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SEASONS GREETINGS TO YOU ALL

I t is difficult to believe that Christmas is upon us - this thank Dr Rohan Ameratunga, Dr John O'Donnell and
year has simply flown by! Pauline Brown for their contribution.  My thanks also to 

the staff and volunteers of both KIDS Foundation and 
Allergy New Zealand for organising the seminars. 

The great news is that thanks to the loyal support of our 
sponsors and volunteers, and the dedication of support And as one year ends and another begins we can look 
staff, fundraisers and Foundation directors we have forward to many more exciting achievements and
achieved all our objectives for 2001.  A big thank you to developments.
everyone  it was a superb team effort! 

2002 will be the beginning of a new partnership between 
Among this year's successes were the Teenage Camp and the Kids Foundation and our medical specialists. The
the many social events organised by support staff in partnership takes the form of a Medical Advisory Panel
Auckland and Wellington. On the other hand, the which will be part of the Foundation with two of the 
highlight for our younger members would no doubt have Advisors - Dr Rohan Ameratunga and Dr Jan Sinclair
been the wonderful Christmas parties held in each region. each taking up positions on the Kids Board.  The new 
I hope you enjoy the photographs of these events Panel is an important step forward.  We also start the year 
included in this edition of In Touch. with a special gift from the Remuera Lions Club.  I'm sure 

when you read about this gift you will like me, feel very 
While keeping in touch with everyone, getting together, humble and grateful for the generosity of these very 
sharing and having fun was an important 2001 objective, special people. 
we also set out to raise awareness about Primary Immune 
Deficiency (PID). In addition to these two developments we have many 

other ideas for 2002 and thoughts about how to assist our 
To do this we worked in partnership with Allergy New members which will be fine-tuned at the Board's March 
Zealand to promote and run a series o f health planning meeting. We would also welcome your
professional and public seminars, in Auckland, suggestions so please do not hesitate to contact me with 
Wellington and Christchurch in November.  This was a your ideas.
first for the Foundation and I am delighted to report that 
the seminars were a great success.  They increased PID Wishing you and your family a very Merry Christmas
awareness and lifted the profile of the Foundation and the very best for 2002.  I hope you have a relaxing 
especially outside Auckland and I have had numerous holiday and enjoy lots of happy times with family and 
inquiries since returning home after the seminars. friends.  Take care.

The effort that went into preparing and presenting the 
seminars was enormous.   In particular, I would like to Janet Simons

Birthday Club Membership

Are you registered as a P.I.D KIDS Foundation member under the 
age of 15 and living in NZ?
Then with your parent's written consent you too can qualify to join 
the KIDS Foundation Birthday club.
Ring our free phone number below and leave a message asking for 
a registration form to be posted out to you.
Free phone -0508 300 600
Or fax 09 523 5551



MedicalPanel

T he Kids Foundation is about to talks or lectures about Pr imary immunologists f or many years,
enter into an exciting new Immune Def iciency and related hav ing a formal structure makes it so 
pha se i n 20 02 w ith  the conditions.  Panelists will al so much more professional and more

introduction of a Medical Advisory endorse Foundation activities as focused. Scheduled meetings will
Panel comprised of immuno logy appropriate and update the Board on ensure more consistent and regular
experts. any medica l service issues and communication and that we are kept 

concerns. Kids Foundation general abreast of critical medical issues," 
Operating as a sub-committee of the manager, Janet Simons says the she said.
Kids Foundation Board, the Panel will confirmation of the Medical Advisory
be com pri sed of eig ht med ica l Panel signals a new and exciting era For its part, the Kids Foundation has
pro fess iona ls  spec ia l i s ing  in  for the Foundation. under taken to cover  approved
immunology-related illnesses. Two expenses incurred by members of the 
o f  t h e  P a n e l i s t s ,  D r  R o h a n "We see the Panel as the key to Medical Advisory Panel and will be
Ameratunga and Dr Jan Sinclair will building a stronger Foundation team open to suggestions for fundraising to
also strengthen the link with the dedicated to achieving more for the improve immunology services for
Founda tion by  becoming f ull y- immunology service pro viders as members such as equipment and
fledged Board directors with voting well as PID patients around New medical textbooks.
rights. Dr Ameratunga will cover Zealand. Having leading medical
adult patient issues while Dr Jan specialists working closely with the Members of the new Panel are:
Sinclair will advocate for child Fou nda tio n al so e n ha nce s ou r DrRohanAmeratunga
patient issues. reputation and credibility - an DrJan Sinclair

essential cornerstone if we are raise Dr John O'Donnell
The new Panel will provide the awareness about PID. Dr Marianne Empson
Foundation with medical advice, DrPeterFlanagan
review scientific advances, prepare "While is some ways the Panel simply Dr Rob Stewart
writ ten art icles for In Touch formalises th e close workin g DrTrish Bassett
magazine, and assist in providing relationship we have enjoyed with Pauline Brown

FOUNDATION CEMENTS PARTNERSHIP
WITH IMMUNOLOGY EXPERTS

DR JOHN O'DONNELL PAULINE BROWN DR ROB STEWART DR JAN SINCLAIR DR ROHAN 
AMERATUNGA

DR FLANAGAN

Dr Rob Stewart Rob has attended several (ESID) European Society for 
Rob is a family practitioner with a solo practice in Immunodeficiencies biennial conferences, most recently in 
Avondale, Auckland and has been associated with KIDS November, 2000 at Geneva. In 2000, Rob completed his 
Foundation since its inception. Chairman of KIDS Master of General Practice submitting a thesis entitled 
Foundation for a short period, Rob's involvement wi th the "Parents Understanding of their Child's Chronic Ill ness" 
Foundation has mostly been as Medical Adviser. In this using PID as an example for his investigation. Rob's non-
capacity and as the Medical Adviser to the Internat ional medical interests are varied but he is passionate about 
Patient Organisation for Primary Immunodeficiencies  ( IPOPI), playing squash (very much as a learner) and golf



DR JAN SINCLAIR and Clinical Immunology at Texas Children's Hospital in 
Dr Jan Sinclair is a graduate of the Auckland University Houston. Jan returned to Starship Children's Hospital in 
School of Medicine. She specialised in Paediatrics at 1997 where she practises in Clinical Immunology and 
Princess Mary and then Starship Children's Hospital. Jan Allergy, assessing and caring for children with primary 
then undertook a fellowship to train in Paediatric Allergy immune deficiency and allergic conditions.

