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Don't miss the first combined congress for
 ALLSA (Allergy Society of South Africa), SATS (South African Thoracic Society) and 

ASID (African Society for Immunodeficiencies) 
to be held at Sun City, South Africa from 

Wednesday 5 June to Sunday 9 June 2013:

* 25 International speakers and an esteemed faculty of local speakers will present a 
state of the art academic programme, aimed at general practitioners, physicians, 
paediatricians, pulmonologists, thoracic surgeons and clinicians with an interest in 
allergy and immunology

*  The programme will include:
- Pre-congress workshops on Paediatric TB and Spirometry
- The 5th ASID school on primary immunodeficiency
- An EAACI sponsored PAPRICA symposium on allergy
- Numerous plenary and parallel sessions on pulmonology, thoracic surgery, allergy 

and immunology
- Various trade sponsored symposia
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South Africa prepares to host international PID 
experts and patient advocates

South Africans affected by primary 
immune deficiency are looking 
forward to participating in an 

international conference about PID 
to be held at Sun City in June 2013. 
Held in partnership with the Allergy 
Society of Southern Africa and the 
South African Thoracic Society, South 
Africa will be hosting the third African 
Society of Immune Deficiencies (ASID) 
congress. The current Chairperson of 
ASID is Dr Monika Esser, a member of 
PiNSA's Medical Advisory Panel. The 
ASID congress has attracted clinicians 
from across Africa and will also be host 
to several world experts in Primary 
Immunodeficiency. PiNSA aims to 
ensure a strong patient presence at the 
gathering.

Congress Chair Dr André van 
Niekerk, who is also a member of 
PiNSA's MAP, says that the conference, 
to be held at Sun City will be "one of the 
biggest medical congresses offered 
on the African continent in 2013. A 
large faculty of international and local 
speakers will offer an outstanding 
academic programme on the synergies 
and the state of the art in these 
specialties. Clinicians, scientists and 
medical workers, who deal with patients 
suffering from respiratory, immune and 
allergy related disease, will benefit at 
the congress." 

In an invitation to participants Dr 
Esser says, "Ithemba Le Afrika will 
be the first congress of its kind in 
South Africa and the third for African 
Immunodeficiency since the formation 
of the Society (ASID) in Casablanca in 
2008." The 6th African School for PID 
will also be hosted at the congress. 

"Collaboration within Africa, but also 
with our colleagues from Europe, North 
and South America and even the Far 
East has marked the beginning steps of 
ASID. The 'Call for Action for Africa' for 
Primary Immunodeficiency … initiated 
by the Jeffrey Modell Foundation in 
2012 in Hammameth, is set to continue 
this work of education and networking 
at ASID III ... Three societies have 

joined hands and forces to address 
the medical issues and needs of our 
patients and an international selection 
of esteemed speakers is keen to share 
their knowledge," says Dr Esser.

The conference will be held at Sun 
City, with the section of the programme 
dealing with PID from Thursday, 6 June 
to Sunday, 9 June 2013. 

In addition the International 
Patient Organisation for Primary 

Immunodeficiency (IPOPI) will hold 
a patient session on 7 June, bringing 
together patient organisations and 
looking at how patient support and 
organisations like PiNSA can be 
strengthened. In partnership with IPOPI, 
PiNSA has been able to provide support 
for travel and conference registration 
for a group of patient delegates. To view 
the programme and access registration 
information see www.asid.ma.



PiNSA http://www.pinsa.org.za

May 2013

Caitlyn was born on the 8 June 
2009. Her second day consisted 
of having a tube in her nose and 

her stomach pumped. 
It took months and 4 paediatricians 

for Caitlin to be diagnosed with lactose 
intolerance. She then had to be put on 
a lactose free formula.

Caitlyn then started becoming very 
sickly with flu, colds and bronchitis 
continuously. After operations for the 
usual grommets, tonsils, adenoids 
and another set of grommets on her 
birthday last year, her health still 
failed to improve. We were visiting our 
paediatrician at least twice a week - 
that's besides the phone calls, SMSs in 
the middle of the night and the constant 
stream of scripts at the pharmacy for 
her. We battled re-occurrences of 
Rotavirus and many other viruses, as 
well as bladder infections. Her health 
was so bad, that I decided to stop 
working and look after her full time. 
The financial implications of going 
down to one income plus the onslaught 
of medical bills for x-rays, doctors 
and blood tests and operations, was 
debilitating. But we felt that we had no 
other choice. She also became unable 
to attend school on a regular basis.

