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The Gift of Hope
The festive season brings with it a spiritual message of hope. People dealing with chronic 
or life threatening health conditions know all about hope and must never give this up. To 
be hopeful means to expect good to come in the future, even when suffering with ongoing 
or acute illness. We all hope for peace and security, to live a purposeful life and deserve 
respect from others. We hope to have companionship, information to make wise life 
decisions, to keep our dignity and to feel cared for. With life threatening conditions we 
may hope for a cure or at the very least a good quality of life as we journey forth. Spiritual 
needs often surface when dealing with adversity.

Contemplating this as we examine the Foundation, we see our membership is growing, 
we receive referrals from Hospitals and medical practitioners on a weekly basis, and an 
increasing number of patients have discovered us via our web site. These families are often 
weary and vulnerable, coming to terms with newly diagnosed medical conditions , exhausted 
by their medical journey.  The support, personal contact, and information offered by the 
Foundation is intended to bring hope, to comfort and strengthen new members as they are 
welcomed into a family where everyone is connected by a common experience.

It is reassuring to hear from individual members how the Foundation is touching their lives, 
providing tangible support services to PID and Transplant families all across New Zealand. 
Our regular events program is being rewarded with good attendance and feedback from 
members. Families gathering together can create the result of encouraging and giving hope 
to each other. The Foundation Board and Staff are committed to the objectives of the 
Foundation, serving the needs of our patient members and welcome feedback at any time 
of new ideas of how we can improve services. We also seek members willing to share their 
stories in our newsletter and website to give hope to others.

In this edition of InTouch we hear from Associate Professor Rohan Ameratunga updating 
PID members on hope from new molecular diagnostic tests developed and available here 
in New Zealand. This is a major advance for PID patients seeking a clear genetic diagnosis. 
Knowledge in this case can vindicate a patient, explaining a sometimes lifetime journey of 
chronic illness and at the same time bring hope for future. This is a very personal experience 
and patients receive appropriate genetic counseling to help them through this. 

We are also encouraged by the number of New Zealand patients willing to work with our 
scientists and medical professionals, giving permission for scienti®c papers to be published 
and circulated internationally ± sharing the hope of new PID information with others 
around the world. Although patient anonymity is assured, this is still a very brave step and 
their courage deserves our applause.

Our liver and Bowel transplant patients are also living in hope as they wait patiently for 
suitable donor organs to become available. Last year in New Zealand ¼.. liver transplants were 
performed on young children at Starship hospital; the survival rates are amongst the highest 
in the world. Our thoughts are also with the families of our child patients who have no choice 
but to travel overseas for Small bowel transplants. The prospect of 3 or more years overseas, 
away from friends and family for the purpose of a life saving operation must be daunting 
indeed. In this newsletter you can read about three such families who are courageously making 
their stories public as they face the added task of raising funds to ®nance their stay overseas. If 
anyone reading this newsletter is in a ®nancial position to help these children we encourage you 
to do so ± every small donation and message of encouragement helps.

We must thank our loyal ®nancial supporters (listed on the back page) for their gift of hope 
to all of our members ± The Foundation is only able to continue its services because of this 
loyal following. As a registered Charity our sole income is from Public Donations, Grants and 
sponsorship. Thank you and we look forward to working with you all in the New Year.

We would like wish a Merry Christmas to all of our members, associates and sponsors, and 
thank you all for supporting and encouraging us in our work.

Yours Sincerely ± The IDFNZ/KIDS Foundation Board

Patient Events 2008

Saturday November 22nd
Dunedin Patient meeting / 
Christmas event 

Monday November 24th 
Christchurch Patient meeting

Saturday 6th December
Auckland Patient meeting / 
Christmas event at Rainbows 
End.

Saturday 13th December 
Wellington Patient meeting / 
BBQ at Otaki Holiday Home.

Invitations to these events 
are being sent out to all local 
members ± please RSVP by the 
dates indicated.

Details of exact times and venue 
locations are on the invitations.