DR ROHAN AMERATUNGA immunology laboratory at Auckland Hospital and for the 
Dr Rohan Ameratunga is an adult and paediatric clinical teaching program in clinical immunology and allergy for 
immunologist and allergist, working in Auckland.  Dr senior medical students at the University of Auckland.  He 
Ameratunga attended Southland Boys High School in is a senior clinical lecturer in molecular medicine at the 
Invercargill and subsequently the University of Auckland Auckland School of Medicine.
Medical School.  He then completed specialist training in Dr Ameratunga has a special interest in primary immune 
adult medicine and in immunopathology.  After training deficiency disorders.  Dr Ameratunga has received a PhD 
in adult medicine, Dr Ameratunga trained in paediatric for genetic studies of primary immune deficiencies and has 
immunology and allergy with the late Dr Lloyd Cairns at undertaken a scientific post-doctoral fellowship while at 
the Princess Mary Hospital. Johns Hopkins University medical School on defects of the 
Following the untimely death of Dr Cairns, Dr complement system. Current research projects include a 
Ameratunga was responsible for the paediatric allergy and research program in transplantation immunology and 
immunology service at the Starship Hospital from 1991 to immune markers of cardiac disease. 
1994.  Dr Ameratunga has undertaken a clinical and Dr Ameratunga has been invited to the board of KIDS 
research fellowship in paediatric allergy, immunology and Foundation.  Given his background in both adult and 
rheumatology at the Johns Hopkins University Medical pediatric immunology, Dr Ameratunga hopes that there 
School with Professors Robert Wood, Jerry Winkelstein will be more involvement of adult patients in the 
and Ed Sills. organization in the future.  Adult patients with immune 

defects, like children, face many difficulties in t he Dr Ameratunga is currently working part time as a clinical 
community and it will be important for the KIDS immunologist at Auckland Hospital and is also in part time 
Foundation to be closely involved in supporting them.private practice.  Dr Ameratunga is responsible for the 

DR PETER FLANAGAN Peter is actively involved in the international society for 
Dr Peter Flanagan is the National Medical Director of New Blood Transfusion. He is a member of a number of expert 
Zealand Blood Service. He moved to New Zealand in working groups and is also a member of the Editorial 
November 1998 to take up this position. Peter trained in Board of Vox Sanguinis, the journal of the society. 
General Medicine and Haematology before moving into Peter is married and lives on a lifestyle block in Karaka 
the field of Transfusion Medicine. He is particularly with his wife and two children, David, aged twelve, and 
interested in blood safety and quality systems. Prior to Owen, aged nine. 
moving to New Zealand he was closely involved in the "The development of a KIDS Foundation Medical 
development of strategies in the UK to reduce the risk of Advisory Panel is a significant step forward. It provides an 
transmission of variant CJD by transfusion. opportunity to discuss issues in the management of people 
Part of his role as NZBS National Medical Director involves with Immunodeficiency in a multi-professional setting. 
responsibility for managing the relationship with CSL This will greatly facilitate discussion on issues 
Bioplasma. This involves co-ordination of the introduction surrounding the availability and development of 
of new product developments and oversight of safety  and Intravenous immunoglobulins and should improve the 
quality initiatives. service that NZBS can provide to KIDS members".

PAULINE BROWN steep learning curve for me, but with a great teacher( in Dr 
Pauline Brown is the Immunology Nurse Specialist at  the Sinclair) I  can now coordinate and support through  my 
Starship Hospital. A familiar face to Auckland fami lies work, the families and children  with immune 
undergoing treatment at the Starship. Pauline compl eted deficiencies".  She goes on to say: "It is a very rewarding job 
her nursing training in eastern Canada in St.John's, when you see these children achieve their best in health and 
Newfoundland and worked in that town for 1 year on an are able to live life as close to normal as possible. A great 
adult medical ward. From then on her love has been with example of this was at the KIDS Foundation Christmas 
paediatrics; starting with intensive care in Halifa x, Nova party at Rainbow's End last week.
Scotia then to a ward with children with kidney pro blems Seeing the PID children, their brothers and sisters, and 
in Toronto. mums and dads enjoying a day out like every other w ell kid 
In 1990 she moved to New Zealand , married her Kiwi  in NZ, sure makes my "work" worthwhile.  My own gir ls 
husband and started working at the Starship Hospita l in kept saying "but mum, where are the sick children…?"
the intensive care unit. This was  followed by a period as "I wish to thank Janet and her team for inviting me  onto the 
Nurse Educator on the oncology/haematology ward. Medical Advisory Panel.  I look forward to working 
3 years ago with 20 years plus of paediatric nursing under collabratively with the panel to contribute my know lege 
her belt she started working with Dr. Jan Sinclair as the and experience to improve the outcomes of the children 
Immunology Nurse Specialist. Pauline says ' This was a and their families with PID and recurrent infection s".

CONTINUES OVER PAGE



PIDAwareness
A s planned, KIDS Foundation and Allergy NZ delighted with the results. We set out to raise awareness 

delivered a total of twelve seminars and and we know that we have been successful based on the 
workshops to GP's, Medical professionals and high level of follow up requests for PID information and 

ththe General Public over the week of 17  25  November. kids Foundation membership packs" She went on to say " 
We were able to deliver on this project as a result of Key 

Although the pace was hard on the Sponsors who were willing to back us 
presenters and organisers alike, the f inancia l ly ,  dedicated Medica l  
effort was well worth it. The seminars Professionals who were willing to 
helped to raise awareness of the ten dedicate their time and energy, and a 
warning signs of Primary Immune new partnership with Allergy NZ. I 
Deficiency and the latest information on would also like to mention the KIDS 
diagnosis and referral for treatment. Foundation and Allergy NZ volunteers 

in each of the three cities that gave up 
The seminars were well received by all target audiences their time to work behind the scenes at each of the 
and most sessions led to valuable discussion and seminars."
interaction in the Answer and Question sections. Attendees at the seminars were able to take away with 

them printed seminar notes and information packs. 
KIDS Foundation General Manager Janet Simons says, Those GP's who were unable to attend can expect to 
"This was the first time that the Foundation has receive an information package by mail enclosed wit h 
attempted running a National seminar series and we are their copy of this edition of In Touch.