Blood tests revealed she was primary 
immune deficient; her IgG levels were 
critically low. IgG is the immunoglobulin 
molecule that is of particular 
importance in secondary antibody 
responses (immunologic memory), 
and it subserves a major role in host 
defence against infection. It is the only 
class of immunoglobulin transported 
across the placenta from the mother to 
the foetus.

 We were then informed that Caitlyn 
needed IVIG treatment urgently. Her 
treatment began in August 2012 and we 
have since had 13 IVIG treatments.

 We really only starting noticing a 
dramatic difference after her sixth 
treatment. Treatment was originally 
recommended every four weeks, but we 
found that during the fourth week she 
seems to go downhill and would get 
sick right before her next treatment was 
due. We are now currently doing IVIG 
every three weeks.

We just want to share our story with you in the hope that you don't feel alone. By Danielle Guignet.

Caitlyn's story

Caitlyn and her family.

Caitlyn and her mom, Danielle.
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Hudson bears make it easier for PI children in Cape Town … and beyond

 The emotional and financial toll that 
this has taken on our family has been 
extremely difficult, but yet somehow it 
has also drawn us closer! We seem to 
have embraced this change in our lives 
and accepted that this is our "normal" 
and that is all that is important! Please 
know we share all your difficulties. 
The stress of getting medical aids to 
pay for treatments, blood tests etc. 
We understand the anxiety of a parent 
wanting to understand what is wrong 
with my child and why does she keep 
getting sick! The impact this has on 

their siblings and how you know that 
you have less time for your other 
children, but there is nothing you can 
do to change that. The lack of sleep, 
financial stress and worry takes a 
huge toll on your relationship. But 
it was one day at a time and we just 
dealt with each problem together as 
a family. We are amazed at how we 
are all still together intact in one piece 
and love each other even more! We 
communicated our anger, frustration, 
sadness and happiness - maybe that 
was the key - and lots of prayer. 

I love Caitlyn with all my heart 
and if I ever got to do it all again, 
there is nothing I would change. Her 
condition seems to have put things 
into perspective for us. The saying 
"life is short" has been embraced by 
our family and every day should be 
enjoyed. Time is fleeting, you blink and 
all of a sudden your children are all 
grown up. The only thing that is really 
sad is that it took something like this for 
us to realise that!

Our 3 year old Caitlyn has 
Primary Immune Deficiency.

We started treatment in August 
last year. On Cait's first treatment 
another PI mom Heidi Hudson-
Bennett left a surprise gift for 
Caitlyn.

It was a teddy bear which 
we named Hudson. Hudson 
seemed to make the day easier 
for Caitlyn and it helped for her 
to have something to hug when 
they inserted the IV. Since then 
Hudson has accompanied us on 
every IVIG. 

So in January I decided 
that every PI child I knew of 
needed a Hudson. So I started 
the Facebook page and was 
lucky to get sponsorship from 
ex work colleagues and family 
and friends. I then realised that 
Hudson would be a good way 
to create awareness about the 
Facebook page and Primary 
Immunodeficiency. So I created 
hearts, which I cut out and attach 
to each bear. I then deliver all 
the bears to Willow ward at Life 
Vincent Pallotti hospital (where 
Caitlyn is treated) and the teddies 
are given to surgery patients as 
well as the children in hospital. 
So far all the PI children that are 
being looked after by Willow Ward 
have Hudson Bears already.

I have since shipped a Hudson 
to Durban, Johannesburg and 
America.

But Hudson is solely reliant on 
donations and is not something I 
can currently fund on my own.

For more information see https://
www.facebook.com/pages/
Hudson-Bear/331350213648104

 
 
 
 
 
 
 
 
 
 

Hello,  
 

I am a very special bear.  
 

But sometimes when I don’t feel well I have to visit the 
hospital. 

 
I am very lucky as I have lots of friends who also visit the 

hospital. They are children just like you!  
But their immune systems don’t work so well so they come to 
the hospital to get special medicine that makes it better for a 

little while.   
They have P.I.D Primary Immune Deficiency. 

I need lots of hugs so that I don’t feel scared. I promise to hug 
you back! 

Please ask your mommy or daddy to take a picture of us and 
inbox me, so I can put it onto our Facebook page or email it to 

danalarob@mweb.co.za. 
 

I’m so excited to be your new friend. 
 

