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IDF Asia Paci®c Alliance
Establishing International Awareness and support for PID patients 
across the Asia Paci®c Region

An exciting development this past 
year has been the launch of the IDF Asia 
Paci®c Alliance which is a new relationship 
between the IDF in the United States 
and IDFNZ.  This has turned us from 
a National into a truly International 
organisation.  

The vision of this 
partnership is to establish 
a cohesive and effective 
network of IDF PID 
patient support groups 
in key locations around 
these two existing hubs.  
Currently the representation of PID 
patients outside of Europe is sparse and 
as a result individual patient needs are 
often overlooked and the patient voice 
weakened. 

 IDFNZ has been speci®cally charged 
with developing the Australian, Asian 
and Paci®c regions.

  
At the ASCIA 2005 Conference in 

Queenstown last year IDF Australia 
was of®cially launched to those 
delegates attending and subsequently 
communicated to known PID patients 
via these specialists. Patient registration 
is growing as the word spreads. IDF 
Australia was legally incorporated in 
December 2005 and is currently being 
governed by a joint Trans Tasman Board 
as it becomes established.  

IDFNZ made an initial cash loan to 
cover set up costs, plus has made freely 
available staff and Board members time 

to start off the new organization. A 
fundraising program has been put in place 
and surplus funds are now being built up 
towards future running costs, so that 

IDFA can become independent and 
self suf®cient. The fundraising 

has involved a series of 
Circus Quirkus shows 
around Australia and 

has helped special needs 
children in these States as 

well as PID patients. A series 
of PID patient meetings are also 

planned over the second half of 
the year in Melbourne, Brisbane and 

Tasmania. The IDFA website is now 
live.

September 2006 is the ®rst anniversary 
of IDF Australia being launched and will 
be celebrated with an Inaugural National 
Patient meeting in Manly, Sydney ± as a 
satellite meeting of the ASCIA annual 
conference. This is a milestone meeting 
with an AGM that should see a majority 
of Australian PID patients stepping into 
Board roles for the next ®nancial year.

Plans for developing the Asian and 
Paci®c PID patient groups are currently 
underway for 2007, these websites are 
now also in place.

Although the last year has been very 
busy indeed and has really stretched 
our resources, everyone involved is 
committed to building a sustainable 
Asia Paci®c PID network to bene®t all 
member groups; these growing pains are 
worthwhile to achieve that goal.

Tuesday 3rd July
Patient Meeting 3.30-5pm
Bardin Centre, Brunswick.
Melbourne
Wednesday 4th July
IDFA displaying at GSNV Fair 
City Square        
Melbourne

Friday 21th July ; 6pm.
PID Seminar for Medical Professionals 
12.30pm Gisborne Hospital

Sunday 23rd July  ; 9.45am
Movie Madness
Odeon Theatre Complex, Gisborne.

Friday 28th July ; 6pm.
IDFNZ AGM 
Lab plus, level 3, Auckland Hospital., Auckland 

Wednesday 6th September; 9am-4pm
IDFA  National Patient Meeting, AGM
Manly Paci®c Hotel Sydney, NSW, Australia

Circus Quirkus
Tuesday11th July; 1pm and 6pm
Moe Town Hall, Victoria

Wednesday 12th July ;  4pm and 7pm
Eaglehawk Secondary School, Bendigo

Friday 14th July; 4pm and 7pm
Burnie High School, Tasmania.

Spellbound Show
Saturday August 19th; 1pm and 4pm
Queens Wharf, Wellington.

Sunday August 20th; 2pm and 5pm
Logan Campbell Expo Centre, Auckland.

Tuesday August 22nd; 4pm (+ 7pm?)
Massey University Auditorium, P.North.
                                                            
Friday August 25th; 4pm  
Trafalgar Centre, Nelson.

Saturday August 26th; 2.00pm and 5pm 
Theatre Royal, Christchurch.

Sunday August 27th; 3pm
Town Hall, Dunedin.

Wednesday August 30th  7pm
Theatre Royal, Timaru

Friday 1st September; 7.00pm
Queenstown Events Centre, Queenstown.



Our People
IDF Staff

This edition we thought it might be useful 
to look behind the scenes and introduce some 
of our key staff who help make everything 
happen.

