
Professor Teresa Español, a world expert 
in Primary Immune Defi ciency.

International PID expert addresses 
PiNSA patient meetings 

The newsletter of the Primary Immunodefi ciency Network of South Africa

September 2014

Networker

Prof Español, chairperson for many 
years of the Medical Advisory Panel of 
the Internati onal Pati ent Organisati on 

for Primary Immunodefi ciency (IPOPI) is 
a paediatrician and immunologist whose 
practi ce has been at the cutti  ng edge of 
the science of PID. In additi on to holding 
presti gious posts and fellowships in Spain, 
the United Kingdom and the US, Prof Español 
was honoured in 2012 with the presti gious 
Hilfenhaus Award, presented annually to 
a person who has made an outstanding 
contributi on to pati ent access to safe plasma 
protein therapies.

Despite her stellar achievements Prof 
Español was very at home discussing the 
latest developments in PID in an accessible 
way with pati ents and parents. She answered 
a wide range of questi ons dealing with gene 
therapy, sub cut and its administrati on 
at home, and the importance of pati ent 
empowerment, noti ng that “pati ents should 
insist on feedback” at every step of the way 
from health care providers. 

Prof Español reminded the meeti ng 
that immunology is one of the youngest 
specialisati ons in the world, dati ng back to 
1953 when the fi rst PID was diagnosed by 
Dr Bruton. It was only in 1988 that the fi rst 
books about PID were published. Today 
more than 200 molecular defects have 
been identi fi ed and more than 200 primary 
immune defi ciencies described. 

Asked how South Africa should tackle the 
under diagnosis of PID, Prof Español said, “the 
only way is to spread informati on” noti ng as 
well that testi ng IG levels is relati vely cheap 
and should be done more oft en. Prof Español 
highlighted the importance of academic 
research and ongoing lobbying by pati ent 
advocacy groups. She said that in Spain, her 
home country, much more diagnoses were 
made in the university towns of Barcelona 
and Madrid where research was ongoing.

International PID expert addresses 
PiNSA patient meetings 
PiNSA members and associates in Durban and Cape Town were privileged to 
be able to interact with Professor Teresa Español, a world expert in Primary 
Immune Defi ciency who was in South Africa to address the African School 
for Immune Defi ciency (ASID). ASID convened in Durban in August 2014. 

Danielle Guignet, PiNSA member 
responsible for regional development 
addresses a pati ent meeti ng at the 
Vincent Pallo tti  hospital in Cape Town. 

PiNSA members in discussion with Dr Monika Esser and Prof Español.
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I’d like to introduce you to our three 
children, Merrick, Hannah and Cayla. On the 
outside they look completely normal but 

their bodies are fighting a daily battle against 
infections. 

The first few years of Merrick’s life were 
a constant battle and it felt as if we lived 
in hospital, Hannah came along and the 
struggle continued. When she was diagnosed 
with TB at 6 months our paediatrician made 
the diagnosis, she had a Primary Immune 
Deficiency. Merrick was tested too and our 
lives changed forever. Both children started 
treatment with regular Immunoglobulin 
Injections but the battle continued. Cayla was 

born and diagnosed at a few weeks old. Once 
again our lives took a new course. Hospitals, 
doctors and medication became part of 
our New Normal. We started Intravenous 
Immunoglobulin therapy which involved 
monthly hospital stays for infusions and 
various courses of prophylactic medication. 
Six months ago we were able to start doing 
sub-cutaneous Immunoglobulin treatment at 
home. Our normal shifted again...

Having all three children who live with 
an immune deficiency definitely has its 
challenges but each time our “normal” shifts 
we change our course and move on. My 
children are probably some of the strongest 

and bravest kids I know. They have come 
to learn that the infusions and piles of 
medication that they need on a daily basis 
are important. It enables them to get out on 
the hockey field, play a rugby match, sing in 
the choir or run around with friends. On bad 
days we have each other; we take it slowly 
and try again tomorrow.

The support of our paediatrician, our family 
and friends has been invaluable. I do not 
completely understand why our lives have 
taken this course but I thank God daily that He 
has provided answers and access to 
medication so that we can live, love and share 
our journey.

Our stories

By Heidi Hudson-Bennett

Sub-cut is the ‘new normal’ 
for this busy family
Learning to adapt is an important coping strategy for the Hudson-Bennett family – with three children 
diagnosed with PID.
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Dear PiNSA members
I was so fortunate and proud to be a part 

of the group of top clinicians, researchers, 
immunologist, and nursing sisters that 

att ended the 5th African School for Primary 
Immundefi ciencies in Durban. The program 
consisted of a step by step case orientated 
workshop with diagnoses, laboratory 
investi gati ons and management protocols. 

