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INTRODUCTION

•“Primary Immunodeficiencies”(PID) or “Inborn errors 

of Immunity”(IEI): 482 disorders

•Global prevalence: 

•86.3/100,000 (Boyle JM, Buckley RH. JoCI, 2007)

•29.1 /100,000 (US: Kobrynski et al, 2014)

•11/100,000 (France: Mahlaoui N, et al. JACI, 2017)

•Estimation in Africa (1,44 milliard):

•158,438 – 419,142

•Registries: 2,250 (publications)
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PIDs in Africa: Where are they?

• Many gaps throughout the 

continent:

• Diagnosis

• Management

• Awareness

• Involvement



A successful story: the A-Project

• One Day in One Country with One Expert

• Training program developped by ASID since 2013

• Further declined in several type and levels:

• Clinical A-Projects Level 1, 2 and 3

• Nurse A-Project

• Biological A-Project
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Portugal 2013



1st A-Project: Benin (2014), then…



A successful story: Senegalese A-Project

• Combined Clinical A-Project with 1st Biol A-Project

• To identify clinicians to involve in further training programs

• Initiative to create a patient support association

• Four years later (2019):

o Dakar hosted the 6th ASID meeting

o ASDIP participated to WPIW

• Now:

o Specific consultation for IEI in Dakar

o Basic diagnosis available
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Kenya A-Project: same story



Challenge(s) in Africa
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• Closing the gaps furthermore!

• Getting data for Africa: striving to set up a registry 

since ASID creation!!

• Diagnosis: Availability of genetic diagnosis

• Management:

•Availability of (affordable) IgG replacement therapy

• HSCT: training and networking



Q5: Did you hear about a PID patient registry/data collection in your country?



Q7: If you are not participating in a registry, what are the main reasons?

Other reasons: 
•Registry not available (3)
• No cooperation in collecting data (1)
•Lack of human resources (1)
•Lack of communication (1)
•Legislation on Data protection (1)



CONCLUSION

ASID is still young (15 years) and has a long way to go...
... But we already get this far, thanks to networking, patient associations, 
constant training and perserverance!
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