Christine Jenden ± joined us just over a year ago as part 
time PA to the Foundation's General Manager. Christine 
has taken on a range of responsibilities, 
looking after the birthday club and 
all vouchers, organizing mail outs and 
events such as our conferences and 
patient meetings, and generally helping  
behind the scenes  to ensure things run 
smoothly.

Wellington families are very familiar 
with Sarah Perry who has been in 
the role of Wellington support for the 
last 3 years. Sarah has recently been 
appointed to a new full time position of 
Health Coordinator, a National position, 
responsible for patient support services 

and liaison with external health and social service agencies. 
Sarah has been travelling around the country both meeting 
members and promoting awareness of the Foundation to 
outsiders. Sarah has also been involved in assisting with 
establishing patient support in Australia during the set up 
of IDFA. Sarah is a nursing professional and has a wealth of 
knowledge about PID.

Recent Events

As well as being updated 

on the Foundation 

they also heard our 

guest speaker 

Rachael Harvey, 

paediatric social 

worker based at 

Star ship hospital, talk about 

resources available to them. 

Thanks to David and Helena 

Hilliar who cooked the BBQ to warm 

everyone up. Everyone who attended had 

a good time and enjoyed the afternoon 

visiting the zoo. Thanks also to the Lion 

Foundation for sponsoring this event.

Eight families were represented with 
several children also attending. This was 

a time of introductions as Sarah Perry of 
the KIDS Foundation talked brie¯y about the 

organisation and answered questions about 
the way that KIDS can offer support to families. 
There then followed a time of discussion 

about some of the issues facing families post 
transplant. Everybody enjoyed meeting other 
parents and email addresses were collected 
to start a contact list. 

The help in arranging the refreshments 
by the staff and the use of the facilities 

of the family resource room was much 
appreciated. It was a wonderful place for such 

a meeting.

Auckland families braved the weather 
in April to attend a patient meeting and 
family picnic at Auckland Zoo. 

On the ®rst of June the ®rst coffee morning for 
the families of Liver transplant children was 

held in the Ronald MacDonald family 
room at Starship Hospital.

Local Family / Medical Staff Meetings

In the second half of this year we are starting 

a series of local meetings for both medical 

professionals and for families.

These meetings will provide two things:

1. Face-to-face support from our staff as 

well as providing an opportunity for local 

families to get together.

Most PID disorders are rare or very rare so 

®nding someone who understands can be 

very dif®cult. Support from others who have 

walked similar paths can be very bene®cial 

in helping families come to terms with the 

ongoing issues surrounding living with PID. 

IDFNZ has staff that have faced some of these 

issues themselves, medical expertise that can 

help provide support and understanding, as 

well as facilitating local families connecting 

with each other. 

2. Increased awareness of the issues 

associated with Primary Immunode®ciency 

diseases for medical professionals who 



First Birthday Celebration for the PID Genetic Testing Program 
-A joint venture between IDFNZ and Auckland  Hospital Lab Plus.

Medical Matters

On Friday 12th May a group of 35 local 
members and supporters joined together 
at LabPlus for this event and heard an 
update of the exciting progress being 
made by the research team. A copy of the 

power point 
presentation 
is available on 
our website 
and a DVD of 
the main talk 

has been recorded for 
the IDFNZ library. (feel 
free to contact us if you 
would like a copy).

4 exciting projects 
were outlined, with 
one concerning XLP 
being covered in detail. The NZ Herald 
was quick to recognize that this particular 
project is groundbreaking ± until this 
research XLP was thought to be carried by 

the mother but with only 
male children displaying 
the symptoms. This 
research has now proven 
this is not the case.

The 2006 research 
project will be based on 

CVID ± this is unique research which will 
bene®t hundreds of New Zealand patients 
affected by this condition. 

New PID Patient Centre - Our Vision

The Foundation has secured a 
sub-lease on a property located near 
Newmarket. The aim of this project is 
to provide a specialized centre for PID 
patients, not currently available.

Our  vision is to provide a purpose 
designed treatment centre where patients 
receiving monthly transfusions of gamma 
globulin  can relax in a comfortable 
environment during the 4-6 hour 
treatment regime. Quali®ed nursing 
staff will be available to administer the 
treatment, but unlike the current hospital 
situation, with this facility PID patients 
will be able to attend clinic around school 
and work hours, in evenings and during 
the weekend ± to ®t in with family and 
work commitments. 

The PID patients will have privacy 
and access to information on PID, 
the environment will be homely and 

welcoming, and they will have access to 
TV's, DVD's, computers and the like to 
pass the time. They will also be able to 
access free parking.