Day one started out with a welcoming 
message from Dr Esser and Dr Andrè van 
Niekerk. I was amazed with the amount of 
doctors who att ended the PID school. Dr 
Richard Glashoff  gave a lecture on Basic 
essenti al Immunology for understanding 
PID. I also learned that although a lot 
have been accomplished with regards to 
understanding Immunology there remains 
a great deal of unanswered questi on when 
it comes to the immune system. Prof Teresa 
Espanol was inspiring with her passion and 
knowledge of Immunology, Dr Mike Urban 
spoke about the Role of molecular geneti cs 
in PID. Microbiology as well as Laboratory 
investi gati ons were also covered. Aft er a very 
long day of lectures and pati ent case studies 
we concluded the day. I was exhausted but 
thankful to be a part of this exciti ng ground 
breaking fi eld in South Africa. 

On day two I presented a case study on 
Secondary anti body defi ciency in South 
Africa, CVID in adults. It was a hands-on 
step by step workshop that was led by Dr 
Jonathan Peter from Oxford University. I 
presented my case and Dr Peter asked the 
panel how they would have approached the 
specifi c case. Several questi ons were raised. 
Prof Stanley Ress then gave a lecture on 
CVID in adults. I found this very educati onal 
because it combined theory with everyday 
practi ce in a very practi cal way. The day 
was fi lled with many lectures on SCID, 
Combined Immunodefi ciency’s, Pathways 
and rarer defi ciencies (EDA-ID,IRAK4,IL-
17RA). The lecture of the day that stood out 
from the rest was Dr Sylvia van der Berg 
from AMPATH, she spoke about Phagocyte 
immunodefi ciency, predominantly CGD. 
She made the phagocytes come alive 
in a practi cal storytelling way that was 
absolutely brilliant. Her passion for her work 
and her ability to connect with her audience 
while explaining something very complicated 
was outstanding. 

By day three so many areas were already 
covered but the need for practi cal guidelines 
among the doctors were very evident. 
Treatment challenges and pati ent issues 
were discussed. Dr Jonathan Peter discussed 
Immunoglobin replacement therapy –UK 
model. The att ending delegates had many 
questi ons with regards to SCIG in South 
Africa. Time was limited and I believe this 
remains an area of need for understanding 
and training among the parti cipants for 
future PID schools.

On the Saturday morning I had the honour 
to att end the PiNSA pati ent meeti ng that 
was led by Danielle Guignet. I learned so 
much seeing how far PiNSA has come. The 
need for knowledge was evident among the 
pati ents. Many questi ons were raised from 
medical aids, to plasters, to the need for 
school educati on. Danielle did a good job in 
explaining what PiNSA stands for and what 
the future holds for PiNSA. The giraffes 
were a huge hit with the attending patients 
and parents. 

Ge tti ng on the aeroplane I was exhausted 
but I felt a sense of accomplishment. As a 
country we may be far behind the rest of 
the world when it comes to PIDD, but I am 
so proud to be a part of this road to 
discovery.

 Everyday I am learning new lessons and 
realising that the journey to understand any 
di ffi cult situati on is knowledge. 

As a patient and a caregiver I hope to make 
a diff erence for pati ents suff ering from 
this debilitati ng illness by sharing my 
knowledge and my experiences. I hope to 
change people’s lives even if it is in a very 
small and insignificant way. 

I leave you all with this thought:

“Happiness cannot be travelled to, owned, 
earned, worn, or consumed. Happiness is the 
spiritual experience of living every minute 
with love, grace and grati tude” 

Thank you PiNSA for this amazing 
opportunity!

Karin Ludwig

Dear PiNSA members
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World PI Week in Gauteng
Annie Pienaar, previously based in Cape Town and now Pretoria helped to celebrate World PI Week with a 
patient meeting at Unitas Hospital. The PiNSA giraffe was a hit with patients and speakers. Thanks to Thinus 
Joubert, owner of Netcare at Unitas Hospital, for sponsoring the giraffes.

Are you on the PID Registry? 
All South African patients with PID are 
encouraged to provide their details for 
inclusion on PID Registry. The PID Registry 
is part of an ethically approved confidential 
research project at the University of Cape 
Town, the University of Stellenbosch and 
the University of the Witwatersrand. The 
register helps to provide the objective 
evidence needed to change policies, 
inform medical aids and improve patient 
outcomes through data sharing. Registry 
data internationally has helped contribute 
toward placing IVIG on the World Health 
Organisation’s essential drug list. 

For information about the registry please 
email Mariana du Toit at: 
pinsahelp@mweb.co.za.

SAPID Register and PiNSA 
– please join both

The South African PID Registry and 
PiNSA are sometimes confused in 
the minds of new members, as each 
requires its own a form to be completed. 
Joy Rosario, acting chair of PiNSA notes, 
“we are two separate organisations 
and PiNSA is a patient support group, 
the Registry is a database of diagnosed 
patients with PID”. New patients are 
urged to join and participate in PiNSA, as 
well as registering on the SAPID, which 
is the official record of South Africa’s 
registered PID patients. 