Note :
Friday 19th December to 
Monday 12th January
IDFNZ/KIDS Foundation Office 
closed.

Early Notice of 2009 Events

Saturday February 14th
IVIG / SCIG Patient meeting to 
be held in Auckland.

Details to be sent out before 
Christmas.

Otago Respite Home

Members can help to raise funds for 
our ®rst South Island respite home 
which we would like to locate in Otago. 
We have set up a special fundraising page which enables anyone to 
contribute to this project very easily. 
There are a number of members busily organizing various fundraise 
efforts to support this; perhaps your next sports event could be used 
to help this cause? 

Overseas Transplant Appeals

The Foundation continues to work with individual 
families with children urgently needing life saving 
transplants which can only be performed overseas. 
The stories of 3 of these brave young members can 
be found on our website www.idfnz.org.nz. 
To view and donate to their individual fundraising 
pages visit the web links. 
Give a gift of life this Christmas!

The Mt Wellington Trust
The New Zealand Children's Transplant 
Support Trust
The New Zealand Community Trust
The Oxford Sports Trust
The Paci®c Sports & Community Trust
The Perry Foundation
The Southern Trust
The Southern Victoria Trust
The Trillian Trust
The Trinity Foundation
The Trusts Charitable Foundation Inc.
The Unison Trust
The Winton and Margaret Bear Trust
Treadwells Ltd
Trust House

Jennifer and Helena Hilliar and friends 
Aimee and Alasha McCracken have 
spent the long winter months in training 
for the Auckland Marathon 2008. 

Running requires dedication at 
the best of times, but the Sunday 
morning of the Marathon also 
involved getting up in time for a 
4am ferry across to Devonport 
to join the starting line along 
with seven and a half thousand 

other contestants.

Our dedicated KIDS Foundation team 
completed the half marathon race and 
also raised the impressive amount of 
over $1400 for the Foundation. 

Well done and thank you all for your 
dedication and generosity.
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JennThe Foundation has solved that dif®cult problem of what to 
buy those special people in your lives who have all they need, 
but whom you still wish to surprise with a meaningful gift.

We are now offering a gift catalogue with a difference ± containing 
a range of gifts you can buy to present to friends and family and at the 
same time help sick children and families supported by the Foundation. 

These practical gifts mean that even a small investment can contribute 
to one of our worthwhile projects and make a real difference to children 
in need here in New Zealand.

Gift cards are available for different purposes ± these can viewed online 
www.idfnz.org.nz or ordered from our printed catalogue. You receive a 
card of your choice which you can then complete and send to your loved 
ones; letting them know you have made a donation in their name. (The actual 
amount spent does not show on the card.) We also send you a separate tax 
invoice as the purchase quali®es as a charitable donation.

We encourage you to support KIDS Foundation / IDFNZ by buying a supply of 
Christmas and general gift donation cards for loved ones in your life.



Recent Events
Spellbound 

Shows took place in Whangarei, Auckland, Hamilton, Wellington, 
New Plymouth, Palmerston North, Wellington, Wanganui, 
Christchurch, Nelson, Dunedin, Timaru and Invercargill. 

Thank you to all members who volunteered their 
time to attend and help with these events. 
These shows simply wouldn't be 
possible without the kind 
®nancial sponsorship 
of the hundreds of local 
businesses that sponsor.

Drill 2008
The members of the Australian and NZ Drilling Associations Ltd showed a true spirit of generosity and compassion 
during their annual conference held in Auckland in August. The members organized a charity auction which raised 
an impressive $28,000 towards the KIDS Foundation Aria MacDonald Appeal. Well done and a huge thank you to 
everyone involved in this event. We would particularly like to thank Dennis Stowe and Simon Fitzgerald for their support 
and encouragement.

