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Re ̄ections
As 2007 draws to a close we can look back on some satisfying 
achievements and good memories

The 2007 Bi-annual IDFNZ Family 
conference was a huge success with PID 
and Transplant families from around  
New Zealand able to come together 
to  share knowledge, experience and 
laughter together. Thanks to everyone 
who made this event possible. The value 
of networking with others affected by 
similar health conditions cannot be 
underestimated as has been reinforced to 
us by the overwhelming positive feedback 
from conference attendees. We are very 
blessed in New Zealand to have medical 
professionals and scientists willing to 
spend their own free time passing on 
knowledge and information to families; 
the Foundation is proud to be linked to 
such altruistic individuals.

The Foundations Respite Home 
program is well established now, word 
is spreading and families are beginning 
to reap the bene® ts of utilizing these 
wonderful facilities. 

Christmas Parties

Hamilton  
Saturday 1st December

Auckland 
Saturday 8th December

Wellington 
Saturday 15th December

Office Hours
The IDFNZ/KIDS Foundation of® ces will be 
closed from Friday 21st December to Monday 
14th January 2008. 
Messages can be left on 0508 300 600.
Urgent enquiries will be answered.

South Island families will be pleased 
to hear that the Board is working on 
providing future respite homes in the 
South Island.

Over the last year the Board has 
spent time reviewing the Foundations 
constitution with the aim of modernizing 
it in readiness for registration with the 
New Charities Commission. This has been 
a very worthwhile exercise and the Board 
thanks all members who participated in 
the special meetings held in Wellington 
and Auckland.

Christmas is fast approaching and 
there are the usual seasonal events planned 
for around the country. 

The Board would like to take this 
opportunity to wish all members a happy 
and safe Christmas and New Year.

Dr Kira Bacal talking at the conference



July this year saw the second family conference being 
held at Long Bay, North Shore, Auckland. The venue was 
again the wonderful facilities of Vaughan Park. Some families 
also made use of the bunk rooms at the MERC centre. The 
catering provided by the wonderful staff at Vaughan Park was as 
waistline increasing as always! This year we had 23 PID families 
some of whom had travelled from Dunedin, Christchurch, 
Wellington and Tauranga, and 7 liver transplant families which 
gave us a total of over thirty child patients aged from 2 years 
to 15. The liver families had for the ® rst time, a day speci® cally 
for them. Both the liver and the PID adult programs ranged in 
subject matter. A highlight was the presentation given by Dr 
Kira Bacal on working with your health care provider. Everyone 
came away with some useful tools to help improve their 
communication with any health care professional. Another 
well received session for the PID adults was given by Marcia 
Boyle who had travelled from the USA to join us. Marcia gave 
us a fascinating insight into some of the challenges faced by 

FAMILY CONFERENCE 2007

Our People
Judith Dickson

When my youngest daughter 
arrived prematurely and very ill and 
spent the next few years in and out of 
hospitals, I, along with several GPs, 
struggled to understand just exactly 
what was wrong with her.  When 
she was almost eight years old a 
chance referral to a heart specialist 
by a Locum and a subsequent 

referral to a paediatric specialist resulted in her being diagnosed 
as having an immune de® ciency.  I had absolutely no idea what 
an immune de® ciency was and was searching for some sort of 
support.  Fortunately our paediatrician gave me a contact with 
Kids Foundation.  The help, support and information I received 
was a lifesaver and I was hugely grateful to ® nd that we weren't 
alone in this struggle.  I was impressed by the fact that these 
people who were all in the same situation as myself could still 
® nd the time, and had such strong commitment to the wider 
community that they put aside their own problems to help 
others.

I was invited to join the Board of Kids Foundation in the 
late 1990s by the then Deputy Chair, Nick Metson, a fellow 
Wellingtonian.  Since that time my perspective has undergone 
several shifts, ® rstly from my personal perspective as a mother 
dealing on a daily basis with this chronic illness that affected 
the life of my child and our whole family.  Kids Foundation 
broadened my outlook as I began to understand that there were 
other families all around New Zealand dealing with these same 
and even more serious immune de® ciency issues and that by 
joining together in a support network we would all be much 
better able to cope.  

Fortunately the Board was able to fund many families from 
all around New Zealand to attend patient meetings held in 
2005 and 2007 thus enabling them to hear, ® rst hand, from 
both local and International experts in the ® eld. I found it 
hugely valuable to be able to understand the needs of these 
families and listen to their experiences.

