
A Simple Matter of Life

The importance of the early diagnosis of 

Primary Immunodeficiency also known as 

Inborn Errors of Immunity (IEI’s) 
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Inborn Errors of Immunity, also known as 

Primary Immunodeficiency, is a genetic 
condition affecting the efficiency of the 
immune system 

Over 480 different PID’s have been 
identified ranging from the very rare SCID 
(Severe Compromised Immunodeficiency 

Disease) to relatively common selectively 
IGA deficiency
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Overview

• Background

• Challenges

• PiNSA

• Way forward
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Background

• 62 million people (Stats SA 2022) 

• 11 official languages

• 29 years of democracy

• 9 provinces

• 2.5 million taxpayers pay 84% of personal 
income tax (2022/2023 financial year)

• Private healthcare versus state healthcare

• Estimated at ? undiagnosed patients

2025/03/09 Bianca Dessignton IUIS 2023 4



Constitution of South Africa

The Constitution of South Africa (1996) says the 

following about Human Rights

27.1 Everyone has the right to have access to 

healthcare services

28.1 Every child has the right to basic nutrition, 

shelter, basic healthcare services and social 
services
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Challenges

• Socio-economic

• Language

• Connectivity

• Exchange rate

• UNDER DIAGNOSIS
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1% of PID patients in 
South Africa have been 
diagnosed and are 
receiving some sort of 
treatment or support
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To ensure that people with Primary Immunodeficiency 

in South Africa receive optimal treatment and support
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History of PiNSA

• Constituted in 2001

• Registered Non Profit Organisation (NPO)

• 14 patients diagnosed

• Voluntary group parents and patients

• Committee: Chair, Vice Chair, Treasurer and 

Secretary

• Medical Advisory Panel (MAP)
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Strategic objectives 

• Patient support

• Medical Advisory Panel (MAP) 

• Advocacy and awareness

• Training

• Lobbying
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Website
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PiNSA strongly recommends that necessary 

measures be taken at national level to ensure 

PID patients can have continuous and equal 

access to the widest range possible of safe 

and effective IG therapies. Prescribing 

physicians should always have the flexibility to 

choose the most appropriate therapy for their 

patients.
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