IDFNZ

events

Family Get Together
Saturday 5th Apr
Circus Quirkus
Wednesday 7th Ma

General Practitioner PID
Awareness presentation

Wednesday 21st Me

Immune
De®ciency Disorders booklets
include:

Living with Primary

Living with PID

What is IVIG Therapy

Recurrent infections

Common Variable Immune de®ciency
X-linked Agammaglobulinaemia
Chronic Granulomatous disorder
Selective IgA De®ciency

Genetic Testing & PID

One of IDFNZ key objectives
education and raising awareness
Primary Immune de®ciency disord
amongst health professionals. This y:
we are focusing on fe p i3 &
sector. Studies oveeas have shov
that on average it tkes ¢
years from onse¢
of symptoms tc
diagnosis for PII
patients®.

This long dela
can cause lon
term organ damag
especially in the luys
While there have ban no
studies done here |New
Zealand anecdotalvidenc
would suggest thathese
statistics are releva to our
experiences hel

Patients both awlt and
child are waiting to) long for
accurate diagnosisiad.therafau
experience delays in acces:
appropriate treatment. Many GP's si
see PID as a group of very rare disort
that they are unlikely to come across
their clinical careers. While they are ¢
not common disorders, we do know th
the incidence of these disorders is hig
than has been previously acknowledg
with IgA being thought to be as many
1:400 of the general populatior

Unless the patient ®rst presents v
a serious or life threatening infectic
General Practitioners (GP's) are 1
health professionals who patients ¢
most likely to ®rst see when they
unwell. The majority of PID patien
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will have repeated visits for treatment
infections before any referrals are made
specialist services and a possible diagnc
What IDFNZ would like to see
GP's having a higher le'
\ of suspicion of an immun
\, de®cienginn a patient wi
; “\ repeated infections. The
| Warning signs® gives
\ health care professione
'\‘ an idea of when t
\ suspect that this i
2 | not just another bou
\ of snusitis and w
\ hope that there wil
| be a higher rate ¢
== | earlier diagnosis ¢
\DF \" patients.
GP's cal

\ order ar

immunoglobulin
assay to establish wheth

the levels are normal or nc This simpli
and relatively cheap ($20-25) test ¢
effectively screen for about 80% of |
conditions. We hope that by increasil
awareness and understanding of b
these conditions and their manageme
we can, as has been shown over<?),
reduce the delay for all patients in gettin
correct diagnosis and prompt appropria
reatment

(1) Prepared by Schulman, Ronca & Bucuvalas
Primary Immune De®ciency Diseases In Am
Retrieved March 2006 fror

http:/Avww. primaryimmune.org/pid/patient_survey_pulication.pdf
(2)Seymour B, Miles J, Haeney M,: Primary antibdes®cienc

and diagnostic delay; J. Clin Pathol 2005; 58:548%
Retrieved March 2006 fror



Our People

TACKERS = Transplant adventures camps for kids!

- TACKERS bring together children
@‘! who have had transplants from
Nl around the world, to participate
in camps where they have the
opportunity to meet peers who have

shared the same experience.

Since TACKERS (Europe) was founded in 2002,
winter camps have been held in Anz$re, Switzet
where hundreds of children, from 28 differe
countries, have participated. The aim is for the child
to develop their independence by trying new sports ¢
as skiing, snowboarding, dog sleighing, scuba-di
and para-gliding and to develop a support network
help their families and each othe

Hello I'm Jed Dagyelo and | went to the TACKERS ic@
this year and it was awesome. The friends | made there
incredible. Just being able to hang out with other pec
who had transplant is a wicked experience in itself. Al
with meeting other people you get to enjoy the country
Switzerland and have a good time with new friends.
activities the offer through TACKERS is amawj and the staf:
from Viamonde do such work for the TACKERS people
make the time spent with them one to rememk

The activities we did were planned out so well. At
beginning of the day we got out of bed, showered, |
breakfast and got changed into our clothes for the ¢
activity, ‘skiing or snowboarding.' The Viamonde staff tl
took us up onto the mountain and taught us how to ski a
snowboard if we were rookies, if not another member of s
took us to board or ski the bigger slopes of the mountain.