My next shift in perspective came when I was fortunate 
enough to be able to represent the Board at the IPOPI 
conference in Versailles in 2004.  The opportunity to hear 
some of the world's most brilliant medical and scienti® c minds 
was mind blowing.  This plus meeting families from around 
the globe led me to realise that we were truly an international 
`family' in this struggle with immune de® ciency and how much 
we still have to learn!

Since then I have had the privilege of becoming involved, 
as a Director, with the creation of The Immune De® ciency 
Foundation of Australia, a huge learning experience.  From here 
I look forward with excitement to participating in the extension 
of IDFNZ's work into Asia and the Paci® c under the IDF Asia 
Paci® c Alliance.

This November fellow IDFNZ Board member Ali Coombes 
and I will be attending the ASCIA conference and inaugural 
patient meeting in Freemantle W.A.

This has been a wonderful journey for me.  I am eternally 
grateful for the support that IDFNZ has given to my family and 
for sharing the laughter and the tears along the way.  I have 
been privileged to work with some of the most outstanding 
people I know.  These are people so professional, so committed 
to the vision, and so steadfast in their stewardship of the 
organisation.   I look forward to spending many more years in 
their company!

Recent Events
IDF members in that country. 

It does make one appreciate our 
health system a little more! The liver 

families heard very encouraging details as 
to how successful the paediatric transplant 

program has been so far in New Zealand; again it 
does help to keep things in perspective amongst all the 

ªwrongsº within our health system.
We had many excellent sessions and special thanks must 

be given to all the speakers who gave up their spare time at the 
weekend to give us such interesting talks. 



Online Forum

equity-for-illness: it's only fair

Medical Matters

-By Melanie Trevethick
New Zealand has two streams of health 

funding each governed by different entities: 
ACC provides a comprehensive, no-fault, 
Government subsidized insurance scheme 
for those injured through an accident 
while the Ministry of Health is responsible 
for those of us who develop an illness; 
with or without ongoing disability. While 
both providers deal with New Zealanders 
with similar levels of need, by comparison 
the limited and tightly written eligibility 
criteria provided by the Ministry of Health 
severely disadvantages those of us with 
illnesses.  

This issue of disparity is of enormous 
relevance to New Zealanders regardless 
of age or current state of health. While 
many are aware of what ACC provides 

few have any idea until it is too late of 
the minimal support available through 
WINZ and the Ministry of Health. We 
believe New Zealanders deserve better. 
By raising awareness of these inequities, it 
is hoped that public outcry will pressure 
Government into creating change. 

Incensed by such inequalities, in 
April 2003 I lodged a claim with the 
Human Rights Commission claiming 
discrimination by the Ministry of Health. 
The concept of ACC, (de® ning the group 
by the cause of their condition) is a 
unique international model providing no 
precedent on which to base a judgment. 
Our aim is to create that precedent that 
will revolutionize how health funding 
is allocated in New Zealand. On April 
the 4th, 2007 the HRC Review Tribunal 

announced their decision; dismissing 
Crown Law's application to have the case 
struck out on one point while calling for 
further submissions on the other. This 
second point was presented on August the 
3rd.

To achieve our goal we have created 
the equity-for-illness trust. Our stated aim 
is: To see the Ministry of Health funding 
brought into line with current ACC 
entitlements: creating a non-discriminatory, 
needs-focused health delivery; regardless 
of the cause. We urge you to become 
part of this campaign. Please log on to 
www.equity-for-illness.org.nz to see how 
you can register your support. Individually 
we may struggle to be heard but together 
we can shape the future

- Melanie is a Hamilton member of IDFNZ / KIDS Foundation 

At our Family Conference earlier this year 
a number of members raised the idea of 
an online forum where our members can 
interact, ask questions and share their 
knowledge.  IDFNZ is pleased to announce 
that the forum is now operational for a six 
month trial period. 

A number of general discussion areas have 
been set up including
  - Announcements

  - Family Conference
  - Holiday Homes
  - Ask the Doctor a PID question
  - General PIDs discussion
  - Ask the Doctor a Liver question
  - General Liver discussion
The forum can be accessed from the main 
web site http://www.idfnz.org.nz but as 
a privacy and security measure you must 
register online before you can actually start 
using the forum.   

Persons who are not registered cannot 
view the contents of the forum or ® nd out 
anything about the members.

