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South African Primary Immunodeficiency Register (PID Registry). 
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Stellenbosch University  ETHICS REFERENCE NO: N08/09/264                              

Dear Dr,
Data collection was started in 2006 and a registry was initiated in 2008 with Stellenbosch University ethical permission and secured data are stored at Tygerberg Hospital upon consent.

If you have any other patients with confirmed/suspected diagnosis for a PID or patients who require regular intravenous Immunoglobulin, we would like to review these for entry to the registry to determine a prevalence for these rare and under diagnosed conditions.

All data will be handled confidentially and will only be obtained with permission of the patients/parents/guardians. Ethics guidelines for research as defined by the Universities of Stellenbosch and University of Cape Town as also of the University of Witwatersrand will be followed.

The anonymized data will only be released or published with the approval of the Registry Panel comprising Dr M Esser, Prof Brian Eley and Prof. Paul Potter. 
It will be to the patients benefit to have these statistics to determine the need for specialized services such as Bone Marrow Transplantation and to support motivations for medications such as IVIG – data which are already being requested by the World Health Organization to define essential medications. The patients will also be offered access to information on Immunodeficiencies and they can also join the South African support group PiNSA,

www.pinsa.org.za
Thank you for your cooperation.
Kind regards
Rina Nortje
rina@sun.ac.za
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	                               Verbind tot Optimale Gesondheid ( Committed to Optimal Health

                                        Immunoilogy Unit,Department of Medical Microbiology ( Departement Geneeskundige Mikrobiologie
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