UPDATE IN MEDICAL SEMINARS

"It is not only important to treat the 
specific infection a patient is suffering 
from but also to ask why this particular 
patients has succumbed to such an infection"

Dr John O'Donnell

As a non-medical person, attending seminars on health antic ipated not understanding a lot of the medical jargo n 
issues has not been my usual educational fare. But, but hoped to clarify some of my questions to further my 
having a glimmer of understanding of PID and allerg ic understanding of both allergies and PID.
reactions, attendance at KIDS Foundation activities and 
always interested in extending my knowledge base, I The eve ning was well organised, with a clear educational 
recently accepted an invitation to the Auckland Allergy pro gramme on the role of Allergy New Zealand and 
Awareness Week seminar for health professionals. I KIDS Foundation as support agencies, and lectures on 

DR JOHN O'DONNELL patients with rheumatic, allergic and primary 
"Dr John Liston O'Donnell graduated from the Univer sity immunodeficeincy disorders. His involvement with th e
of Otago School of Medicine in 1979. After completing immunology laboratory forms an important link in  t he 
basic specialtist physician training at Waikato and  managemnt of patients. He also contributes to the 
Christchurch Hospitals he undertook subspecialty tr aining Department of General Medicine at Christchurch Hosp ital.
in clinical immunology  at Flinders Medical Centre,  
Adelaide obtaining Fellowships of both the Royal He has a research interest in the immune mechanisms 
Australasian College of Physicians (FRACP) and the Royal of rheumatic disease and primary immunodeficiency. 
College of Pathologist of Australasia (FRCPA). In 1989 he He is the co-author on a number of papers describing 
was appointed clinical immunologist to the then Nor th the immunopathogenesis of chronic arthritis and 
Canterbury Hospital Board (now the Canterbury Distr ict is collaborating with overseas laboratories on the 
Health Board). He is currently Clinical Director of the molecular characterisation of a number of primary 
Department of Rheumatology Immunology and Allergy, immunodeficiency disorders.
Canterbury District Health Board and pathologist 
immunology section Canterbury Health Laboratories. He is a member of a number of national and internat ional 

rheumatology and immunology societies and has been an 
His clinical interests include the diagnosis and tr eatment of examiner for both the RACP and the RCPA" 

Feedback on the medical seminars from a non medical  attendee

 Look out for profiles for Dr Marianne Empson & Dr Trish Bassett coming next edition of In Touch



MARGARET-ANN STEWARTPID and asthma for the health professionals in 
Margaret- Anne is the wife of Dr Rob Stewart of the KIDS attendance. When a medical practitioner at my table 
medical advisory panel; Like her husband, Margaret- Anne quietly asked a person nearby during Stephen Baxter's 

takes an active role in introduction, "What's 
f o l l o w i n g  t h e  l a t e s t  PID?"  I sensed that 
information on PID and maybe I had more 
suppor t ing  the  K IDS knowledge about PID 
Foundation.than I had previously 

assumed. It was also 
F e e d b a c k  f r o m  apparen t  t ha t  t he  
Wellington"raising awareness" 

goal of the seminar 
" T h e  s e m i n a r s  i n  series was a valid 
Wellington were excellent one, especially where 
i n  g i v i n g  K I D S  immune deficiencies 
Foundation a further are concerned.
profile and updating 
where we had left off with I found the presenters to 
the last conference. The be knowledgeable and 
public seminar was well 

generally clear about attended, with superb 
the content of their feedback from those that 
lectures which were attended.
informative and, often, 

We were so lucky to have entertaining as well.  At 
Dr Rohan Ameratunga the same time, I was 
speaking as he lectured on amazed at the speed 
a very difficult subject in with which enormous 
an easily understood and 

quantities of infor-
informative way, this was 

mation were communicated and expected to be absorbed both aimed at GP's and the general public. My 
given that, for many, this was new information. The congratulations to all concerned for the fine organisation 
question and answer sessions were important times to and delivery of these seminars.
clarify emergent points and highlighted to me the need 
for continuing education programmes about not only the Debs Metson
10 warning signs but also the follow-up systems needed Debs Metson is the KIDS Foundation Wellington Support 
to ensure early medical intervention. co-ordinator.

The 10 Warning Signs of
Primary Immune Deficiency



Out &
About

Auckland Members -Picnic In the Park?
Again we are trying to ascertain interest in a days outing at 
a local park or reserve. A family day out with a si mple 
BYO BBQ/picnic and some entertainment at hand for t he 
children. This could be arranged for February if we  get 
enough people interested.
Register your interest by leaving your name and contact 
number on: Free phone 0508 300 600

Or Fax 09 523 5551.

Some teenage members of KIDS Foundation Auckland  were 
greeted with a red carpet welcome and allowed to mi x and 
mingle with the Celebrities at the recent premier o f Lord Of 

The Rings. The TV cameras were rolling and cameras were 
flashing;  some were able to get autographs from favourite stars.

Thanks to the thoughtfulness and generosity of VECTOR Ltd our 
attendance was made possible. After the initial wel come party with 
drinks and nibbles, the teens were able to enjoy first hand a three-
hour adventure journeying to Middle Earth.

And their verdict on the movie? -  unanimous agreem ent that it was 
'Way Cool', full of pure adventure and special effe cts. Highly 
recommended as holiday viewing!

KIDS Foundation Members Mix With Celebrities

O ver the last 18 months we have been working in with this programme. Given the value of the machine s we 
the background on a project to obtain computers will require proof of contents insurance and, may r equire a 
and software for KIDS members who are home token bond .

schooling, or whom are missing a significant amount  of 
schooling due to ill health and would benefit from having There are logistics we still need to work through, such as 
the use of a computer at home. how best to transport them around NZ and to install  them 

these issues we will resolve over the next few months.
We have approached various corporates for second hand 
computers that can be upgraded by KIDS volunteers , plus In the meantime if you are interested in being a recipient of 
Sponsors such as Remuera Lions have pledged us funding one of these machines I invite you to complete the enclosed 
for parts and for some new machines. In addition, application form and return it to : KIDS Foundation  
Microsoft has kindly donated software and an operat ing Computer Applications, PO Box 75-76 Manurewa, 
platform. Auckland.

