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• At international level
• Advocacy towards WHO
• Position statements
• Advocacy for WPIW (*)

• At regional level
• PID Forums (*)
• APEC (*)
• EU newborn screening for rare

diseases campaign
• Regional advocacy training

workshops (*)

• At national level
• SCID NBS national campaigns
• Advocacy & policy support to
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• Stakeholder collaboration:
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• Rare Disease International

• Advocacy materials (*)
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International level

• Advocacy towards WHO 
• WHO Model List of Essential 
In Vitro Diagnostics

• 2 stage consultation for update
Successful 1st stage

Joint application with IUIS
Support of 8 scientific organisations &
2 pharma platforms & other stakeholders

Working on 2nd stage
Deadline 15 November



At regional level

• PID Forums (*)
• Different relevant topics for EU 
• Development of policy documents
• Upcoming 12th PID Forum – 27th November, Brussels
• Open to all European NMOs wishing to come 
• 2 grants available to NMOs per Forum

• Regional advocacy training workshops (*)
• Support development of advocacy & media skills
• Help implementing realistic & actionable advocacy plans
• Identification of regional priorities
• Promote cooperation amongst national representatives



At national level

• SCID NBS national campaigns
• So far, IPOPI has supported 4 national campaigns
• Currently supporting a campaign in Spain 

• Advocacy & policy support to NMOs (*)
• On the basis of NMO needs
• Different tools: 

• Letters of support
• Letters to policy makers
• Feedback on campaign and/or materials



Advocacy materials & publications

• Advocacy materials
• No need to reinvent the wheel – check IPOPI’s website
• On different topics

• Publications



Saara Kiema
NMO Programmes Officer

24 October 2018
Lisbon

IPOPI NMO Programmes
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NMO events
• Global Patients’ Meetings

• Regional Patients’ Meetings
• Back to back with regional societies: ASID, LASID, SEAPID, APSID

• National Patients’ Meetings

• NMO Launch Meetings

• Regional and National Clinical Care Meetings
• Next one in Bangkok, 10-11 November 2018

Philippines 2018 Brazil 2017 Zambia 2017 Vietnam 2017



NMO online resources



NMO grant programmes

IPOPI has two grant programmes and toolkits to support its
NMOs carry out awareness and advocacy campaigns

IPOPI NMO Support Grant Programme

IPOPI WPIW Support Grant Programme





PID Genius – update 2018!



Stakeholder collaboration

• IPOPI Medical Advisory Panel Support

• Collaboration with medical societies (ASID, SEAPID, LASID)

• Research projects – RECOMB 
• Developing gene therapies for RAG1-SCID
• Closely working with Advocacy and Health Policy Manager, Leire Solis 

and Communications Manager, Magda Lourenço



In the pipeline

• Clinical Care Webinars
• first one on 14th November: Advances in 

management and care of CVID, by Prof Klaus 
Warnatz

• Registration now open!

• PIDetect
• Diagnostics training programme established by IPOPI
• Pilot done for Indonesia in December 2017
• Collaboration with ERASMUS University Hospital, 

Rotterdam
• Goal to train doctors on PID diagnosis and have them 

teach the acquired knowledge in their country



Magda Lourenço 

Communications Manager 

Communications’ update



Video – PIDs in Africa 

- Following Poster POTENTIAL FOR 
MANAGEMENT OF PIDs IN AFRICA (ASID 
2017meeting)
- To raise awareness of PIDs by sharing 
statistics and simple means of diagnostic.



Video - RECOMB 

RECOMB - Stem-cell based gene therapy for recombination deficient SCID

- Several complicated concepts 
- Novel treatment
- Reach a broad yet focused audience



Publications  
Leaflets

- Always amongst most read IPOPI.org pages
- Next 3: CVID, Guide for Internal medicine specialists, PIDs and HSCT



Publications
e-News Summer



Social media – Twitter 



Social media – Facebook 



IPIC2019



Thank you!