. about 2pm we had the option t
stay on the mountain oryu back
to our chalet and get ready fi
either dog sledding, ice skatil
or arts and crafts or sit aroun
with a few mates and talk. The

IDF USA family Conference

Bags packed and ready to roll !! Destination ? IDF Natio
Conference, St Louis USA. Wow! A big thank you to S:
Perry and the organizations who provided funding to m
it possible for the Kids Foundation to send us on this ti
On the 25th of June 2007 we left with our son Harley (.
who was born with Wiskott Aldrich Syndrome for the U¢
The conference was an incredible opportunity for us to n
world-renowned immunologists, learn life management s
and to share experiences with many other families w
immune de®ciency effects their everyday lives. These |

Tackers Camp rebuilds their con®dence
shows them and their parents that they can live
independently, like others. It is also a unique wa
educate and promote the positive results of or¢
donation and transplantation to transplant recipient
healthcare professionals and the general put

The camps also show donor families the resul
their agift of life°.

KIDS Foundation decided to sponsor two teen:
liver transplant recipients and the transplant nu
Cate Fraser-Irwin from Starship to attend 1
international transplant camp, TACKERS, held n
Geneva Switzerlan

Unfortunately due to sudden ill health one of t
teenagers was unable to go. Jed, however, had the
of his life! (Cate is still recovering

later on in the evening after dinner there was a night acti
The days that we were there we did Karaoke, movie night
much more then we settled into bed for a good night's sle
to be ready for the fun ®lled action-packed day ahead o

Through TACKERS | had a huge boost of con®de
talking to other people made me more con®dent ab
talking to other people about my scar. My self-con®de
has risen more than you could imagine. This experience
unbelievable and if | ever got given this opportunity age
would de®nitely say yes without any quel

Jed Denge
age: 1!

If you have any questionsmail me or
nzjied@windowslive.cor

To see a full gallery of pictures'preaseds
http://albums.phanfare.com/1370577/1112892

certainly could speak the sar
language as us. The event, wh
was held over 3 days was v
instrumental in helping us broade
our outlook on immune de®cien
and thrive beyond it. Harley hi
made many new acquaintances +
experience never to be forgott
Warren and Cushla P

Harley with Dr Michael Blaese an American imn .
with a special interest in Wiskott-Aldrich s




Medical Matters

CVID Project - Progress Report : February 2008

CVID project progress report :
Feb 2008

We are endeavouring to ident

the cause(s) of common variak
immune de®ciency, the common
symptomatic PID in adults. We ha
chosen to analyse genes which
likely to be mutated (altered), bast
on their known functions in cell

We have had an enthusias
response and so far 45 patients h

Cyberspace

The internet can be a wondert
source of information, products an
even new friends! It can also b
mine ®eld of less reputable and e'
dangerous web pages. In an atten
at avoiding this mine ®eld | will |
reviewing some web sites on y:
behalf and passing on the links. Tr
will not all be to everyone's taste b
hopefully you will ®nd somethir
that interests yol

My ®rst pick is an American s
called @But You Don't Look Sick’
The name caught my eye! This i

enrolled. Our senior scientist and PI
student are making good progres
We hope to complete in initial set
10 genes by mid 2008. We shall be
touch with each patient in June 20C
After a delay we now have permiss
to enroll patients from anywhere
NZ. We are enrolling patients wi
hypogammaglobulinemia, includir
IgA de®ciency, which can in so
cases lead to CVID. This stud
entirely free for patients and we ¢

blog site set up by a young wom
diagnosed with Lupus, an au
immune disorder. This is a lar.
site aimed at anyone living with tl
challenges of chronic health nee:
with links ranging from recipes"
poetry to a message board cover
almost any subject you care to thii
about. | particularly enjoyed readir
her spoon theory-if you have e
tried to explain to friends and fami
what it is like living with chroni
health problems then this could &

for you
http://www.butyoudontlooksick.com/

very grateful to IDFNZ, Univers

of Auckland and ASCIA for beii

the main sponsors of this projec
Detailed patient information shee
and consent forms are available frc
IDENZ or your specialist. If you &
interested in participating, we a:
that you discuss this project with yo
specialisi

Associate Professor Rohan Ameratui
Adult and Paediatric Immunc

the_spoon_theory

Try this one about what to have in
your bag for all those endless hot
spent in hospital waiting room:
http://www.butyoudontlooksick.
com/2006/11/my_waiting_bag.

php#more

Have a look and let me know what you thir
Saral
info@idfnz.org.n

The views expressed here do not repres¢
those of IDFNZ. IDFNZ is not responsible
for the content of any sites listed.