Our plan is looking as if it will definitely get of f the ground We will keep all applicants posted as to progress.
by Easter next year.

At this stage we do not know exactly how many 
machines we will have available, or exact timing. 
We are ready however to start work on identifying 
which members are interested in receiving a computer.

These computers will be treated as assets of KIDS 
Foundation to be made available for members use 
for a fixed term period. The exact term is likely t o be 
a maximum of 12 months to ensure we can bring 
them in for servicing, upgrade of software and the 
like. Also we want to ensure that all members with a 
priority need, get the opportunity to participate 

Computers For KIDS Kids Project



Primary Immune Deficiency T Disorders

he immune system plays a vital role in protecting 
the body from micro-organisms.  The immune 
system can be separated into several functional 

areas.  T cells are responsible for immunity against 
tuberculosis, viruses and parasites.  T cells develop in Primary immune def iciencies are rare inheri ted
the thymus gland, which is located below the thyroi d disorders, which are the consequence of malfunctioning
gland. T cells play a vital role in controlling other of any one or more of the functional compartments o f the 
immune cells by either signalling through direct co ntact immune system. Over the last decade substantial
or by cytokines, which are chemical messengers, similar progress has been made in identifying the genes, which 
to hormones. are responsible for these disorders.  For many of these 

patients, a precise diagnosis can now be offered in the 
B cells produce antibodies, which are proteins.  These form of genetic testing and counselling. Most patie nts 
proteins have diverse roles including immobilising with primary immune deficiency disorders suffer fro m 
bacteria viruses and toxins.  Antibodies of the IgA  class recurrent infections. It is however important to not e that
protect parts of the body such as the gut and lungs, which there are other more common predisposing conditions
are exposed to the outside world.  Some classes of for infections such as allergies. Patients with immune
antibodies can cross the placenta in the last 3 months of deficiency disorders suffer from unusually severe
pregnancy and offer immune protection for the infan t infections and often respond poorly to antibiotics.
after birth.  Antibodies of the IgE class may have evolved Seemingly innocuous bacteria and viruses can cause
to counter parasitic infections.  They have no obvious role severe infections.  Infection of unusual parts of the body 
in populations with low f requenc ies of parasitic can occur. Patients with chronic granulomatous disease
infections.  IgE antibodies are responsible for allergic can for example have severe infections of the liver or 
disorders. Other functional compartments of the imm une the bones.
system include neutrophils and macrophages.  These 
cells are found in the blood and tissues of the body.  Their There have been substantial advances in the treatment of
most important role is to ingest bacteria and other  patients with immune deficiencies. Almost all can be
infectious agents once these organisms have been coated treated and some can be cured with successful bone 
withantibodiesorcomplementproteins. marrow transp-lantation.  The key to successful 

treatment is the early identification of patients, before 
The complement cascade is a series of proteins, which can there has been irreversible damage to organs such as the 
also kill bacteria by either punching holes on their surface sinuses and lungs. Patients with primary immune
or by enhancing the killing of these organisms by deficiency disorders should be under the care of an
macrophages and neutrophils. immunologist.

Immunesystem
The normal immune system and immune deficiency disorders .

Auckland Members KIDS would cover the full cost of the 14 year olds and 

under, and provide supervision in the Planetarium. - Opportunity to See the Stars over the school holi days!
Parents would be welcome at their own cost ($9 each), If you are aged 14 or under and would be interested in a 
and over 14 year olds for $3 each.KIDS Foundation day trip to the Stardome conservato ry 
If parents decide to drop off their children and en joy the in One Tree Hill Domain. Read on!
afternoon to themselves - they can join us afterwards for We are trying to gauge interest in a daytrip, which  

would involve 1pm - 4pm at the Auckland Planetarium , a family picnic (bring a plate).If you are interest ed leave 
with a family picnic in Cornwall Park afterwards. your name and contact number on
This would occur late January / early February if w e get Free phone 0508 300 600
enough interested people. Or fax 09 523 5551.



AucklandXmas Party

Some very 
interesting
guests joined 
the Auckland 
group at 
Rainbows
End.....

and prizes too....

There was a 
teddy bears 
parade.....



....Some magic 
hanky pankey!

.....lolley
scrambles & 
painting

.....a scrummy 
sausage sizzle......

.....and most important 
of all.... santa!

a good time was had by all!



WellingtonXmas Party
Rock
climbling at 
Fergs

Left to right Clara Ridley, Harriet 
Alexander

Hamish up wall, andrew & kevin Mc 
Donald

Therese O'sullivan & Harriet alexander 
(mother-daughter)

Therese, harriet, ferg's guy, Andrew & 
kevin

Á

Á



Santa & his elf
in Wellington

After a busy time rock climbing for the teenagers and visiting Body Odyssey for the younger 
KIDS Members - Santa and his Elf finally caught up with them all at Valentines

There was no holding 
anyone back from the 
meal at valentines. many 
were seen to be having 3-
4 seconds!!!

Father xmas was reported to be 'absolutely lovely, but rather confused'. 
asking the children if they had seen 'Lord of the Potter yet' and 'Harry of 
the rings!!! 'much to the little kids enjoyment!!

...Jake, rebecca and ethen perry letting 
santa know what they would like for 
xmas

...Jake, rebecca and ethen perry letting 
santa know what they would like for 
xmas

...Taylor hughes and santa...Taylor hughes and santa



V anessa Perston was hoping to spend Christmas at While the family began to adjust to the diagnosis, Jared was 
home in Napier with her precious little man Jared, undergoing his own trials as central lines were inserted
daughter Ashleigh and husband Anthony.  But into his tiny body to ease the administration of antibiotics 

this wasn't to be.  Instead she remained at Jared's bedside at and taking of blood samples and having the procedure
the Starship Children's Hospital hoping he soon would be repeated due to a blockage.  He also had problems with 
a normalwell littleboy. constipation and  creams didn't solve a series of 

