
Immunology Awareness

One of our 2011 strategic initiatives announced by Chairman Judith Dickson in the last 
newsletter is that of commencing to fundraise for a special centre to house our patient services, 
staff and shared resources on one site. We have a vision of this also incorporating family friendly 
accommodation for patients and families – especially those from out of Auckland, temporarily 
living here as their loved ones undergo and recover from Bone marrow transplantation (PID 
patients) and/ or liver transplants.

 Living in cramped accommodation at any Hospital can add further stress to families typically 
relocating for 3-6 months; dealing with other children and concerned family members adds 
further challenges for parents. One of our aims is to be able to offer spacious, easy care facilities 
with privacy for family living.  Hospital communal and apartment living have their place, but 
eventually each family needs peace and tranquillity as they adjust to this life changing journey 
and healing process.

We are well aware that this project will be a huge stretch for the Foundation, and that fundraising 
will most likely span a period of years. Your Board members are committed to working through 
carefully the options available, taking expert advice and following all avenues to turn this dream 
into a working reality. In due course we will also be asking patient members who have had 
� rsthand experience of transplants for your comments and feedback on our plans.  The � nal 
form of the centre will not be known for some time, but already we have had support from 
community minded experts to help us develop concept drawings and plans to start off our 
feasibility process. Visit www.fundraiseonline.co.nz/kidsfoundation/patientcentre to view our 
progress and add your comments of support.

In phase 1 of the project we are seeking land to house our centre – if you can help we would love 
to hear from you! If any members or supporters have ideas or contacts interested in assisting us 
achieve this goal – please pass their contact details on to us at  info@idfnz.org.nzRare Disease  Day  - Jeans Day Challenge

Congratulations to...

Special Appeals

Smith & Smith® 
The Freemasons Charity
The Freemasons Mangere Lodge 330 
Commonwelth Serum Laboratories Ltd (CSL)
COGS
The New Zealand Transport Support Trust
Octopharma Ltd

The Mount Wellington Foundation Ltd
Four Winds Foundation Ltd
Oxford Sports Trust
Circus Quirkus Appeal
The Perry Foundation
The Lion Foundation
The Pelorus Trust

 2011 Supporters include
The Endeavour Community Trust
Sovereign Sunshine
Razz Ma Tazz Appeal Supporters
Aoteroa Sports Foundation
First Sovereign Trust

Intouch
This edition of Intouch was sponsored by The Mt Wellington Foundation Ltd.

April 2011

IDFNZ Vision
Patient and Family Centre for PID and Liver transplant patients.

Patient Events 2011

April  22nd -29th  
PI AWARENESS WEEK 
visit our various displays at 
hospitals around New Zealand ( 
see website for details)

April 29th 
WORLD DAY OF IMMUNOLOGY 
Auckland Patient meeting/ Blood 
safety Seminar, Centre tour- NZ 
Blood Service, Great South Road 
Auckland.

May 25th
Liver families coffee group, 
Auckland 

May
Hamilton Event – TBC

Jun
Dunedin Event – TBC

Jul
Wellington Event - TBC

Visit our website for more 
details & Registration forms.

Shop Online to Support IDFNZ KIDS Foundation
A new website is being launched very 
soon; usavemoney.co.nz is a New 
Zealand owned, New Zealand charity 
focused online shopping centre.

The website and the numerous merchants already listed on it are 
aiming to offer excellent prices on everything you buy.  Their goal is 
to provide a bigger selection than any shopping centre whilst saving 
you money, giving you prizes and helping New Zealand charities 
like us. 

There are already some great deals listed on usavemoney.co.nz and 
during the GRAND OPENING week some absolutely incredible deals 
will be available.  Check out the site; you can save money, win prizes 
and help us, all at the same time.    To register on usavemoney.co.nz 
only costs $10, with $5 being a direct donation to us( remember to 
select IDFNZ / KIDS Foundation as your preferred charity) and $5 
credited to your own USave account where you can list items for 
sale (using the second hand goods Garage Sale section). We would 
also really appreciate if you could list 2 or 3 products on the Garage 
Sale because when you sell it, we get another donation (At no extra 
cost to you). In fact we’d love it if you were to clean out your garage 
and list all of your pre loved items!