Lots of hugs, 
Hudson Bear. 

  
 https://www.facebook.com/pages/Hudson-

Bear/331350213648104 
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Prescribed Minimum Benefits (or PMBs) are a set of 
benefits which your medical scheme must provide for 
conditions that if left untreated could compromise your 

health or that of your child. 
These are specified in a chronic disease list that is set out in 

annexure A of the Medical Schemes Act. 
Primary Immune Deficiencies are covered under 900s of 

the annexure as haematological, infectious and miscellaneous 
systemic conditions and further defines these as: 'Aplastic 
anaemia; agranulocytosis; other life-threatening hereditary 
immune deficiencies'. In addition a 
number of specific PID conditions are 
covered under ICD10 list below.

PiNSA member and economist Karen 
Heese has become a lay expert on Prescribed 
Minimum Benefits as a patient with CVID. 
Karen has the following advice for members:  

1. According to the Medical Schemes Act, 
PMBs should be covered (in line with 
prevailing practice in state hospitals). 

2. Medical savings should not be used to cover PMBs' diagnosis, 
treatment and care.

3. Your physician will probably need to have your treatment plan 
authorised (annually or even more often), with a code that 
describes your condition (see list below). 

4. This authorisation, following a diagnosis (most likely confirmed 
by blood test results), may be through hospitalisation or chronic 
care, or both (possibly changing from time to time – medical 
aids' procedures can be erratic in this regard). You may also 
need to fill out a PMB application form.

5. Your medical aid may stipulate designated service providers 
for the treatment.

6. Be aware of your rights and enforce them when necessary; 
do not hesitate to call your medical scheme or your broker 
and query non-payment of claims or payment out of your 
medical savings. Always try to make sure you have received 
authorisation for treatment before you receive it.

D80.0 Hereditary hypogammaglobulinaemia      
D81.0 Severe combined immunodeficiency [SCID] with reticular 
dysgenesis      
D81.1 Severe combined immunodeficiency [SCID] with low T- and 

B-cell numbers          
D81.2 Severe combined immunodeficiency 
[SCID] with low or normal B-cell numbers          
D81.4 Nezelof's syndrome           
D81.5 Purine nucleoside phosphorylase 
[PNP] deficiency           
D81.6 Major histocompatibility complex class 
I deficiency        
D81.7 Major histocompatibility complex class 
II deficiency       
D81.8 Other combined immunodeficiencies        

D81.9 Combined immunodeficiency, unspecified         
D82.0 Wiskott-Aldrich syndrome           
D82.1 Di George's syndrome         
D82.2 Immunodeficiency with short-limbed stature           
D82.3 Immunodeficiency following hereditary defective response to 
Epstein-Barr virus       
D82.4 Hyperimmunoglobulin E [IgE] syndrome           
D82.8 Immunodeficiency associated with other specified major 
defects          
D82.9 Immunodeficiency associated with major defect, unspecified              
196S Chronic granulomatous disease 

Many of us with PIDs, or children with PIDs, spend a small fortune on health care. If you have medical 
insurance, make sure that you are getting the full benefit of your cover as required by law. In particular you are 
entitled to receive a basket of 'prescribed minimum benefits' as set out in the Medical Schemes Act of 1998.

Be aware of your right to receive    
              Prescribed Minimum Benefits

”
“

Prescribed Minimum 
Benefits (or PMBs) are a set of 
benefits which your medical 

scheme must provide for 
conditions that if left untreated 
could compromise your health 

or that of your child. 

Congress Organiser
International Patient 
Organisation for Primary 
Immunodeficiencies

Organising Committee 
Jose Drabwell, Chair, IPOPI
Dr Teresa Espanol, Chair, 
Medical Advisory Panel
Marcia Boyle, IPOPI
Amos Etzioni, ESID 
Sven Fandrup, IPOPI, Vice-
Chair and Treasurer
Susana Lopez da Silva, Lisbon 
Santa Maria Hospital
Laura Marques, Porto Maria 
Pia Children Hospital 
Maria-Joao Mousinho, APDIP

Johan Prevot, IPOPI
Ricardo Sorensen, LASID

Scientific Committee
Bernatowska Ewa (Poland)
Bousfiha Aziz (Morocco)
Cant Andrew (United 
Kingdom)
De Vries Esther (Netherlands)
Cunningham- Rundles 
Charlotte (United States)
Esser Monika (South Africa)
Fischer Alain (France)
Franco Jose (Colombia)
Gaspar Bobby (UK)
Mahlaoui Nizar (France)
Nonoyama Shigeaki (Japan)
Notarangelo Luigi (Italy/USA)

Plebani Alessandro (Italy)
Singh Surjit (India)
Sorensen Ricardo (Chile/USA)
Warnatz Klaus (Germany)

Conference Venue
Palácio Estoril Hotel
Rua Particular
2769 - 504 Estoril (Greater 
Lisbon)
Portugal

Telefone: + 351 21 464 8000
Fax: + 351 21 464 8159
E-mail: info@
hotelestorilpalacio.pt 
Website:
www.palacioestorilhotel.com 

IPOPI has organized the first International 
Primary Immunodeficiencies Congress (IPIC). 