Helipro
 
Foundation families were able to enjoy the thrill of free scenic 
helicopter rides over Wellington Harbour in August ± Helipro 
Ltd are a strong supporter of the Foundation and offered special 
¯ights to compliment the Wellington Spellbound Show taking 
place nearby at Queens Wharf. Many thanks to  Ned Lee, Haley 
Vesloot and Cam Heron for their generosity and kindness in 
making this treat available to our younger PID and Transplant 
members.

  Joint Patient Member Events around the country
Auckland members came together in 
August for a ten pin bowling event and 
supper. This was a great opportunity 
for families to meet informally, catch 
up with each other and meet with 
Foundation staff. Thanks to Tracey 
Cornwall for organizing this event. It 
was so popular we will be repeating it in 
the New Year.

Dunedin Members were also able 
to gather in August for the privilege 
of meeting with Professor Rohan 
Ameratunga and hearing ®rst hand 
about the genetic testing services 
now available here in New Zealand. 
Thanks to Laura Hannah and Tracy for 
organizing this event.

PID Seminars
During 2008 the Foundation ran a series 
of PID education seminars reaching out 
to medical professionals and members in 
Dunedin   and Auckland. The information 
transfer and subsequent networking 
from these meetings has been excellent 
value. Many thanks to Professor Rohan 
Ameratunga for giving his time and expertise 
delivering this excellent service.

Transplant Members

The coffee meetings at Starship hospital 
continue on a quarterly basis, all 
transplant members are welcome to 
attend, especially those hospitalized for 
long periods ± come along for a break 
with others who understand what you 
are facing.

Liver clinics are taking place most 
Thursday mornings at Starship ± Tracey 
Cornwall has been asked by the hospital 
staff to be available onsite during this 
period so that families can touch base 
with her before or after appointments. 
Tracey will also be visiting other hospitals 
around NZ alongside the Liver / Gastro 
outreach clinic team and so will be able 
to catch up with liver patients around the 
country face to face.

The Foundation has a series of exciting 
new information resources for transplant 
patients that we plan to publish and 
release in the New Year. 

We are committed to supporting this 
important part of our membership and 
welcome ideas and suggestions.

Our People
Associate Professor Rohan Ameratunga Updates members on 
Hope Given Through PID Research here in NZ

Medical Matters M
M
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Tracey Cornwell

Our Services

Hello to all our members.  As some of you 
know I recently joined the Foundation 
as Health Coordinator.  I have worked in 
the disability sector for the past 18 years 
and still hold ties in this area.  I hold a 
social science degree in the human service 
®eld and originally trained as a nurse.  
My role with the foundation is that of a 
support person, offering practical support, 

advice and understanding. I can also help families with access 
information on speci®c disorders to help empower families to 
make well informed decisions.  

Since joining IDFNZ I have tried to make contact with many of 
you by phone calls, emails, hospital visits, clinic visits, home 
visits and recent patient events in Auckland and Dunedin. 
Further meetings in Wellington, Christchurch, Hamilton and 
Tauranga are being planned for the near future. I am keen 
to organize an ongoing program of similar events to bring 
groups of families together .I can also work with you one on 
one as your advocate to better access available healthcare and 
income support services. If I can be of assistance to you at all 
please don't hesitate to contact me to make an appointment 
for a chat in person or by telephone- 0508 300 600 or email: 
support@idfnz.org.nz   

There have been major advances in the 
understanding of Primary Immune 
de®ciency Disorders over the last two 
decades.  The early identi®cation of 
these disorders can reduce morbidity 
and mortality.  
Speci®c treatment is available for the 
majority of these conditions.  

The genes causing many of these 
conditions have been identi®ed.  
Identifying the causative genes plays a 
critical role in diagnosis.  In 2003 IDFNZ 
funded a study to explore the feasibility 
of creating a Molecular diagnostic 
service in New Zealand to assist patients 
and families with primary immune 
de®ciency disorders.  Following the 
report presented by the late Dr Karen 
Snow-Bailey senior management at 
Lab Plus made a far-sighted decision to 
fund the service.  A senior scientist was 
appointed in 2004 to lead the program. 
Currently the Molecular Immunology 
laboratory offers customised testing 
with rapid turnaround times.  For 
tests that have been established, the 
turnaround is less than a week.  For 
tests needing to be customized, the 
turnaround is approximately two to 
three weeks.  