mysterious spots that appeared on his head and on his 
Born on 21 October 2000 at Napier hospital, Jared Daniel body. However a little over two and half week s since his 
Perston at just four months was re-admitted to hospital - diagnosis, on the 29th of
this time fighting for his August , Ja red was we ll
life!  He had bronchiolitis enough to travel to Sydney 
and required a ventilator f o r h i s Bone Mar row
and CEPAP machine to Transplant. Accompanied
a s s i s t  h i m  w i t h  h i s by paediatric immunology
breathing, and at one point nurse Pauline Brown, Jared,
he stopped breathing. "The Anthony (donor) and
six weeks Jared spent in Vanessa flew out of New
h o s p i t a l  w e r e  v e r y Zealand. "There were a 
frightening for us as we didn't couple of real scares on our 
really know what was wrong way to, and arrival in
with him and we weren't Sydney," said Vanessa.
prepared for what was to " A l t h o u g h  w e  h a d
come," said Vanessa. "Urine equipment with us to check Jared's oxygen 
infections, high temperatures, c h e s t i n f e c t i o n s levels; at one stage his levels dropped and we discovered 
plagued us over the next few months, each requiring the oxygen bottle had run out.  Then at the hospital 
another visit to the hospital.  And for six months Jared was reception in Sydney - they implied we had come to the
on oxygen, he was tube fed and constantly sick after wrong hospital - I just about flipped out, but it was the right 
feeding, and as a result he simply didn't put on weight one thank God". "But that wasn't the end of our troubles.
which was a worry". In August 2001 Jared's situation Jared arrived in Sydney with really puffy legs which was 
worsened. He was again admitted to Napier hospital with due to low albumin and fluids leaking into his tissues 
yet another lung infection, this time in a critical condition. which meant he had to have a series of albumin and blood 
His condition was so serious he was flown to Starship transfusions," said Vanessa.  In addition, his central line 
Children's Hospital on the 13th August. And still his was leaking and another line had to be inserted - this time 
illness had not been diagnosed. near his groin.  This was very painful for Jared and 

distressing for Anthony and me to watch Jared suffer and 
"It was at Starship following tests, that paediatric not be able to offer him any real comfort". "But once the 
immunologist Dr Jan Sinclair told us Jared had a rare antibiotics took effect - there was a major transformation.
inherited disorder - Severe Combined Immune Deficiency It was so exciting to see our precious little man looking so 
(S.C.I.D.).  Man did this blow us away!   W e were shocked good again and see his skin problems disappear.  He was 
and at the same time strangely relieved that at long last we now ready for the transplant and we were confronted with
now knew what was wrong and what was needed to a whole new set of challenges and issues".
correct Jared's illness - a Bone Marrow Transplant (BMT)".

Once in the Bone Marrow Transplant ward, the Perstons 
This was just the beginning of the Perston's challenges. met with Professor Vowels to discuss BMT procedures and
Who would be the ideal donor, Vanessa, Ashleigh or ask questions. They were advised that one of the
Anthony? where would the BMT take place, in Auckland chemotherapy drugs to be used in the transplant could
or Sydney, how to earn a living, and how to cope adversely effect the brain and that a brain scan was needed.
emotionally and physically with all the stress while It was now Dad's turn for medical treatment.  To stimulate 
maintaining some semblance of a normal family life were his marrow to produce stem cells ready for harvest he 
just some of the many difficult decisions to be made. had injections twice daily for a period of five days.

MembersStory
MY PRECIOUS LITTLE MAN: 
ONE MUM'S ACCOUNT OF COPING WITH S.C.I.D.

Jared in 

hospital
prior to 
his bone 

marrow
transplant



"But overall Jared didn't really improve.  From the end of While initially this was bearable, he soon started to 
October he started to have problems with diarrhea, general experience severe headaches, sore legs and he became very 
nausea and on Wednesday 31st we had a major scare when tired.  Nevertheless, the treatment was successful and on 
at around 11pm he started to bleed from his bowel.  He was the 18th of September Anthony was put on a machine to 
as white as a ghost and very tired.  He had lost around a harvest the stem cells - this took from 10am in the morning 

q u a r t e r  o f  h i s  b l o o d ,  h i s  to 4pm in the afternoon. Meantime 
haemoglobin count went down and Jared was undergoing a small dose 
his blood pressure was really low. of chemotherapy to wipe out his 
Jared only improved after being own cells so there wouldn't be a 
given two blood transfusions," said reaction or rejection of the marrow.
Vanessa.And because one of the drugs was 

very strong and could adversely 
Tests on Jared's tummy and bowel effect the brain he had to have a 
revealed ulcers.  No food was brain scan under another general 
prescribed and just sips of water anaesthetic.  Thankfully the scan 
were allowed to calm Jared.was clear and the last dose was 
Although at the start he was very administered.
upset and very clingy, his health 
soon improved again and was full of "Jared coped with al l  th is 

smiles and laughs.  But by now in her fourth month of extremely well and contrary to our fears there were no 
hospital life with just three days spent at home, Vanessa reactions such as, rashes or a high temperature," said 
really began feeling the separation from her family.Vanessa. "But the stress was beginning to tell on me and I 

burst into tears as they administered the drugs - it was 
"Anthony had to return home to start work early in terrifying to see the drugs go into my precious little man.
November and this left me all alone at Starship taking care Especially frightening as the nurses wear goggles, gloves 
of Jared.  I guess his departure heightened my loneliness and capes during the procedure". 
and sense of isolation.  It is hard being without the support On Wednesday the 19 September, 5.15pm, Jared was given 
of friends and family - especially during the hard times a bone marrow transplant.  Just 24 hours since the 
when Jared's treatment isn't going well and you need completion of his chemotherapy, it took just 20 minutes for 
people to talk with.  And I miss my daughter Ashleigh who 42 ml of clear fluid to be administered.  For the Perstons it 
is being looked after by my Mum and Dad - both have been was now a waiting game - waiting for adverse reactions.
such a wonderful help," she said.But Jared recovered well and it was decided that it was best 

to return home and wait for a sign of engrafting.
"I am sad that Jared and I couldn't return home to Napier The Perstons flew back to New Zealand on September 26.
for Christmas.  But right now I can only focus on getting The flight went well and the family quickly readjusted to 
Jared completely better so we won't be rushed back to the life at Starship Children's Hospital. However, while 

hospital in the future.everything went well 
We take each day as it for Jared initially and 
comes, but the good there was even talk 
news is, Jared is very about returning home 
happy and is now to Napier ,  Jared's 
developing really health took a turn for 
fast.  I'm hoping that the worse and the 
by about May 2002 family's plans for a 
we might be able to return to normality 
t reat  h im l ike  a  were again put on hold. 
normal boy," she said.

