI help? 



         Awareness Campaign Toolkit 

• Broadcast Guideline 

• Government Fact Sheet 

• Media Guidelines 

• Template Celebrity 

letter 

• Corporate Sponsorship 

Guideline 

• Celebrity guidelines 

• Family/School 

guidelines 

• PID leaflet guideline 

• Facts for the Medical 

Community Guideline 

• World PI Week Toolkit 

• NMO Website Toolkit 

 

How can IPOPI help? 



      Advocacy and Media Training Toolkit 

• Press conference check 

list 

• Effective use of the 

media 

• Government outreach  

• Broadcast guideline 

• Celebrity guideline 

• Medical profession 

factsheet 

• Government relations: 

making your case 

effectively 

• Government factsheet 

• Media guideline 

• World PI Week toolkit 

 
Online resources: 

 

www.ipopi.org 

 

www.worldpiweek.org  

IPOPI website contains a wealth of 

other resources (publications, 

position statements, latest news, IG 

database..) 

How can IPOPI help? 

http://www.worldpiweek.org/


• BOPPI – Patient Group 

• BPIDG – PID Physician Group 

• Support local patient group through identification of 

national objectives in cooperation with doctors. 

• Establish action plan 

• Presentation of  IPOPI Awareness Toolkit  

• Follow up awareness campaign: 

IPOPI NMO PID Awareness Campaign 

Workshop – Belgium (2011) 

How can IPOPI help? 



Elaboration of national PID awareness & 

advocacy campaign action plans in Ireland and 

Spain 

Improved NMO’s skills set 

Strengthened network of re-motivated and more 

efficient NMOs  

Case study reports to all IPOPI’s NMOs 

IPOPI NMO PID Awareness Campaign 

Workshops – Ireland and Spain (2012) 

How can IPOPI help? 



First ever joint meeting of two key patient groups and doctors 

Decision to move forward with joint national PID awareness 

campaign: 

 Joint response to National RD Consultation outlining PID 

community priorities 

 Political awareness and advocacy campaign planned for 2013 

 Joint event during WPIW 2014 

Strengthened network of stakeholders and UNIFIED approach 

IPOPI NMO PID Awareness Campaign 

Workshops – Brazil (2013) 

How can IPOPI help? 



Increased number of efficient patient advocates – Closer 

regional NMO Network 

Attendance of 6 countries NMOs incl. Romania, Russia, 

Poland, Serbia, Hungary, Turkey 

Increase in advocacy campaigns to improve access to 

diagnosis and care in target countries 

Regional priorities identified –i.e. lack of appropriate adult 

care 

Re-motivated NMO leaders in the region 
 

IPOPI NMO Regional Advocacy and Media 

Training Workshop – Eastern Europe 

How can IPOPI help? 



IPOPI in Africa 

• IPOPI Regional African Patient Meeting in South Africa, 

back to back with 2013 ASID congress  

  

 

 

Increased number of efficient patient advocates – Closer 

regional NMO Network 

Attendance of several countries: South Africa, Uganda, 

Morocco, Senegal, Zambia….. 

Regional priorities identified & action plans established 

Launch of new NMO in Uganda 
 

How can IPOPI help? 



IPOPI NMO Website Toolkit 

How can IPOPI help? 



• Launched in 2011 

• Over 3 years, IPOPI supported the organisation of 31 national 

World PI Week campaigns so far including: 

 

• Media outreach campaigns 

• Medical & public awareness campaigns 

• Advocacy campaigns 

• Targeted events 

• Publications                                       TEST, DIAGNOSE, TREAT 

 

 

 

 

 

 

 

 

 

 

IPOPI World Primary Immunodeficiency 

Week NMO Programme 

Stakeholder collaboration 



•Doctors (LASID, ASID, ASIA,….) 

• Regulators – EMA, FDA and NCAs 

• Nurses 

• Industry 

• WHO  

• EU Institutions 

• Stakeholder platforms: 

• Eurordis 

• Epposi 

• IAPO  

• etc 

 

Working with others…. 

Stakeholder collaboration 



• IPOPI successful in launching many NMOs worldwide 

• Support tools and support programmes are available! 

• Work together with local stakeholders to ensure that: 

• The PID community’s voice is heard 

• Your priorities are acted upon 

• Your messages and actions are delivered consistently. 

• Patients with a PID can be diagnosed early and get  access to their 

appropriate treatment. 

• Next steps for Thailand: 

• Decide on key people to involve in Thai NMO 

• Objectives & structure – IPOPI associate membership 

• Register the NMO – IPOPI Full membership 

• Increase awareness, improve diagnosis & treatment 

 

 

Conclusions 



 First International Primary Immunodeficiencies 

Congress - 7& 8 November 2013, Estoril, Portugal 

Upcoming Events 

Looking ahead…. 

 IPOPI Malaysian PID Workshop, NACLIS6 Meeting, 

Kula Lumpur, October 2013 

 IPOPI Participation in PID Workshop, Hong Kong, 

December 2013 

 ....and more actions in Asia in 2014 we hope! 
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IPOPI Bob LeBien Asian  

Programme 

For their support to this event! 

 



Obrigada pela atenção 

Thank you for your 

attention! 