Given the amazing deals listed, you could easily save more than the 
$10 registration fee on your � rst purchase.  In addition to the initial 
$5 donation, every time you make a purchase usavemoney.co.nz 
sends us a donation!

Make sure you check out all the super GRAND OPENING deals and 
register as one of our supporters on usavemoney.co.nz  . Remember 
the best deals will go fast.  So register early!

Patient Questionnaire 
Your Board is keen to ensure that the services and information 
offered to members is meeting patient’s real needs and 
expectations. To help us evaluate our services over the next few 
months we will be contacting various sub groups of patients with 
brief questionnaires asking for your feedback. We encourage 
you to take a few moments to � ll these in and return them to us. 
Thanking you all in anticipation of your help.

The IDFNZ is a not for profi t organisation dedicated to supporting New Zealanders of all ages 
diagnosed with Primary Immune Defi ciencies (PID’s). IDFNZ provides education for PID’s, PID 

lobbying and advocacy services, and ongoing medical and scientifi c research

The Kids Foundation is the welfare arm of IDFNZ caring for PID children, teenagers and their 
families, as well as PID Bone Marrow and Liver Transplant children. The foundation offers 

members practical, emotional, medical and social support.

NewsFlash

Swimming Lessons
Thanks to a generous grant from Oxford Sports Trust – the 
Foundation is once again able to offer a limited number of 
swimming lessons for Auckland members for terms 1 and 2. 
Contact Sandi 0508300600 for more information.

Shop Online to Support IDFNZ KIDS Foundation
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To all of those members and supporters around the 
country were able to take up our Jeans Day challenge 
to hold a mufti day at schools/ preschools and work to 
support the work of the Foundation. 

This simple initiative can be a fun way of fundraising.
Since 2005, 29th April has marked World Day of Immunology in many countries around the world. The whole week 
leading up to this is this year for the � rst time being designated Primary immunode� ciency (PI) Awareness week. This 
period is a time to re­ ect on the impact of these rare, often hard to diagnose disorders. 

IDFNZ is committed to raise awareness of the importance of Primary Immune De� ciency (PID) disorders, 
to promote recognition of the early warning signs of PID and the need for early diagnosis and treatment. 

During this  week in April  you will see IDFNZ information 
stands at local hospitals and New Zealand Blood Service Donor 
Centres across the country. Many thanks to the patient members 
who have volunteered to set up these displays and hand out 
information to the general public.
The New Zealand Blood Service has supported IDFNZ efforts 
by hosting a Patient meeting at the Auckland, Green lane Blood 
Donor centre on World Day of Immunology 29th April - to 
update our PID patients undergoing immunoglobulin treatment, 
on aspects of blood and plasma collection and safety of blood 
products. IDFNZ is appreciative of the ongoing support of 
NZBS Medical professionals and staff, as well as the many New 
Zealanders who regularly give blood and thus help our patient 
members with life saving treatment options.

For more information on these events contact Sandi 0508300600

the staff and pupils of Bulls Kindergarten and Bulls School for 
taking up our challenge and being � rst to write back to us

IDFNZ Online Shop
Coming very soon - an 
exciting new way of 
supporting the Foundation  
our own online shop with 
some interesting items 
to  purchase; All proceeds 
will directly bene� t the 
Foundation.

More details next newsletter.



Laura Hannah, PID Patient and Parent
Our People

It was an 
uplifting yet a 
very humbling 
experience for 
me and my 
colleagues to join 
the families of the 
Kids Foundation 
Christmas Party 

at Rainbow’s End in December.  For those of you who attended 
and couldn’t hear the speeches or for those who couldn’t attend 
we would like to give you a brief summary of our new association 
with your organisation.