The meeting takes place from 7 to 8 November 
2013 in Estoril, Portugal and is open to all 
National Member Organisations like PiNSA.

The focus is on clinical care and diagnosis 
and explores a range of issues with expert 
speakers from all over the world. Sessions 
include Treatment of PIDs, complications 
management, genetic studies and counseling, 
latest development in SCID newborn screening 
and a focus on regional clinical developments.

The final session will focus on access to care 
and diagnosis for patients with PID looking at 
priorities from the patient, physician, regulatory 
and ethical perspectives. 
For more information see www.IPIC2013.com. 

International Primary Immunodeficiencies congress for Portugal
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Healthcare in Africa gathered over 180 influential 
healthcare stakeholders from government, providers, 
suppliers and patient groups to explore the key issues 

around healthcare systems on the continent.
The 2013 summit focused on identifying healthcare solutions 

designed to meet the needs of patients – rather than the needs 
of doctors, governments, companies or donors.

Patient-centric approaches are starting to become 
mainstream in developed healthcare markets, where they 
are seen as the best way to make good healthcare available 
to everyone at a manageable cost. The summit addressed 
whether the same is true in Africa or is taking the patient 
perspective an unaffordable luxury for most countries?

The presenters included Richard Sullivan, Professor, King's 
Health Partners Integrated Cancer Centre; Lord Nigel Crisp, 
Chairman, Global Health Workforce Alliance; Co-Founder, 
Zambian UK Health Workforce  Alliance and former Chief 
Executive Officer, National Health Service UK; Regina Namata 
Kamoga, Country Manager Uganda, Community Health and 
Information Network; Khama Rogo, Head of Health in Africa 
Initiative, Lead Specialist, International Finance Corporation; 
Mark Britnell, Chairman Global Health Practice, KPMG 
International; Akin Osibogun, Chief Medical Director, Lagos 
University Teaching Hospital; Bisi Bright, First Vice Chairman 
and Chief Executive Officer, LiveWell Initiative (LWI); JJ van 
Dongen, Chief Executive Officer and Vice President, Philips 
Africa and Elizabeth Matare, Chief Executive, South African 
Depression and Anxiety Group

In discussing whether patient-centric healthcare is relevant 
to Africa it was noted that patient-centric healthcare is gaining 
ground in Europe and the US, in part because austerity is 
pushing policy-makers to rethink expensive legacy systems 
and ensure that good healthcare is available to everyone at a 
manageable cost.

The summit asked: would putting the patient at the centre 
of healthcare in Africa help remove constraints to access, 
affordability and quality of healthcare or is it an unaffordable 
luxury for most countries?

What would patient-centric care mean concretely – would it 
be similar to community-based healthcare? Could it address 

the shortage of health workers?
How could patient groups, policy-makers, healthcare 

providers and aid organisations collaborate differently to put 
the patient at the centre of healthcare?

 
Developing world class healthcare on a shoestring was also 

discussed at the summit. The best hospitals globally use clear 
processes and checks to improve safety and the quality of 
care, while keeping operating costs low. The summit looked 
at how this has worked in countries with challenges similar to 
those experienced in Africa.

Access to affordable medicines was also discussed. It was 
noted that the medical supply chain is weak in many African 
countries. Just getting a supply of medicines that people 
can afford is difficult, especially with few drugs produced 
on the continent and question marks over the future of 
imported generics from India. It's also challenging to ensure 
hospitals are able to keep supplies in stock and people can 
get medicines even in remote areas. Discussion focussed on 
initiatives to improve the supply chain and focus areas that are 
needed to overcome remaining problems.

With regard to the focus of donors, this has been on 
single diseases – TB, malaria, polio and AIDS – and has 
produced significant progress in recent years but also led to 
discrepancies with government policy aims and at times the 
unintended substitution of national spending. With international 
donor flows under pressure, the summit looked at how donors 
and governments are changing the way they work together, 
and what needs to be done to ensure that donor funding 
continues to support African healthcare.

