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Over 100 delegates registered for thisconference, far exceeding our expectations,these were a mixture of PID patients andguardians, as well as medical professionalswith a special interest in PID. Unfortunatelysome late registrations had to be declined aswe had exceeded the venue capacity. All delegates were rewarded with up-to-date informationon all PrimaryImmuneDeficiencies, theirdiagnosis andtreatment. We wereprivileged to hearfrom a wide range ofspeakers with specialexpertise in this field.We were sorry thatProfessor’s Jerry andMarilyn Winkelstein visiting from JohnHopkins Hospital in Baltimore, USA werecalled away urgently to attend to a sickrelative, however we were at least able toenjoy their presentations thanks to AssociateProfessor Rohan Ameratunga and SarahPerry standing in.We were also privileged to hear fromProfessor Hans Ochs who took us all on aninteresting journey into the past introducingus to the pioneers in PID research anddiagnosis, and comparing today’s situationfor PID patients to that of 50 years ago. The impact of now everyday medicines suchas antibiotics has been amazing for thesepatients, as well as advances in bone marrowtransplants. In more recent times the adventof more effective test methods andunderstanding of the immune system hasalso enabled better diagnosis and treatment.The future clearly lies with gene therapy withvery encouraging results from overseas.

We must thank Dr See-Tarn Woon for avery clear and understandable presentationof genetic testing for PID conditions in NewZealand. This is a very complex subject fornon medical professionals and yet she wasable to make everyone feel that they had agood understanding. The work being done inNew Zealand is veryexciting and is directlybenefiting our members.Associate ProfessorRohan Ameratungawas able to expand onthis topic and explainthe future potentialfor gene therapy. Doctor PeterFlanagan gave anupdate on the safetyof immunoglobulin and explained theprocess of collecting and fractionating bloodproducts such as Intragam P and NormalImmunoglobulin used for IVIG andSubcutaneous infusions. This wascomplimented by Pauline Brown talkingabout subcutaneous treatment as an optionfor New Zealand patients. CSL also providedCD’s featuring a virtual tour of theirIntragam P Fractionation process.We were also able to consider thepsychological impact of PID’s as a group ofchronic conditions affecting both the patientand their immediate family. Dr LouiseWebster and Associate professor MarilynWinkelstein gave a wealth of information toconsider on this subject that benefited all.The third day of the conference wascentred on hearing from the PID patients andparents, of what PID has meant to them.Some very brave members were willing toshare their personal experiences with thegroup and by doing so made a very real
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We just couldn’t believe it when Janet rang us a day inApril, to ask if we would like to travel to America for aconference. It turned out that the USA National IDFconference was to be held inDisney World of all places! We were just over the moonwith the news.
After many weeks of arranging the detailsfor the week in America, which was all kindlydone by Janet, we were on our way. Theboys were so excited. For weeks they hadanticipated the plane trip, imagined Americaand dreamed about Disney World. For us asparents of 3 boys, 2 of which have the PIDcondition CGD, it really was a wonderfulopportunity to meet other parents and listento acclaimed speakers at the conference.Early Tuesday morning, with the longtrip behind us, we were suddenly part of a country where everything appeared to be done on a bigger scale. A special bustook us to our next destination, the hotel,which would be our home for the next week.

It was certainly impressive! In our hotel room,after every switch and tap was tried andtested and all that could be investigated was,thoroughly, by the boys, we all plonked downon the beds andslept for 2 hours(fortunately our13month old aswell). The first dayflew by withswimming in thehotel pool, tryingto figure out whatDisney Worldparks to go toand just trying tofind our feet in thehaze of jetlag.The next two days, Wednesday andThursday, we were able to see all the amazingthings in Disney World with our own eyes andnot just in brochures. We chose to go to theMGM Studio’s the first day and Epcot wasour second day choice. What an experience it was! So many things to see and do, it wasalmost ‘visual overload’. We used the days to the utmost, going back to the hotel onlywhen our feet just couldn’t do any more

walking or when the boys’ tongues weredragging on the ground.Then was the conference—the real reasonfor our trip. With over 1200 people attending,it was huge.People fromall overAmerica wererepresented,us being theonly familyfrom overseas.It was very wellorganised. Thetwo older boysattended thespecial youthprogrammeand the little one was looked after in thecrèche provided. That left us free to attend allsessions and listen to many of the speakers.Some sessions we attended separately, so wecould benefit from more than one speaker.The information was invaluable and talkingto other parents with children with CGD wasencouraging and made us realise that we arepart of a larger group, although that groupmay seem very small here in New Zealand.