Smith&Smith® has a long established presence in New Zealand 
dating back to 1875. We are proud of having a built a reputation 
over the years which means we are recognised as the leader in the 
glass industry for quality and service.  

We are part of Belron®, a successful global business, privately 
owned by the D’Ieteren and the Lubner families.  These 
philanthropic families have for generations had the desire to help 
others in our communities who genuinely need help.  Over the 
years millions of dollars have been gifted or raised around the 
world from individual and business contributions.  We call this 
Giving Back.

IDFNZ KIDS Foundation would like to thank the Freemasons of New Zealand and especially members of The Mangere Lodge 330, participants 
of the recent “Forgotten World Highway” tour, and the Freemasons Charity, for their generous and outstanding support. 
The proceeds of the Forgotten Highway World Highway tour amounted to $20,000 and will be used to purchase Sub -Cutaneous Immunoglobulin 
(SCIG) Pumps for patient members affected by Primary immune De� ciency disorders. 
These patients are affected by faulty immune systems and are unable to make their own anti bodies; collectively they represent the main recipients 
of donated human plasma - undergoing routine intravenous treatment with immunoglobulin (plasma) infusions at hospital day clinics every 3-4 
weeks. Without the immunoglobulin treatment these patients would be unable to � ght infections and their lives would be at risk.
The SCIG pumps deliver the Immunoglobulin into the subcutaneous fat (under the skin) rather than by vein – and thus allow this life saving 
treatment to be undertaken at home by the patient or caregiver. The new pumps will be distributed to young patient members of the Foundation 
who will bene� t greatly from a lesser number of long and arduous visits to the hospital each month and more quality time at home with family.
The friendship and support extended by the Freemasons of New Zealand has greatly  touched us; local members of the Foundation and Freemasons 
of New Zealand some 85 people in total, attended a presentation at the Auckland Botanical Gardens on Saturday 12th February, where MW 

Bro Selwyn Cooper, Grandmaster of the 
Freemasons of New Zealand, handed 
over their generous gift. After the formal 
presentation the group made their 
way to The Potter Masonic Children’s 
Garden, a section of the Botanical 
Gardens – another community project 
funded the Freemasons of New Zealand 
through the Potter Masonic Trust.

W Bro Paul Ashley, Master of the Mangere Lodge 330, RW Bro Mark Winger, Superintendant of the Freemasons Charity 
W Bro Brian Crone, IPM of the Mangere Lodge 330 Janet Simon, General Manager of IDFNZ Vicki Tattley. VC of IDFNZ 
Dr Shannon Brothers, Member of the Foundation and Pediatric Specialist, Starship Hospital.MW Bro Selwyn Cooper, 
Grandmaster of The Freemasons of New Zealand

Hayden and Jackare two of our lucky young patient 
members who have received SCIG pumps funded by the 
FreeMason’s  generosity. Follow their progress learning 
to use these pumps in the next edition of INTOUCH.

These two small words play a big part at Belron®. Our company is the 
world’s largest automotive repair and replacement business and our 
Giving Back activities support communities across the globe. Our global 
activities provide help and support ranging from local community 
initiatives to major charitable causes. The really great thing is that we 
don’t do it to look good or for pats on the back, we do it to make a 
difference.

At Smith&Smith® we want to play our part in supporting our community 
and we are excited to announce that IDFNZ was voted, by our people 
throughout New Zealand, to be the � rst recipient of Smith&Smith® 
Giving Back.  

Firstly, we will make a corporate donation to get your new Patient 
Centre building fund underway.  In addition, we are working closely 
with Janet and her team on a number of ideas to engage individuals and 
local teams throughout our company to raise their level of support for 
our local communities.

Through your children’s stories and the enormous ongoing efforts of 
everyone involved in the IDFNZ, you have touched our hearts and it will 
be our privilege to help you on your fantastic journey.  We will keep you 
posted on our progress throughout the year.  