A wide range of health issues were recognised as facing the 
900 million people of Africa. These included infant mortality; 
maternal mortality; reproductive disease; doctors relocating 
overseas; distance; lack of finance; lack of equipment; the 
cost of chronic diseases like HIV/AIDS; lack of accountability; 
corruption; poor supply chain management; lack of records; 
lack of maintenance e.g. instructions only in Chinese; disease 
patterns changing with chronic disease through lifestyle 
on the increase; lack of political will; donors dictating to 
government; universal healthcare unaffordable; only some 
patients have access to specialised care in other countries; 
over use of painkillers and indiscriminate use of antibiotics; 
non-compliance of medication by patients (no monitoring 
mechanism); policy but no implementation and the stigma of 
non-communicable diseases. 

Possible solutions include: using technology including 
cell phones for communication, information and training; 

”
“

Patient-centric approaches are 
starting to become mainstream in 

developed healthcare markets, where 
they are seen as the best way to make 
good healthcare available to everyone 

at a manageable cost

How patients experience healthcare
Joy Rosario, PiNSA Vice Chair represented PiNSA 
at Healthcare in Africa, an international conference 
convened by the Economist.in Africa
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using radio; patient education (expert 
patients); focus on prevention; focus 
on healthy lifestyle; focus on personal 
responsibility (incentivise); be innovative; 
leverage local resources; integrate 
systems for service delivery including 
across government departments; 
ensure political will and government 

leadership; scale up what is working (not 
endless pilots); include communities 
in accountability and responsibility 
(community-based care); recognise 
success; realisable regulation; 
ensure cross-border co-operation 
(intergovernmental); share best practice; 
regulate to minimise corruption; lean 
principles reduce/eliminate waste; 
everyone is accountable patients/
community/health service/government; 
spread the responsibility so the GP 
can focus on medical care; engage/
empower/enable all constituencies 
(patients become partners); identify 
social determinants of health and 
mitigate (eg Western diet); ensure 
access to preventative medicine; ensure 
access to water and sanitation; educate 
around cleanliness (no cross-infection/
cross contamination); maximise on skill 
mix; doctors should be agents of change 
(not patriarchal); keep it simple, effective, 
timely and cost effective; mobile 
diagnostic labs; and readiness.

A breakfast meeting provided a 
networking opportunity with IAPO, 
Phango, IMSA and other patient groups, 
which provide partnership opportunities 
going forward.

Joy Rosario was invited to the 
conference at the Vice Chair of PiNSA 
and Board member of the International 
Patient Organisation for Primary 
Immunodeficiency. The invitation was 
extended by the International Alliance 
of Patients' Organisations, which paid 
registration and transport was paid by 
IPOPI.

”“Scale up what is working

Keep up to date 
with PID news from 
around the world 
Joy Rosario, has created a 
great online resource which is 
regularly updated, compiled from 
magazine and news articles from 
around the world about PID.

You can subscribe at  
http://www.scoop.it/t/primary-
immunodeficiency 

Members of PiNSA in the 
Western Cape held a third 
fundraiser in April organised 

by Annie Pienaar at Panarottis at 
Cape Gate shopping centre. 

Once again PiNSA partnered 
with Panarottis where the manager 
Simmy Raubenheimer has 
developed an innovative approach 
to supporting charities like PiNSA. 

Tickets were sold by PiNSA and 
PiNSA was required to provide 
waiters and waitresses who served 
endless trays of hot, delicious pizza 
to hungry guests. 

In addition to contributing towards 
the financial sustainability of PiNSA 
these fundraisers provide a great 
opportunity for people and families 
affected by PIDs to get to know one 
another a bit better and to educate 
members of the public about 
primary immunodeficiency through 
the distribution of pamphlets and 
booklets at the event. 

PiNSA also thanks African 
Extracts' CEO Rob Tiffin who 
donated a hamper of beauty 
products. The lucky draw was won 
by Mike Auret.

PiNSA fundraiser
Panarottis Cape Gate
17:30 to 20:00
8 April 2013
R60 adults
R40 children

For more information contact Annie Pienaar 
apienaar1@telkomsa.net

as much

LUCKY DRAW: African Extracts gift hamper

PiNSA joins   
EURODIS
PiNSA has been accepted as 
members of EURODIS (European 
Rare Diseases). PiNSA vice Chair Joy 
Rosario says this is 'fantastic news' 
as membership is usually confined to 
European countries. 

Participation in EURODIS enables 
South Africa to keep abreast of new 
research and development that 
improves the quality of life of patients.

