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FROM THE EDITOROS DESK

Hello to all,

For those of you who do not know me, my name is Merron Howard and |
edit this Family Newsletter as a volunteer having many years ago been
faced with what so many of your are facing - the diagnosis and treatment
of a child with a life threatening condition. The aim of this newsletter is

to make you feel less alone and to provide you with up to date information
about what is happening in and around the CCC&BD.

To achieve its aims it is important to send in contributions. Special thanks to Sally and Samantha
(Page 10), patients of the department, and to  Kathy (Page 15), Nan of Jack for their very personal
contributions. Conributions are always welcome from any member of the family.

It is interesting to read on Pages 8 & 9 of current research that is taking place. Dr Lesley Ashton
writes about electromagnetic fields and Dr Tracey OOBrien tells us of research into  cord blood
transplants reported at a conference that she attended in June.

For those of you who may have missed the notice of the establishment of a Parent Peer Support
Program donOt miss out on reading Page12. The idea of this venture is to develop a group of volun-
teers who would be willing to talk with newer families who may want to talk about the day to day
things about living with a child with a serious illness.

Do you know what happens with all that data that is collated as part of a clinical trial? Read
about the behind the scenes work of the Clinical Research Associates. You may rarely see them but
they are beavering away in the background. (Page 14 - 15)

Looking forward to your contribution for next Family Newsletter. Merron Howard

Cover DraW|n ':H:;.lil';EéEilH HighStreet
Thanks to Madeline, a oo sscnoens RANDWICK NSW 2031
aged 5 years, for the draw- Telephone: 02 9382 1111
ing on the front cover of Facsimile: 029382 1179

. . www.kids-cancer.org
this Family Newsletter. www.sch edu.au

We are looking for a black and white

drawing for the next newsletter. If

your child likes to draw .s“end a picture SYDNEY Locked Bag 5
for next editiion. CHILDREN’S RANDWICK NSW 2031
Merron Howard HOSPITAL Telephone: 02 9382 1188
80 Edgecliffe Esplanade foundation@sesahs.nsw.gov.au

Seaforth. NSW 2092

The Centre for Children® Cancer & Blood Disorders would like to say a big thank you to all our supporters
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HERE THERE & EVERYWHERE
What are they up to now?

Callan is looking forward to turning is looking forward to returning to her cofee when she noticed 3 girls
8 soon. He has returned to school school soon. He is enrolled in High waving at her It wasthe 3 ??7?

now afterhis diagnosiswith ALL School where he was to stagar 7  girls, Emma, Lisa, Marie and also
about 12 months aga/Vhile off this year but to date has not been their Mum and Dad whowerein
school he managed to keep himself able to attend.There are however Italy on a 3-month visit to relatives.
entertained at home with his many of his mates from Primary They had a wonderful chat with

backyard OzooO. | was informed School and his sister who keep him Debbie who says that it really made

that he has ducks, chooks, rabbits, updated.When | saw home he was herday

guinea pigs and frogs, in fact 6 frog hoping that he could return to school

ponds and he is the only one in the within the week. He was also tellingBenjamin was diagnosed with

family allowed to collect the frogs. me of the great weekend he had  JuvenileALL on 4" June 2004 just

His dad and older brothefoseph, recently when higunt Paula came prior to his ¥ birthday He

went on a holiday in the Northern  up fromTasmania. Family and underwent the appropriate protocol

Territory, They returned with a gift  friends spent time at Newpagktms  which he finished in October and

of a fossil of a scorpion for CallanO (a great pub), th&me andTide (a followed this with a transplant using

prizedrock collection. pub where friends were in a band) his sister Madeline as donar This

and Forestville RSLEd. Vow!! took place on 25November last

What a weekend.!! year and he was disclgagd from
hospital just in time for Christmas.