Once your membership of IDFNZ has been 
veri® ed you will receive a con® rmation 
e-mail.  Enjoy and have fun.  If you have any 
problems or queries please direct them to
webmaster@idfnz.org.nz
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The following all gave of their time over 
the weekend:

The Right Honourable Roger McClay
Marcia Boyle
Dr Kira Bacal 
Dr Richard Steel
Dr Jan Sinclair
See-Tarn Woon
Sanchia Vos
Dr Rohan Ameratunga
Dr Simon Chin
Dr Stephen Mouat
Dr Helen Evans
Karen Sanson
THANK YOU!! 

The children's program was as eventful 
as ever with activities ranging from mini 
golf, walking the harbour bridge, outdoor 
adventures at the MERC centre to a visit 
to Kelly Talton's and Snow Planet! I think 
all tastes were catered for! A social event 
for everyone was held on the Saturday 
evening when over 80 people boarded 
buses to Takapuna for ten pin bowling 

and tea. This was a great fun time 
for all ages with some very 
impressive bowling from 

some of our members!

Thanks must also go to our sponsors who 
helped make the weekend possible as well as 
the IDFNZ board members who pitched in 
and helped over the weekend.  Here's to the 
next one!



  Special Appeals

 A special thank you to all of our loyal sponsors and supporters who make the work 
of the Foundation possible.

The Remuera Lions Club
Immune De® cient Teen Trust
Pub Charity Inc.
The Trillian Trust
The Southern Trust
Commonwealth Serum Laboratories Ltd CSL
South Auckland Charitable Trust
The New Zealand Children's Transplant Support 
Trust
The Trusts
The Century Foundation
The Eureka Trust
The Trinity Foundation
Bendigo Valley Charitable Trust
The Lion Foundation
The East Tamaki Trust
Lotteries 
COGS
The Kiwi Community Trust
The Mainland Foundation
Sir John Logan Cambell Trust

The Unison Trust
The Heretaunga Trust
The Oxford Sports Trust
The Winton and Margaret Bear Trust
The Bay Foundation
The New Zealand Community Trust
The Paci® c Sports & Community Trust
The Southern Victoria Trust
The Green Thistle Trust
The Mt Wellington Trust
Trust House
The Auckland Airport
The Caversham Foundation
TC Trust
The Mangere Bridge Sports & Cultural Trust
Sponsors of the KIDS Foundation Wishlist 
Appeal
Sponsors of the KIDS Foundation Circus 
Quirkus Appeal
Sponsors of the KIDS Foundation 
Spellbound Appeal

This edition of Intouch  was sponsored by The Mt Wellington Trust.

Our Supporters
Support our Foundation
HAVE YOU BEEN GOOD FOR XMAS ...
THERE’S STILL TIME!

Visit Our Online Fundraising 
Shopping Mall

Be good to family and friends-buy 
gifts online directly from leading NZ 
stores, including Woolworths, Real 
Groovy, IQ Toys, Line 7, CCC and lots 
more.

Be good to yourself-save time and $'s 
with internet specials. No driving, 
parking or queuing!

Be good to Australians too! -You can 
save time and postage by sending gifts 
direct from our Aussie stores.

Be good to Kids Foundation-all 
shopping helps with fundraising. 

Be good and shop at :

www.yourfastshop.co.nz/KIDS 

good for everyone this Xmas.

Tristan is a Christchurch PID member who is currently in the 
USA undergoing a Thymus transplant. Tristan's story can be 
found on our website www.idfnz.org.nz. The Foundation is 
sponsoring Tristan whilst overseas and has set up a special 
Appeal fund for his medical and living costs whilst in the USA.
Donations can be made by cheque mailed to 
Tristan's Hope Appeal / KIDS Foundation Appeal 
PO Box 75-076, 
Manurewa 
or by
Direct credit to Tristan's Hope Appeal Account 
ASB 12-3032-0232395-00

Aria is a South Auckland transplant member. Her bowel 
transplant will require an extended period of time living 
overseas and Aria's family and friends are working hard to raise 
funds for medical and living expenses. The Foundation has set 
up a special appeal fund for Aria and would like to thank all 
individuals and businesses that have given assistance. Aria's 
parents are posting regular updates on her website so everyone 
can keep up to date with her progress.
Donations can be made by cheque mailed to 
Aria MacDonald / KIDS Foundation Appeal 
PO Box 75-076, Manurewa    or by
Direct credit to Aria MacDonald Appeal Account 
ASB 12-3032-0253524-00 
or by Text : text HELP ARIA to 469 to donate $3.