More bottomless pizza in Cape Town 

Are you on the PID registry?
All South African patients with PID are 
encouraged to provide their details for 
inclusion on the PID Registry. The PID 
Registry is part of an ethically approved 
confidential research project at Wits, 
UCT and Stellenbosch universities. 
Dr Monika Esser, one of the doctors 

responsible for the register, highlights 
the important role that this information 
plays for research and lobbying. 'The 
registry provides objective evidence 
needed to change policies, inform 
medical aids and improve patient 
outcomes through data sharing'.

For information about the registry, 
or to submit data about yourself or 
your child contact Rina at  
rina@sun.ac.za, send a fax to  
(021) 938 9138/4005 or call  
072 2100 206 (mobile).
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In 1977 my daughter Gaby was born and at the age of 
three was diagnosed with Primary Immunodeficiency 
(PID). Gaby has Hyper IgM and has, over her 35 years 

had 28 operations and injects herself with other peoples 
antibodies made from donated blood, in her stomach each 
week (sub-cut therapy). She is however, self supporting and 
leads a full and normal life.

In 2001 I was approached by the international patient 
body IPOPI (http://www.ipopi.org) to set up a South African 
association with their seed funding. This I did and PiNSA 
was launched at Red Cross Children's Hospital in Cape 
Town in 2001 and I have since chaired it for 12 years, 
having only recently stood down and am now Vice Chair. 
Janet Grab, a clinical trial specialist at the University of 
the Witwatersrand is now Chair. She also has a daughter 
(now four years old) with PID. At the time of constituting 

PiNSA, there were 14 patients diagnosed in the country, 
we now have over 200. In South Africa, a conservative 
estimate is that we should have at least 4 000. The condition 
itself is easily missed at diagnosis because it presents as 
opportunistic infection and doctors need to be alerted to it 
– SPUR, serious / persistent / unusual / recurrent infections 
are the hallmark of PID.

In 2003 I was elected onto the Board of the International 

Patient Organisation for Primary Immunodeficiency and 
have been re-elected a number of times, and indeed am 
standing down in 2014 after 12 years. It is partly through this 
international connection and the excellent work of Dr Monika 
Esser at Tygerberg Hospital that our patients have access to 
the best medical opinion both locally and internationally.

Orphan diseases in South Africa are often neglected in the 
eye of the public and PID is far more endemic than initially 
thought, it can be life-threatening without early diagnosis 
and treatment.

PiNSA thanks Joy Rosario for her tireless advocacy on behalf 
of South Africans with Primary Immunodeficiencies.

The Primary Immunodeficiency 
Network of Southern Africa 
elected a new Chair and 

committee at its AGM in January 
2013. Committee members are Janet 
Grab (Chair), Joy Rosario (Vice 
Chair), Annie Pienaar (Fundraising) 
and Katharine McKenzie (Advocacy). 
Mariana du Toit is part time secretary. 
This is not an elected position and 
Mariana is responsible for maintaining 
the members database and assisting 
with a range of administrative tasks. 
PiNSA is a voluntary organisation, but 

is actively growing its presence 
throughout the country, as more 
patients with PID are diagnosed. 
PiNSA also aims to develop 
regional groupings in order to 
deepen patient support. If you 
would like to contribute to any 
of PiNSA's focus areas (these 
include lobbying, advocacy, 
patient support, fundraising) or 
assist with the administration of 
PiNSA please send your contact 
details to Janet Grab at  
jgrab@whri.ac.za.

Outgoing PiNSA Chair, Joy Rosario, looks back at 
the founding of PiNSA in 2001

”“
At the time of constituting PiNSA, there 

were 14 patients diagnosed in the country, 
we now have over 200

PiNSA is a voluntary organisation 
that depends on fundraising to 
spread the message about PID. 
We know that thousands of South 
Africans are still undiagnosed and 
we have an opportunity to make 
a difference in their lives. Please 
inform our secretary at  
pinsahelp@mweb.co.za if you do 
make a donation, we would like to 
thank you formally.

Account name: PiNSA 
Standard Bank 
Account Number: 07 562 322 6 
Branch: Rondebosch 
Branch Code: 025009 
Swift Number: SBZA ZAJJ 
NPO Fund Number 028-020 

Donate to PiNSA!

About PiNSA 

Gaby Rosario was diagnosed with Hyper IgM at three, inspiring her 
mother Joy to start PiNSA in 2001.

In an effort to normalise Gaby's life, our philosophy has been to 
treat the illness like any other condition that has to be managed.