"Jared developed a 
Helping the Perston high temperature and 
family and especially tests indicated that he 
Vanessa through the had a central l ine 
hard  t imes have infection.  He was 
been some special immediately given 
people.  "Megan my antibiotics, but that 
friend from Napier same day he started to 
who now lives in get a rash on his back 
Auckland has been which progressively 
there for me throug-worsened. His central 
hout and I can't thank line was taken out and 

her enough," said Vanessa.  "I also owe a huge debt of another one inserted under a general anesthetic and it was 
gratitude to my parents for caring for Ashleigh and  decided to give Jared a dose of steroids in case the rash was 
the Kids Foundation for their practical and emotion al caused by a graft verses host reaction.  The rash slowly 
support".disappeared and by the next day it had gone completely.

Anthony Perston - Bone marrow 
donor to son Jared

A much happier Jared recovering from the BMT



Photo of Remuera Lions Club taken at their recent Xmas party

RemueraLions

M ost of our Auckland members of KIDS our Awareness campaigns, 
Foundation were fortunate enough to get but also for social events 
tickets for the World Festival Of Magic show such as Kids camp.

sponsored by Remuera Lions.
In addition there will be 

These shows were indeed pure magic! money  fo r  med i ca l  
equipment and supplies 

They featured international magicians who visit New  for our medical assistance 
Zealand each year just for this event. Everyone who programme.
attended had a thoroughly enjoyable time.

This was a wonderful gesture 
What members may not have appreciated was that the and we were so grateful to 
majority of the proceeds from these shows are to be gifted supported in this way. Imagine my surprise when in 
by the lions to KIDS Foundation this year. This is a very November I was asked to nominate further capital it ems 
generous donation which will make a huge difference  to in addition to these.
our Organisation .

As a result they have also agreed to assist with the 
The gifts that the Lions agreed to sponsor include a purchase of hardware such as conference phones and 
vehicle which will be of enormous help in particula r for computers for home schooling.



This amounts to a huge donation, which will exceed any Finally I would like to add that In the course of this 
other previous assistance from any single sponsor. On fundraising drive and in particular the Production of the 
behalf of KIDS Foundation I would like to offer our Magic shows, I had the pleasure of meeting many of the 
humble and grateful appreciation for this phenomenal Remuera Lions club members. I was impressed greatly by 
generosity to each of the Remuera Lions club members. their motivation to help the community; they are truly

very special people. I thank them for selecting KIDS 
We will receive the aforementioned items over the next 6 Foundation as a recipient of this years event.
months, I will keep you all up to date on the exact details 

Janet Simonsearly in the new year

A special Message From A key Sponsor Of KIDS  Another annual event is the Junior Citizens Awards, now 
Foundation; into the second generation; this is very special. The best 

part of it is we all have great fun being involved, and 
enjoy friendship and fellowship.

On behalf of everyone in the Remuera Lions Club we There are over 44,000 Lions Clubs, and over 1.4 million 
would like to welcome you all as recipients of funding men and women in 185 countries "doing something for 
from our 15th World Festival of Magic. somebody else". 

This is a very exciting project which is only made possible Our International programme "Sight First" continues to 
by the business houses and members of the public of build upon its success with more than two million 
Auckland, who every year support us by donating tickets cataract surgeries performed and 68 hospitals built or 
for children and their families who would expanded around the globe.
otherwise not have the opportunity to 
attend a function of this nature.  In New Zealand, throughout the country 

over 2.5 million dollars has been raised to 
Our main objective in selection fund the Liver Transplant unit based 
is to meet the needs of as many in Auckland. 
people  as  poss ib le  by  
p r o v i d i n g  s o m e t h i n g  Just recently we have been involved 
substantial that will remain wi th the Specia l  Olympics,  
a benefit for some years. providing help so that their eyes 

could be tested for new glasses, 
Your request was for a some very emotional stories 
vehicle, which will now emerged.
become a reality and in 
addition some computers and We are all looking forward to meeting 
medical gear, which we hope you again in the New Year to see all 
will be of great assistance. these things come to fruition.

We are a group of more than thirty Have a very happy Christmas and best wishes 
members who work voluntarily in the for the New Year.
community, especially with young people, we have a 
strong association with the boys at Dilworth Junior 

Adrienne White.School, every year we have a Junior Speechmakers 
Competition in our area with the local schools, every year 

President.we are totally amazed by the thought and preparation 
Remuera Lions Clubthat goes into the speeches for this occasion.

Remuera Lions Club

A special
message



SponsorshipRoleOF HONOUR

T hankyou to all of our kind sponsors who have Electr onics * Timtex Industries * Engineering Geology * 
given their loyal support during 2001. Your McGuico n Syme Chilcott * Forbes Packaging Ltd * 
generosity and kindness has helped make a real Conveyor Technology Ltd * John Greer Ltd * Centurian 

difference, bringing a 'Ray of Sunshine' into the l ives of Print Ltd * Adis International * Pacific Fo rum Line NZ
our members. We don't have room to list you all, but Ltd * Too th Co Ltd * S.G Poole * Direct Forms Ltd *  Plus 
special mention should be made of the following: the many Wishlist sponsors and individuals who give

anonymously. The projects that you have sponsored 
Remuera Lions Club * Reuters Charitable Trust* Rotary include the following achievements over the last year:
Club of Napier * ASB Charitable Trust * Manukau Cit y 
Council * Lotteries * Auckland Garden Club * Huw Cl ift Sunshine Club  - Hospital support visits for families, 
 * Grant Group Architects * North SHORE waterproofi ng Hospital parking vouchers and Cafeteria vouchers, 
* Tri Star Printing * Chemcolour Industries * Trans port activity packs for hospitalised children, Toys for the 
Brake and Clutch * Benjimen Cooper * Fumapest * Direct Star ship IVIG day stay unit, special grants for families 
Forms * Keith Automotive * Citrus Services * Dr Gro ss in need.
* Graham Edwards * Design Steel * Venture Exports 
* Gopals Pharmacy * Dr Wickham * Robyn Hopkins * Ti m Birthday Club  - Small gift and card for junior PID 
Jones * Warren Hayes * Neil Cotton * Décor Cakes * Peter members on their birthday; to make up for the parti es and 
Edwards * Steven Vincent * Andy Hutchins * Neville celebrations they miss out on with their friends.
Newcombe * Lou and Iris Fisher Trust * Vortex 
Engineering * Forrester Books * Jason Ng * Coopers Creek Medical Assistance Fund  - Special subcutaneous and 
Vineyard * Wilson Parking * Adams and Robertson 