Best wishes

Greg Liddington

HR Director

Smith&Smith® choose the Kids Foundation

Tauranga Meeting

A Tradition of Caring Extended to IDFNZ
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Thank you to all members who 
supported these events by 

attending.

Biliary Artesia Study

Every Body Website - www.everybody.co.nz
Medical Matters

M
M
40

It was our family doctor who inadvertently 
introduced me to IDFNZ & the Kids Foundation, 
and I am so grateful!  After years of frequent 
infections lasting far longer than they ought, my 
doctor ran a full spectrum of blood tests, and 
diagnosed me as IgA de� cient.  He explained 
that part of my immune system was very low, 
so I needed help to � ght infections.  Although 
he encouraged me to check out the internet for 
further information, I really didn’t spend much 
time on it.  I was a busy mother of three young 

children and had “better” things to do.  The diagnosis was huge for me, 
though, because it explained why I kept getting sick – and that it wasn’t “all in 
my head”, as some people seemed to imply.  

Several years later, IDFNZ sponsored Dr. Jerry Winklestein, an immunologist 
from Johns Hopkins University, to come and speak to doctors throughout the 
country.  My G.P. received an invitation to a lecture at Dunedin Hospital and 
forwarded it to me, suggesting I go along and learn more about my condition.

Jerry was fascinating to hear, and although geared to medical professionals, it 
was clear from his talk I was on the “light” end of the PID spectrum – the most 
common ailment, but also with far fewer life threatening complications than 
most of the very serious de� ciencies he outlined.

Afterwards, I wanted to say “thank you” to someone, and since Jerry was 
surrounded by doctors, I approached “the people” who seemed to be with 
him, and so met the IDFNZ “team” for the � rst time.  They encouraged me to 
take an enrolment pack and to join the Foundation, which I was reluctant to 
do, as my condition didn’t seem to compare to what we’d just been hearing.  
Janet and (then nurse) Sarah were emphatic, though, that every person and 
condition counted.  They were very af� rming, something I have come to 
greatly value about IDFNZ/KIDS.

One of the things I particularly liked about the enrolment application was the 
explanation of the joining fee.  The Foundation indicated there was no fee 
to join, as the cost of having the condition was already high enough.  That 
compassionate understanding of what a chronic illness can mean to a person 
and their family impressed me deeply, and I knew I wanted to be part of such 
a group.  

There have been two signi� cant highlights (so far!) in being involved with 
IDFNZ/KIDS.  The � rst came at the inaugural National Conference.  The 
speakers were excellent, the information useful and speci� c and forums for 

“coping strategies” helpful.  The best parts, though, were the “in between” 

Biliary Atresia is the medical term for a condition which features the lack of proper 
development of some of the bile ducts and gall bladder.  The de� nitive cause is 
uncertain, though as many of our transplant families are aware the outcome is often 
chronic liver failure requiring liver transplantation.

The exciting news is that a search for the causes of Biliary Artesia is now well 
underway with a NZ based research team recently formed in collaboration 
between Otago University, Doctors and nursing representatives from 
Starship Paediatric Gastroenterology dept. and Tauranga hospital ,Mai 
nga Kuri a Wharei ki Tihirau. 

We often come across useful websites that are packed full of interesting and helpful 
information. One such site, well worth a visit is www.everybody.co.nz  . It is 10 years 
since Every Body was � rst set up and they are to be complimented for � tting such a 
wide range of personal and health information into one site.
Families often have such wide needs – this site can provide easy to understand, 
patient friendly, medical information .It is intended as a reliable source of 
information to support your relationship with healthcare providers. 
Of particular value is the Everybody Human Atlas - a range of medical 
animation content developed by Blausen Medical Communications (BMC) 
in the US. BMC has the world’s largest library of 3D medical imagery with 

times – lunches, dinners, tea times where it was possible to keep meeting new 
people who understood the world you lived in.  The � rst question was always, 

“Are you a patient or a parent?”, and then the conversation would take off.  
The picture in my mind was as though I’d been sailing around the world for 
10 or more years, arriving at port after port, but never being able to speak the 
language.  The conference made me feel, for the � rst time, as if I’d come into 
a port where I � nally spoke the same language as everyone else. I left “walking 
on air”, and went home to tell my husband he needed to come with me to the 
next conference, without fail!

