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A place to interact, exchange ideas, 
share and learn from others!

Welcome to the XVth Global PID 
Patients Meeting



A place to celebrate our community and 
remember how and why we are all here!

Luciano Vassalli Award
LeBien Award

Welcome to the XVth Global PID 
Patients Meeting



• IPOPI is the association of national patient organisations 
dedicated to improving:
awareness
access to diagnosis and 
optimal treatments 
worldwide for primary immunodeficiencies 

• Established in 1992 and growing year after year!

IPOPI’s Mission



IPOPI has 65 
National Member 

Organisations
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Structure



IPOPI strategic plan 2016-2020

Awareness

Diagnosis & 
Care

Stakeholder
collaboration

NMO 
Support



1. To promote early diagnosis & ensure optimal access 
to care

Advocacy at the international level: 

Strategic Plan 2016-2020



1. To promote early diagnosis & ensure optimal access 
to care

Advocacy at the Regional & National level: 

Strategic Plan 2016-2020

APEC Blood Policy 
Forum

EU PID Forums

National campaigns with our 
NMOsRegional advocacy toolsAdvocacy tools



1. To promote early diagnosis & ensure optimal access 
to care
Monitor developments and advance Promote early diagnosis 
clinical care globally

Strategic Plan 2016-2020

PIDetect Programme

National Clinical 
Workshops



Advocacy at the Royal Level…



2. To develop, strengthen and support national member 
organisations (NMOs) 

Support the launch of new NMOs Information & skills building

Strategic Plan 2016-2020

National Launch Meetings

Skills Building 
Workshops



2. To develop, strengthen and support national member 
organisations (NMOs) 
Provide Support to NMOs

Strategic Plan 2016-2020

Skills Building 
Workshops

Strategic Workshops

And other ways! 

Financial support to NMO 
campaigns and events



3. To raise PID awareness globally
Implementing awareness campaigns at various levels

Strategic Plan 2016-2020

IPOPI WPIW events

Regional campaigns

Social media



3. To raise PID awareness globally
Compile and promote data

Strategic Plan 2016-2020

IPOPI WPIW events

Regional campaigns

Social media

IPOPI surveys



4. To stimulate stakeholder collaboration

Secure patients interest through global stakeholder collaboration

Strategic Plan 2016-2020

PLUS stakeholders platform

Regional collaborations: ASID, 
LASID, SEAPID/APSID etc



4. To stimulate stakeholder collaboration

Diversification of stakeholder collaborations – societies & others

Strategic Plan 2016-2020

PLUS stakeholders platform



4. To stimulate stakeholder collaboration

Diversification of stakeholder collaborations – corporate partners

Strategic Plan 2016-2020

PLUS stakeholders platform



Number of National Member Organisations

Income and Expenses GBP
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IPOPI on the move



• The vast majority of patients affected with a PID worldwide still do

not have access to their life saving and/or life enhancing

treatments

• Put PIDs and PID patients on the map is a top priority

• Huge disparities between and within regions in terms of diagnosis

and access to treatments

• Many countries do not have active NMOs yet

• Continue and increase support to our existing NMOs!

• We need to be proactive but also vigilant and reactive whenever

needed

• IPOPI is committed to further increase its actions through a

strategic, focused approach in unison with its stakeholders

What lies ahead



4th IPIC, Madrid



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

2014 Prague

2016 Barcelona

2018 Lisbon

Upcoming Meeting:

2020 Birmingham 

Biennial Meetings
Next stop: Birmingham 2020



Obrigada pela 
atenção

Thank you for your attention!


