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Welcome to Sun City! 



 Constituted in 2001 with seed 
funding from IPOPI  

 Existed mainly as a patient support 
group for many years (volunteer 
based, limited capacity) 

 Over the years has had funding 
support from the Jeffrey Modell 
Foundation, the Binding Site, Tristar, 
NBI and the IDF 

 2002 – 2014: Joy Rosario was elected 
to the IPOPI Board; Very important 
for PiNSA & PID medical community 
in South Africa 

 

PiNSA: Some History 



 2008: IPOPI 3-city tour of South Africa 

 Advocacy for PiNSA, PID awareness 

 Opportunity for IPOPI to experience the challenges of 
a developing country 

 In 2009: Started publishing newsletter 

 In 2001: 14 PID patients diagnosed 

 In 2013: More than 200 Patients diagnosed 

PiNSA: Some History 



 Constitution 

 Strategic Objectives 

  Advocacy 

 Patient support 

 Lobbying 

 Medical Information 

 Fundraising 

 Organisational Guidelines 

 Website 

 Toolkit of documents 

PiNSA Achievements 



 SPUR 
posters/flyers 

Newsletter 

Membership 
database 

 

PiNSA: Achievements 



   Active FUNdraising in the Western Cape: 

PiNSA: Achievements 



PiNSA: Achievements 



Challenges 



 The need for local guidelines for diagnosis and treatment 
of primary Immunodeficiencies 

 PID to be placed on the Chronic Disease List (CDL) so that 
it will be a defined prescribed Minimum Benefit (PMB) 
condition 

 Immunoglobulin Therapy to be added to the Essential 
Drugs list (EDL) 

 Access to SCIG in SA limited (no local product registered 
for this) 

 

Challenges 



 Limited local donor pools: limited production of 
local IVIG product 

 Funding 

 PiNSA a volunteer organisation – limited capacity 

 Want to move towards a viable business model 

 PiNSA Secretary now pro-bono – a BIG thank you to 
Mariana!! 

 

Challenges 



 Social media – an 
opportunity as well 
as a challenge 

 Providing emotional 
support  to patients 
and families without 
giving medical advice 

 Refer to our Medical 
Advisory Panel 
doctors 

 

Challenges 



 SA essentially 2 health care systems  

 PRIVATE 

 PUBLIC 

Each has unique challenges for patients 

Challenges – Health Care Systems 



 

 

COSTS!! 

Challenges: Private Sector patients 



 Medical aids: poor administration, poor 
understanding of Medical Scheme rules, poor 
communication, delays in processing claims, denying 
funding for immunoglobulins 

    = FRUSTRATION!! 

 Many different schemes with different policies and 
rules – difficult for PiNSA to strategise to assist 

 Doctors: too few PID specialists, underdiagnosis, lack 
of referral network 

 

Challenges: Private Sector patients 



 Connecting with the patients in the public sector 

 Limited treatment available, red tape! 

 Due to cost of treatment, it can only be approved by 
certain approved specialists, or by a committee at the 
hospital 

 Treatment delays 

 Poor communication with patients 

 Limited isolation facilities, poor hygiene 

 Being relevant to these patients too! 

 

 

 

Challenges: Public Sector patients 



Growth in: 

 Influence 

 Effectiveness 

 Numbers 

Opportunities for growth 



 ASID Conference – increased 
awareness among medical 
practitioners of PID and the 
role of PiNSA 

 PHANGO -  Patient Health 
Alliance of Non 
Governmental Organisations 

 IAPO – International Alliance 
of Patients’ Organisations 

 

Growth in Influence 



 5 Objectives: 

  Advocacy 

 Patient support 

 Lobbying 

 Medical Information 

 Fundraising 

Growth In Effectiveness 



 More active members will lead to growth of 
the organisation and increase in reach 

Growth in active members 