Given New Zealand's relatively small population 
the numbers of samples processed is not large.  
This has the advantage of reducing the risk 
of laboratory errors as well as improving the 
turnaround time.  If necessary, a repeat sample 
can be rapidly tested for con®rmation.  The 
program is accredited by IANZ, the laboratory 
quality monitoring program.

Progress in 2008
In 2008, patients with a variety of conditions 
were referred for molecular diagnosis.  The 
results have been very helpful for patients and 
doctors treating them.

As a result of scienti®c research two papers 
from the molecular diagnostic program 
have now been published.  Others are 
in preparation.  We are particularly 
grateful to the patients described in these 
publications.  Over the years, I have been 
struck by the generosity of patients, who in 
spite of adversity are willing to share their 
information for the bene®t of humanity.  We 
expect these publications will be available for 
free download through the IDFNZ website 
shortly.  A special presentation will be made 
by LabPlus and IDFNZ to the son of the late 
Dr Karen Snow Bailey as the ®rst publication 
was dedicated to her memory.  

She was very supportive during the 
formation of this program. ± these papers 
are now available on the IDFNZ website 
www.idfnz.org.nz  under the Education 
and News sections.

The research program is very lucky to have 
Dr See-Tarn Woon as the senior scientist 
and Wikke Koopmans, our PhD student.  
We are very pleased that over 60 patients 
have enrolled in our CVID genetics study.  
This study seeks to identify new genes 
which may be causing CVID.  We thank 
Drs Richard Steele, Penny Fitzharris, 
Miriam Hurst, Lochie Teague and John 
O'Donnell for referring patients to this 
study.  Being a research study, progress is 
slower than diagnostic studies.  We are 
hoping to analyse 20 genes, which will 
take time.  Updates will be sent to each 
patient every six months.  If you would like 
to receive further information about the 
study please contact IDFNZ.  Enrolment is 
through your immunologist and requires 
one tube of blood.  We thank IDFNZ, 
ASCIA and the University of Auckland as 
the main sponsors of this work.

We plan to extend our studies in 2009 
to analyse subsets of cells in CVID, 
which may give us a further clue to the 
malfunctioning genes in CVID.

Bookings for holiday homes
We are now taking bookings for all three holiday homes; we encourage families to book as far ahead as possible to avoid 
disappointment. Bookings may also possible at short notice for emergency situations or families from out of Auckland requiring 
overnight accommodation to attend hospital appointments .please do not hesitate to ask.
Booking forms are available on the website or call Christine Jenden on free phone 0508300600 ¼.and leave a message for her to call 
you back; Christine works part time and will respond as soon as possible.

Family grants and vouchers
The Foundation continues to help members with hospital parking, prescription costs, hospital meal costs and the like. A grant 
application form is available on our website or contact Tracey Cornwall to request a friendly needs assessment meeting.

Encouraging sport and exercise
The Foundation continues to offer grants for swimming lessons to encourage youngsters who may have missed out due to chronic 
illness; apply for the September term now.
Contact Chris Jenden on free phone 0508300600 and she will call back to discuss your needs.
Youths suffering from bonchiectasis are also being offered ®nancial assistance with other sports or exercise activities which will assist 
their health conditions. These will be on a case by case basis and written applications should be sent to the Health Coordinator PO 
Box 75-076, Manurewa, Manukau 2243, Auckland.

Medic Alert Bracelets ± Limited offer!
We still have a small number of bracelets available free to patient members. These are assorted sizes and will require engraving with 
medical details by the family. Write to us with your wrist size if you are interested.
We have had some feedback that bracelets have been too large in some cases; these were donated to us so all we can suggest is they 
are either taken to a jeweler to see if they can be altered, or else set aside until a child patient `grows' into the bracelet. 
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