Intravenous immunoglobulin treatment equipment 
Shoes* Sports and cultural trust *Vector * RadioHauraki 

purchased for home treatments, Assistance for Bone 
99 FM * Elite Cabinets *Trinity Trust * Southern Trust 

marrow transplant families travelling to Australia for 
*The NZ Community Trust *The Scottwood Trust * 

treatment, Respite care, Adrenaline Epipens, other 
Colmar and Brunton * Conveyor Technology  * HFA 

special equipment needed by families.
Electronics  * BA Stephens * T&F Jones * Don Oliver Ltd * 
The Royal Oak Trust * Romero's * The Wanderer's *

Awareness of PID  - Mail outs of PID / KIDS Mangere Bridge Sports and Cultural Society * East 
Foundation information packs to all GP's in New Zealand Tamaki Sports Bar * Copper Joe's * The Milestone Bar * 
(November), Medical seminars highlighting the warning The Carrier Lodge * The Thoroughbred * Trinity Trust * 
signs and medical diagnosis of PID to G.P's to be held Sky City Charitable Trust * The Lion Foundation * 
in Auckland, Wellington and Christchurch. Further Howick Club * Trillion Trust * Trident Tavern * The 
Seminars for nursing professionals and the general Bellbird Arms * Mt Wellington Charitable Trust * Duke of 
public also highlighting PID running in tandem. Wellington * Papakura Tavern * Onehunga Working 
Awareness through the media. Printing of new Mans Club * Theme's * Riverton Lodge * City of Sails 
pamphlets and information for members and Health Trust * The Thanksgiving Foundation *NZ  Lotteries 
professionals. Mail out costs for information packs  on Board * Wairau Park Bowling Centre * Mad Dogs and 
PID to all GP's in New Zealand. Printing costs for this Englishmen * Takapuna Ten Pin * Rotary Club of Te 
newsletter to members.Awamutu * The ASB charitable Trust * Manukau City 

Council * Max Fashons Trust * Premier Plastics * Andrew 
Smith Family Trust * Aci * Turners and Growers Support Meetings / Social events for members  -
Charitable Trust *  Drum Runners * Otahu Welding Lt d * Support staff available for members to contact, regular
Pac ific Surgical Supplies * E. Wil ls * Faxware local support meetings and events such as ten pin 
International * Panmure Baptist Childcare * ARA Lod ge * bowling, cinema visits, pantomimes, horse riding et c. for 
Auckland Garden Club * Jensen and Rothsville* L.Burns * the children. Adventure farm stay camp for PID
D.Palmer * Sim Saw Doctors * American Home * teenagers. Excellent Xmas parties for PID children and
H&M.Oakley Browns * Groutsafe(1989) Ltd * Relocations their siblings. Thank you all for supporting KIDS 
International * Youngman Richardson * T&K Jones * Foundation and enabling us to bring these services to PID 
Northshore Scaffolding * Artco Holdings * H.F.A familiesacross New Zealand.
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Combine butter or margarine, 
sugar, molasses and vinegar 
in a saucepan. Bring to boil 

and let cool. Resift flour together 
with baking soda, cinnamon, ginger 
and salt. Stir beaten egg into 
molasses mixture, then blend sifted 
ingredients into molasses mixture. 
Mix well, then chill dough in 
refrigerator.

Preheat oven to 375F. Grease several 
cookie sheets. Break off one-third of 
the dough, form into a ball, and roll 
out on a lightly floured surface to 
approximately 1/8in thickness. Cut 
into ‘people’ using a gingerbread 
cutter.

Decorate with raisons and silver 
balls. Bake for 8-10 minutes. Remove 
and cool on a wire rack. Decorate by 
adding faces and clothing using 
icing.

Makes 10-14

Gingerbread People

Butter or margarine ½ cup

Sugar ½ cup

Molasses ½ cup

White vinegar 1½ tsp.

All-purpose flour 3 cups

Baking soda ½ tsp.

Ground cinnamon & ginger ½ tsp. Each

Salt ¼ tsp.

Egg, beaten 1

XmasGoodies

Mix hugs, kisses, smiles and love until consistent. Blend in holiday 

cheer, peace on earth, Christmas spirits and good will toward men. 

Use the mixture to fill a large, warm heart, where it can be stored for 

a lifetime, (it never goes bad!). Serve as desired under mistletoe, 

sprinkled liberally with special Christmas Snowflakes. It is especially 

good when accompanied by Christmas Carols and family get-

togethers. Serve to one and all. 

Recipe for Christmas Joy

½ cup Hugs 

4 tsp Kisses 

4 cups Love 

1 cup Special Holiday Cheer 

1/2 cup Peace on Earth 

3 tsp Christmas Spirits 

2 cups Goodwill Toward Man 

1 Sprig of Mistletoe 

1 medium-size bag of Christmas Snowflakes 

(the regular kind won't do!) 



1 Preheat oven to 275 degrees F (135 degrees C). Spray a large roasting 
pan with non-stick cooking spray.

2 In a medium-size microwave safe bowl, mix butter, white corn syrup 
and brown sugar. Place the mixture in the microwave and cook 2 
minutes, or until butter melts.

3 Place the cereal, pecans and almonds into the prepared roasting pan. 
Pour the melted butter mixture over the cereal and nuts and mix 
gently until the cereal and nuts are coated.

4 Bake for 1 hour, stirring every 15 minutes.

5 As the snack mix is cooling, be sure to continue to stir so that the mix 
will not harden in one big lump.

Caramel Mix

Egg Nog

½ cup butter

3/4 cup white corn syrup

1 cup packed brown sugar

1 cup chopped pecans

1 cup almonds

1 (12 ounce) package crispy corn and rice cereal

In a large heavy saucepan mix the egg yolks, milk, and the 1/3 cup sugar. Cook 
and stir over medium heat until mixture just coats a metal spoon. Remove from 
heat. Place the pan in a sink or bowl of ice water and stir for 2 minutes. Stir in 
rum, bourbon, and vanilla. Cover and chill for 4 to  24 hours.