Thank you from Tristan

Tristan is a wee boy who was born 14th May 200°

We would like to take this opportunity to say a t

Christchurch. By the end of July he had been diagn:
with a rare primary immune de®ciency called comg
DiGeorge Syndrome. This is a condition where
thymus gland has not developed and the baby is uni
to make any T cells so leaving him with virtually no ab
to ®ght infections. The only known cure is a thyr
transplant. There is only one centre in the world t
currently offers this rare procedure and so in Aug
Tristan and his parents packed their bags and ew
Durham, North Carolina, USA. There he underwent
transplant surgery and ®nally was able to y homt
Christchurch January this year. Despite the occasi
infection he has come through all this very well and
outlook is very positive for this brave wee m

THANK YOU to all the people who have supported

family. Your contributions have helped enormously. T
have enabled the family to survive this dif®cult time \
fewer worries

Thank Yauwl

PR - _ull 7l .n!’”‘
Tristan in Christchurch Hospital August 200 i

-

Christmas in the USA just before Tristan came ho



This edition of

touch was sponsored by The Mt Wellington Trust.

The IDFNZ is a not for profit organisation dedicated to supporting New Zealanders of all ages

diagnosed with Primary Immune Deficiencies (PID’s). IDFNZ provides education for PID’s, PID
lobbying and advocacy services, and ongoing medical and scientific research.

The Kids Foundation is the welfare arm of IDFNZ caring for PID children, teenagers and their
families, as well as bone marrow and liver transplant children. The Foundation offers members

practical, emotional, medical and social support.

www.idfnz.org.nz

C )
Online Forum

Just a reminder that the onlit
forum is up and running and ce
be accessed via the main web:
http://www.idfnz.org.nz . This i
a trial for 6 months and is onl
available to registered membe
of IDFNZ/KIDS Foundatior

A number of general discussi
areas have been set up w
some members already posti
a few responses/questions. \
would love to hear from a fe&
more members so please sign
and give it a gc

The more people who g
involved the more effective t
forum will be. If you have ar
problems or queriepleast
direct them tc
webmaster@idfnz.org.nz

0508 300 600

09 523 5551 info[didfnz.org.nz

Our Supporters

IDFNZ [\

The

Kids

Foundation

PO Box 75-076 Manurewa,Manakau 2243

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

of the Foundation possible.

The Remuera Lions Cli
Immune De®cient Teen Tri
Pub Charity Inc

The Trillian Trus

The Southern Tru:
Commonwealth Serum Laboratories Ltd C
South Auckland Charitable Tru
The New Zealand Children's Transplant Supg
Trust

The Trust

The Century Foundatic

The Eureka Tru

The Trinity Foundatio

Bendigo Valley Charitable Trt
The Lion Foundatio

The East Tamaki Tru

Lotteries

COGs

The Kiwi Community Tru

The Mainland Foundatio

Sir John Logan Cambell Trt

Dunedin Family Get Together

At the end of last year our Dunedin members visited the Butt
centre at Palmerston, 20mins out of Dunedin. The child
seemed to enjoy the butter ies and the adults had time to t
and get to know each other. It was a great family time toget
The next one is booked for six months tim

The Unison Trus

The Heretaunga Tru

The Oxford Sports Tru

The Winton and Margaret Bear Tr.
The Bay Foundatic

The New Zealand Community Trt

The Paci®c Sports & Community Tr
The Southern Victoria Tru

The Green Thistle TrL

The Mt Wellington Trus

Trust Hous

The Auckland Airpol

The Caversham Foundati

TC Trus

The Mangere Bridge Sports & Cultural Tr
Sponsors of the KIDS Foundation Wish
Appea

Sponsors of the KIDS Foundation Circ
Quirkus Appes

Sponsors of the KIDS Foundatit
Spellbound Appe:i

- '-;-n';l";:;;;"'l;‘_':': s Aria is a Sout
hessheprangs asase: wa AUcCklanc

=, :‘::\.::-.'- ;.Ir?:r. J:-'.Frw transplam

s B ral aanam™ "member. He

. bowel transplan
will reqmre an extended period of time living overs
and Aria's family and friends are working hard to re
funds for medical and living expenses. The Foundsg
has set up a special appeal fund for Aria and would

to thank all individuals and businesses that have g

assistance. Aria's parents are posting regular upd
on her website so everyone can keep up to date witt
proyies:

Donations can be made by cheque mailec

Aria MacDonald / KIDS Foundation Appe

PO Box 75-076, Manurewa , Manukau 224 or b
Direct credit to Aria MacDonald Appeal Accou

ASB 12-3032-0253524-0

or by Text : text HELP ARIA to 469 to donate

www. @l a, m R