difference for all listening. Our thanks to JaneBaxter, Michele Kay-Sharman and BronaghQuinn for allowing us into their most privatelives and for sharing all their hard earnedstrategies for coping with the devastatingeffects of PID on everyday life.Sarah Perry was able to build on thesepresentations and to give more understandingof why chronic illness has this effect. Sarahwas also able to suggest some excellentresources available to families and as ourInformation Officer, can follow up withspecific requests for information and/orfamily matching. All attendees were also ableto take away with them an excellent resourceof Rain, Hail or Shine, published by Skylight.A copy of this is available in our library forothers wishing to borrow it.More photographs of the conference canbe seen on the IDFNZ website. Some of thepapers presented are also available on thewebsite, and a selection of some of thepresentations are available on DVD foranyone interested that was unable to attend.

(Please contact Sarah for these).As well as the valuable information gainedat conference, there was also a uniqueopportunity to meet otherpatientmembersand beable toformfriendships.Living withPID is achallengefor all but byhavingcontact withothers facingsimilar issues,one can feel strengthened and have a morepositive outlook for the future.The weekend ended with an IDFNZ familyouting to Rainbows End—this was enjoyed byadults and children alike. Whilst the adultswere busy in conference, the younger

members were busy having fun with a verybusy 3 day program that included activitiessuch as a helicopter rideacross Auckland, visitsto Kelly Tarltons, TheSky tower, TheMaritime Museum andsailing aroundAuckland Harbour,visiting dinosaurs atthe Museum, rockclimbing and archery.Whilst having fun theyoungsters were alsoforming friendshipsand learning fromeach other. Theyalso enjoyed a talk on the immune systemand learnt a little about PID. The trip toRainbows End was a finishing touch!

Martin 9, Alexander 13 months and Erik 11
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We are thrilled that ProfessorHans Ochs has agreed to jointhe IDFNZ Internationalscientific panel, adding furtherPID expertise. 

The panel is chaired by Professor JerryWinkelstein, a fellow American, giving IDFNZa truly International foundation of knowledgeand experience. Professor Hans Ochs is theProfessor of Paediatrics, the University ofWashington, and Seattle. He graduated fromthe Medical School, University of Freiburg,Germany, in 1961 and one year later wasawarded a Doctor of Medicine. After rotatinginternships in Germany and in Toledo, hejoined the faculty of the Department ofPaediatrics, University of Washington Schoolof Medicine in 1973.Dr. Ochs has devoted his research activitiesto the study of Primary Immune DeficiencyDisorders (PIDD). His early investigationsfocused on the abnormal cellular and humoralimmune responses of PIDDs and the use ofIVIG in the treatment of antibody deficiencydisorders. More recently, he investigated the

genetic and molecular basis of PIDD. He hasparticipated in the discovery and study ofADA deficiency as one of the causes of SCID.He has been responsible for the identificationof a number of the genes responsible forseveral genetically distinct PIDD, includingCD40 ligand as the cause of X-linked HyperIgM Syndrome, and the finding that themutations of WASP cause Wiskott-AldrichSyndrome/X-linked thrombocytopenia,mutations of Rag 1/Rag 2 as the cause ofOmenn Syndrome, mutations of FOXP3 areassociated with IPEX. Recently, together withFrench and Japanese investigators, he alsoobserved the mutations of Uracil-DNAglycosylase affecting isotype switching and thesomatic hypermutation, causing the clinicalphenotype of hyper IgM syndrome.