Patient survey shows 
PiNSA on track 
A patient survey conducted by 
PiNSA shows that the organisation 
plays an important information 
sharing and networking role for 
patients and their parents.
Based on the survey most PiNSA 
members found out about the 
organisation online (30%) or 
through their doctor (30%). Friends 
(20%), other patients (10%) and the 
PID registry (10%) were the other 
information sources about PiNSA. 
Respondees highlighted the need 
for education and support; advice; 
updated treatment information and 
what to expect following a 
diagnosis.

News in Brief
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New strategic plan
PiNSA now has a new strategic plan 
for 2014/2015 part of which is to set 
up provincial branches. Dani Guignet 
is responsible for the establishment of 
provincial branches. Flowing from the 
strategic plan PiNSA has also compiled 
and sent a fundraising proposal to the 
pharmaceuti cal industry. Collaborati on 
with other organisati ons is also an aim 
of the Strategic Plan and PiNSA aims to 
build its working relati onship with Rare 
Diseases SA and PHANGO. 

PiNSA goes to Prague
Danielle Guignet will represent PiNSA at the 
ESID/IPOPI/INGID meeti ng in Prague, Czech 
Republic in October 2014. Joy Rosario, PiNSA 
acti ng chair and South Africa’s representati ve 
on the Internati onal Pati ent Organisati on for 
Primary Immunodefi ciency will be standing 
down from the IPOPI Board there aft er 
12 years of service. Karin Ludwig, a PiNSA 
member and nursing sister, who does a lot of 
sub-cut training and support, will also att end 
the gathering sponsored by Mirren.

New patient 
information 
booklets available
“Your Immune System”, a booklet 
by Sara Le Bien has been printed on 
behalf of PiNSA with the support 
of Octapharma. PiNSA extends its 
thanks to Marcia Boyle, President of 
the Immune Defi ciency Foundati on 
(IDF) in the United States of America 
for permission to distribute the 
booklet in South Africa 

PiNSA adopts mascots 
Gordon and Gaby

As part of the World Primary 
Immunodefi ciency Week celebrati ons 
in April and May 2014 pati ent meeti ngs 
were held in Cape Town and Gauteng 
organised by Danielle Guignet and 
Annie Pienaar. A PiNSA toolkit for 
newly diagnosed pati ents was 
launched at the Cape Town meeting 
with PiNSA’s new giraffe mascot 
named Gaby or Gordon. The toolkit is 
an informati on package with useful 
informati on and resources in addition 
to a cuddly mascot. 

Successful African PID 
school held in Durban
A very successful African PID School was 
held in Durban in August 2014 A pati ent 
and doctor meeti ng hosted by PiNSA 
formed part of the event att ended by 
Professor Teresa Español who chaired 
the Medical Advisory Panel of IPOPI for 
many years. Joy Rosario, PiNSA’s acti ng 
chairperson describes Prof Español as “an 
immunologist of note and a great friend to 
both IPOPI and PiNSA”.

Internati onal support for PiNSA 

The Internati onal Pati ent Organisati on 
for Primary Immunodefi ciencies has 
awarded PiNSA a grant to support 
PiNSA’s work as South Africa’s nati onal 
member organisati on. Acti ng PiNSA 
Chair Joy Rosario thanked the IPOPI 
Board saying this “wonderful news” 
would “go a long way to supporti ng 
the initi ati ves we have at present as 
well as informing our doctors.”

PiNSA Networker
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Indemnity 
It is a conditi on of membership of PiNSA 
that each applicant for membership, 
when becoming a member, indemnifi es 
PiNSA in writi ng against any claim that 
may be insti tuted by whosoever arising 
from treatment, or treatment that 
may be suggested or prescribed for a 
member or non member by any other 
member of PiNSA.

Thank you Octapharma 
PiNSA meeti ngs and the printi ng of the 
Sara le Bien PID booklet “ Your Immune 
System” have been sponsored by 
Octapharma South Africa.

PiNSA would like to thank 
Octapharma for their support.

Contribute to PiNSA’s 
Networker newsletter

The PiNSA Networker is edited and 
published by PiNSA volunteers. We would 
love to hear your pati ent stories, publish 
your comments or pass on your medical 
questi ons to members of our Medical 
Advisory Panel for responses. This is your 
newslett er and we’d like to hear from you!

Pati ent treatment 
diary in development 
PiNSA is in the process of developing a 
pati ent treatment diary which will be 
added to the PiNSA toolkit. Danielle 
Guignet, PiNSA committ ee member 
who is helping to develop the treatment 
diary says “this will assist both the 
pati ent and the doctor with more 
detailed informati on such as how oft en 
you experience side eff ects and what 
these side eff ects might be”. Watch the 
newslett er for more informati on about 
the treatment diary. 

News in Brief