At the second conference, I was seconded onto the Board, in order to provide 
representation for the South Island.  This is now my fourth year on the Board.  
The second highlight came to fruition last year, when the Foundation was able 
to establish a fourth holiday home – this one in Cromwell, near Queenstown.  
It seemed like an impossible challenge in the beginning, but became a dream 
come true in a simply stunning setting.  Along with other locals, being there 
to welcome the � rst family to use the home (a transplant family who had had 
no holiday since the birth of their 3 year old child) was both emotional and 
uplifting.  

As a Board, part of our job is to see that the Foundation is able to help meet 
practical needs, as well as provide accurate educational information.  In 
highly visible cases, such as the holiday home (above), there is a real sense of 
contributing to something worthwhile.

On the educational side, I � rst heard of the term “genetic counselling” at the 
second national conference.  As I understood it, this was a term usually used 
for parents of children with inherited genetic de� ciencies, especially where a 
parent might feel guilt over “giving” a certain gene to their children.  “As if any 
parent chooses to do so!” was my initial reaction, but the term continued to 
come up from time to time in my reading.  On an abstract level, I was able to 
fully come to the conclusion there was no blame, it simply “happened”.  This 
was reassuringly useful when, about three years ago, one of our daughters 
was diagnosed with the same PID as mine.  You can blame yourself all day 
long, but it isn’t at all productive.  However, it  is much more dif� cult to watch 
your child be ill than to be ill yourself!

However, we’re really fortunate  here in New Zealand.  We have access to 
good care, excellent specialists and readily available medicines at affordable 
prices.  Hearing tales of what it is like to have a PID in a third world nation 
makes me very thankful not only for where I live, but also for the extra access 
to assistance we have through IDFNZ/KIDS.  There may be a “de� ciency” 
in my genome, but I still feel blessed to know and be associated with this 
Foundation.

The study is headed by Professor Stephen Robertson, Professor of genetics, 
Otago University. Information on this research has been sent out by 
Professor Robertson to Patients / families affected by this condition, as an 
invitation to participate .

IDFNZ has posted this information on the website www.idfnz.org.nz  and 
would like to encourage member families to participate and help our 
scientists to discover valuable information on the underlying causes of this 
rare medical condition.

more than 4,000 animations and 7,000 stills. Over a ten-year period BMC 
has developed an international reputation for quality, detail and scienti� c 
accuracy. These images are really useful for visualising and explaining what is 
going on within our bodies. So whether your interest is allergy, anaphylaxis, 
liver transplantation, gastric conditions or simple coughs and colds – the 
powerful imagery can help explain the symptoms you are experiencing.

The site also gives useful links to connect patients with community support 
groups such as our own, General Practitioners, Midwives and other medical 
professional service providers. 

At the end of January some of our 
Tauranga members and their families 
had a go at rock climbing and glow in 
the dark mini golf at The Rock House in 
Mt Maunganui.
The glow in the dark mini golf proved 
to be more of a challenge for a few of 
the kids than the rock climbing with golf 
balls going in all directions but fun was 
had by all that gave it a go. Thank you to 
the parents who were roped (excuse the 
pun!) into being belays for the climbers!
A big thank you to Ian from The Rock 

House who very generously gave IDFNZ/
KIDS Foundation the use of the facilities at 
no cost and to his wonderful staff for kindly 
opening the doors an hour earlier  than 
normal opening time so we had the facilities 
to ourselves.