medical matters
New appointments

The Australian Society of ClinicalImmunology and Allergy(ASCIA) is the peak professionalbody of Clinical Allergists andImmunologists in Australia andNew Zealand. The Organisationheld its annual conference inQueenstown this year, featuringleading International speakerson Primary Immune Deficienciesand attracting over 240delegates with a professionalinterest in Immunology fromAustralia and New Zealand.
IDFNZ supported this event by sponsoringoverseas speakers as well as having aninformation stand. We used the event tofamiliarise the medical specialists with our

services and to launch new overseas divisionsto serve Australia, the Pacific Islands andSouth East Asia. These divisions werelaunched under the umbrella of IDF AsiaPacific—a workingrelationshipbetween ourselvesand IDF USA toimprove thediagnosis, careand treatment ofPID patients inthe Asia PacificRegion. Thepurpose of therelationship is toencourage the development of new NationalPatient Organisations in this region.IDF Australia, IDF Pacific and IDF Asia arethe names of these new groups, more details

can be seen on our website. The registration of medical professionals and all patients is now well underway. The next step will be to establish committees to coordinate thefundraising and patientevents. In 2006 IDFAis planning to host aseries of PID patientseminars in New SouthWales, Queensland and Victoria.IDFNZ would like toacknowledge the helpand support of theASCIA committee in the support of thisinitiative and assisting in publicising thesenew divisions to PID patients.

The conference was ended with a visit to oneof the Disney World parks and a stunningfireworks display.So we came to the end of our tremendous,very unexpected, very exciting and very

valuable trip of a lifetime! Early Sundaymorning, the bus was there to pick us up atour hotel, this time to drop us off at theairport. Many, many hours later, we wereback in our own living room, with a happy 

cat purring around our feet and a treasurechest full of memories. Thank you IDFNZ!

IDFNZ sponsors the ASCIA 2005 conference in Queenstown
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The IDFNZ and the Kids Foundation run solely on donations and fundraising. If you wish to become 

involved by making a financial contribution to the Foundation, please contact us on 0508 300 600. 

news
Swimming lessons 
Apply now to be considered for free 2006,swimming lessons funded by IDFNZ at HiltonBrown swimming schools around Auckland.Application forms available on the IDFNZwebsite or phone 0508 300 600. (Limitedplaces available so be quick!)

Need a good holiday?IDFNZ is now taking bookings for our holidayhome located at Mangawhai Heads.Application forms are available on the IDFNZwebsite or phone 0508 300 600.

IDFA Patient MeetingAn informal meeting to learn more aboutIDFA and plans for patient support/eventsand fundraising in 2006. To be held at Sydney,Royal Alfred Hospital, Monday 28thNovember 12pm – 2pm. If you live locally wewould love to meet you! For those outside of Sydney there will be otheropportunities in 2006 which we will publiciseearly in the New Year.

Avian Flu PlanHave you thought through the impact of apandemic for your family? The IDFNZ medicalpanel has drafted a useful checklist which maybe useful for members to refer to whenpreparing a personal readiness plan. See ourwebsite for details.

cause champions
2005 movie madness campaign
A huge thank you everyone who supported this campaign. Deserving childrenacross New Zealand enjoyed a special trip to the movies over the last few monthsas a result of your support, with all profits benefiting KIDS Foundation.

Thankyou for your generous support
Grants have been gratefully received from the following organisations:
Trillian Trust, Lion Foundation, Trinity Foundation Ltd, CSL Ltd, New Zealand Children’s Transplant Support Trust, Pub Charities, COGS, Pelorus Trust, South Auckland Trust, NZ Community Trust,ARA Lodge 3481c, Auckland Confederation of Billiard Sports, The Whitehouse Tavern Trust, The Charity Shop, University of Otago and East Tamaki Trust.

Taradale Intermediate SchoolThe pupils of Taradale Intermediate also deserve a special mention for donatingthe proceeds of their recent Mufti Day to KIDS Foundation.

The IDFNZ is a not for profit organisation dedicated to supporting New Zealanders of all agesdiagnosed with Primary Immune Deficiencies (PID’s). IDFNZ provides education for PID’s, PIDlobbying and advocacy services, and ongoing medical and scientific research.
The Kids Foundation is the welfare arm of IDFNZ caring for PID children, teenagers and theirfamilies, as well as bone marrow and liver transplant children. The Foundation offers memberspractical, emotional, medical and social support.

Photos taken at the first IDFNZ conference.