Just before serving, in a mixing bowl beat the cream and the 2 tablespoons 
sugar until soft peaks form. Transfer chilled egg m ixture to a punch bowl. Fold 
in the whipped cream mixture. Serve at once. Sprinkle each serving with 
nutmeg. Makes about 10 (4-ounce) servings.

Make-Ahead Tip: Up to 1 day ahead, prepare the cooked custard mixture. 
Cover and chill. Just before serving, complete as directed.

6 beaten egg yolks

2 cups milk

1/3 cup sugar

1 to 3 tbsp. light rum

1 to 3 tbsp. bourbon

1 tsp vanilla

1 cup whipping 
cream

2 tbsp. sugar

Ground nutmeg

Merry Christmas
By Marie Irish 

I like Christmas day,
With its wreaths of holly,

I like Santa Claus
With his smile so jolly;

I like the Christmas tree,
Shining straight and tall,
And my pretty presents,

I surely like them all.
I like the smiles and cheer,

And how I like to hear
The happy people say
"Merry Christmas" 

in such a pleasant way.



We have things inside our bodies that 
protect us from being sick.
These things are found in our Immune System. One kind of protector is the B-Cell

B-Cells make immunoglobulins,
also called   Each has a antibodies.
certain job to do to keep us well.  They are like 
guards.  They guard us from getting sick.

Their job is to kill germs, such as 
viruses, fungi and bacteria that get into 
our bodies and make us sick.

IgM

IgM

 helps first.

 protects our blood 
and other things inside 
us.

IgG

IgA

 travels in our blood to 
get to the germs

 protects the places 
where we have saliva, tears 
and mucus, like our mouth, 
nose, lungs and intestines.

Sometimes the Igs help each 
other gang up on germs.

Another kind of protector is the T-cell.
They are very important, too.  They are in our blood.
But they also go to other places inside our body.

There are 3 kinds of T-cells.
Killer T-cells, Helper T-cells, and Suppressor T-cells.

Killer T-cells kill infected cells.

Helper T-cells call in more 
Killer T-cells to kill germs, 
and tell the B-cells when to 
make antibodies.

The Suppressor T-cell tells the B-cells 
when the body is better and they can 
stop making antibodies.

Another protector is the Phagocyte.
(fag-o-cyte)

Phagocytes  kill germs by 
eating them! They also send signals to 
other Phagocytes to come help.

OUR IMMUNE SYSTEM
1

2

3

4

5



Written by Sara LeBien, Illustrations created by Hogie McMurtrie

The last protector is the 

Complement .
It has 18 different parts.
They work together to 
protect us from 
infection.  The 
complement system 
works with IgGs and 
Phagocytes to help get 
rid of germs faster. So there are antibodies 

made in B-cells(immunoglobulins),

3 kinds
of T-cells

Phagocytes,

And Complement.

But some of us don't 
have all of our 
protectors, or we 
have them but they 
do not work.

Eyes, or nose,

 or mouth, 

or lungs
or blood,

and we do hot have all the protection 
we need to kill the germs.  So the 
germs grow into many germs, 

and we get sick.  Maybe we feel very tired,

Or have a fever, or have a sore throat, or have a cough, or our 
ears hurt, or our chest hurts, or our stomach hurts.
The doctor calls it an infection.

Sometimes we have to 
go to the doctor.  We 
may have to go to the 
hospital so that the 
doctors and nurses 
can take care of us.

But, if we do not have enough 
protectors there are ways to get more.  We 
may get themin an injection or in a I.V.

What is an I.V?
I.V. means "into 
a vein".  The 
nurse puts the 
antibodies

into
our vein.

IgG

(IgGs)

This is how it is done.  The 
nurse puts a little needle 
into our hand or our arm.
It goes into our blue vein.
Can you see your blue 
vein?

If we sit still, it only hurts a 
little bit.

The nurse puts a little 
piece of tape on to it to 
hold it in place.

Here,  antibodies are 
inside the bottle.  They run, 
down, down, down inside the 
plastic tube into our hand.

IgG

Now they can go all through our body to 
protect us. Sometimes we also need medicine 
to make the infection go away.It may be an 
injection or a pill, or a liquid.  The medicine is 
called an   It kills germs too.antibiotic.

Some people need 
glasses to help them 
see better.

Some people need hearing 
aids to help them hear better.

We need  and antibotics 
to help us feel better.

IgGs

KIDS Foundation thanks IDF of America for their permission to reprint from this book
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S T O C X M I S O E
X T P R E S E N T S
A X O P R A S O R T
B I M C F A D E E Y
I C O A K O P L I H
X A Z R S I M O N O
I R T D A J N U D L

G O I S N H O G E L

I L L X T U R K E Y
U S X M A C O I R G

KidsPage
Now for a small "Xmas Quiz"
to see how much you know about Christmas. Put your 
thinking caps on and give it a go. 

OK, are you ready? Here goes:

1) How many Reindeer does Santa have? Can you name all 
of them?

2) Does Santa live in the North  or the South Pole?

3) How many Wise Kings brought gifts to baby Jesus when 
he was born?

4) What does Santa put in the stockings of naughty children?

5) What normally decorates the top of a Christmas tree?

"XMASQUIZ":
1)Santahas9Reindeer;Donner,Dancer,Prancer,Vixen,Cupid,Comet,Dasher,BlitzenandRudolph
2)SantaliveswithMrsClausintheNorthPole,withthePolarBearsandhisElves.
3)TherewereThreeWiseKings.
4)Santaputscoalinthestockingsofnaughtychildren.
5)ThetopoftheChristmastreeisnormallydecoratedwithastaroranangel.

• SANTA 
• XMAS 

• STOCKING 
• PRESENTS 

• NOEL 
• CAROLS 
• TURKEY 
• HOLLY 

• REINDEER 
• CARDS

Question: What's red and white and gives presents to good little fish on 
Christmas?

Question: Why does Santa have 3 gardens?

Question: What do you get when you cross a snowman with a vampire? 

Answer: Sandy Claws.

So he can ho-ho-ho. 

Answer: Frostbite.

Now try out our "Word Jumble" .
Can you find the 10 hidden words??? They 
can go horizontal, vertical or diagonal! The 
words to find are:

XMAS QUIZ

WORD JUMBLE

JOKES Colour me in

The answers are at the bottom of this page