The PID Patient centre will also 
provide a central of®ce for staff and 
volunteers. A `drop in centre' will operate 
for those patients seeking companionship 
or information over a friendly cup of 
coffee. Specialist counselling and other 
services will also be made available to 
meet special needs. The centre will also 

house a library of specialized PID books 
that the Foundation has built up for 
members to utilize, and provide a venue 
for PID seminars.

This is a very exciting project for the 
Foundation ± such a facility has been 
sorely lacking and will make a huge 
difference to PID families.

The center may also have some 
accommodation available for PID families 
from out of Auckland visiting immunology 
specialists ± a costly exercise for many 
living in towns without local expertise.

Target timing for opening is  December 
2006 depending on the success of 
fundraising and also subject to Council 
approvals.

may not have had a PID patient under their 

care.

An increasing focus both here in New Zealand 

and overseas, is reducing the long delays 

experienced by most patients before they 

are correctly diagnosed. This delay increases 

the long term problems associated with 

these disorders and therefore a potential 

reduction in quality of life for both patients 

and their families. By raising awareness of PID 

disorders, steps to diagnosis and treatment 

among medical staff some of these long term 

consequences may be avoided by timely and 

appropriate treatment.

Locations of these meetings will be:

Wellington, Christchurch, Nelson, Gisborne, 

Hawkes Bay, Whangarei, Dunedin, Invercargill, 

and possibly some other locations. 

Watch the events page of the website for more 

information.
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Mangawhai Heads Holiday 
Home  

This has proven to be very popular 
with all that have stayed at this wonderful 
facility. Book now for next summer; 
there are also some winter weekends still 
available. 

Contact Michele Kay- Sharman 
0508 300 600 .

Medical Diaries  
We still have some free 2006 re®lls 

available for members who may have 
missed out. 

Contact Christine  0508 300600.

PPTA Conference, Prague
Stephen Baxter, Chairman of 

IDFNZ was recently invited to give a 
talk to the PPTA conference in Prague 
Challenges Facing People with Primary 
Immunode®ciency and PID Patients 
Perspectives on Access & Choice of 
Plasma Protein Therapies

Cause Champions
2006 Annual Appeal

Circus Quirkus has been an exciting 
and rewarding campaign for 
IDFNZ over the last few months; 
IDFNZ hosted shows in Whangarei 
and Napier for PID and other local 
special needs children; These were 
only made possible by the generous 
support of local businesses.
A huge thank you to everyone who 
participated.

The Annual Appeal continues in other 
regions of New Zealand with a new 
show called Spellbound, featuring Paul 
Royter, a very talented and interesting 
hypnotist from Canada. Shows are 
scheduled around the country 
in August and should be good 
family entertainment. Again 
these events are only possible 
thanks to the support of the local 
business communities around New 
Zealand, we appreciate their magic !

It is now easy to help the Foundation whilst shopping for day to day items or special gifts online. IDFNZ/Kids Foundation is 
registered with two online shops which pass on commission directly to the Foundation: 

 www.eforsale.co.nz and http://www.yourfastshop.co.nz/webshop/home.php.
Take a look at these sites and you will see well known brands and retail outlets ± every order placed online will generate funding for 

us ± all you have to do is to nominate  KIDS Foundation / IDFNZ as your preferred charity. Tell friends and family about these too ¼an 
easy way to shop and to help the PID cause!

Retail Therapy prescribed for PID

The Hunt fa
mily of Napier m

eeting one of th
e 

stars of Circus Quirkus after th
e show

The Following Trusts have made Grants available to the Foundation over the last few months:
The Auckland Confederation of Billiard Sports Inc.
The Trillian Trust
Pub Charity Inc.
The East Tamaki Trust
The Lion Foundation
The Southern Trust
The New Zealand Community Trust
The South Auckland Charitable Trust
The Parakai Licensing Trust
The Paci®c Sports and Community Trust
The Oxford Sports Trust

The Castle Trust
The New Zealand Childrens Transplant Support Trust
Trust House
The Kiwi Community Trust
The Perry Foundation
Mt Wellington Trust
The Whitehouse Tavern
The Scottwood Trust
Grafton Pharmacy
CSL 

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

Plus all of our loyal `Wish list business sponsors' and the many `anonymous' donations received from members of the Public. 
Thank you all for your loyal support.
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