| found Nickolasin C2W recently Madeline was very pleased to be the

Nickolas was diagnosed with a donor for Benjamin with the view

Wilms tumour at just 8 months of  OGood, | can finally stay at the

age. He was treated for one year hospital, and Mummy you can stay

Grant is doingwell afterhis with chemotherapy and gery at with ME.O Madeline has just had

transplant irApril 2005. He was Adelaide where he livedWhen he  her birthday and turned 5 years

diagnosed witiALL in June 2004 and his family moved to Sydney in while Benjamin turned 2 on 16

and after some months of treatment 2000 he was transferred to the care June. Mum said that at times over

was found to exhibit signs of of Prof Marshall. While there has  the year she has thought that it

residual disease which indicated thabeen no recurrence of the tumour would never end but eventually

he had a high risk of relapse either Nickolas was in hospital undgring there is a light. She also said that

during or at the end of treatment.  treatment for a very lge abscess perhaps the thing she regrets most

This placed him in the High Risk  close to the site of the original about the year is her loss of naivety
category and a candidate for a sumgery. He was feeling much betterthat deep down knowledge that,
transplant. He had the transplant and really looking forward to getting Oes bad things can happen to meO.
using his sister Laura as donor out of hospital and going backto  The up side of course is that she

When | saw him in clinic he said school.

that this was the first visit since the

transplant that he was really feeling

well. This state of wellness was alsdWhat a small world?

made clear by the amusement he gdthave just heard that in October last
from people reading more carefully year Debbie, the teacher from the
his T-shirt. In big letters it said Hospital School, was sitting with
F.B.l. In small print underneath it  American friends in St Marks

read Female Body InspectoGrant ~ Square irVenice sipping away on
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stressesessaboutunimportant go home after this in January 2004.
things and has a better perspective. In April 2004 he again had a

Ed. | am suethat a geat many of  testicular relapse and his family

us can understand just what you  were advised that there was nothingmum says, Ohas been fantasticO.

mean. else that could be done. In
September 2004 however an
| was delighted to meet up with appropriateéGermanprotocolwas

Emerald in the LongTerm Clinic found and Nathan began thighis
recently as | remember her when shavill last for 18 months. Despite
was a baby (How old do you think someboutsof pneumoniaand

that makes me feel?) Emerald was problems with his portacath he has
diagnosedvith Thalassaemidajor  been very strong and keeps on

as a baby and had a bone marrow going. He attends the local school
transplant in March 1986 aged 18 where he is in Kindeggarten.

months. She was only the second Brother Matthew is ifrvear 4. Ed.

says that Christos is fantastically
well. He has blood tests each month
and is monitored by Dr OOBrien who

Laura is 9 years of age and was
diagnosed witihalassaemia at 5
years of age. She is now 9 years old
and is inYear 3 at STherese

School. Her young brother Karl is 6
years old and is in®IClass. Both

love to play soccer and Laura also
loves dancing and singing. Laura
has daily treatment for her disease
and has a transfusion each month at

patient at the hospital and therefore Keep on enjoying life Nathan. Goodher local hospital. Once each 6

in Australia to under go a transplant luck with this treatment.

for this. Her eldest brothévlichael

was the donorEmerald is now 21  Madeline wasdiagnosedvith ALL
year old. She is currently enrolled in December 2003At the end of

in a Bachelor of International the year she expects to finish her
Studiesatthe University of NSW treatment. She started school this
but just 5 days after her clinic visit year at er local school and will turn
she was headingfab Japan to 6 years old in JanuaryShe just

months she visits Sydney ChildrenO
Hospital to see her specialist.

FromRosie. Ol am nowllyears
old and do not remember much
about being sick, but recently we
moved house and | found MusnO
diary. 10ve started reading it and it

continue her studies at a university loves school but also loves the dancéeels like a whole dierent person
in Tokyo entirely devoted to politics. classes she attends where she learnsho was sick.Today | am a long
ballet, jazz and tap. She also loves distance runner (like mum). | play

swimming. Heibrother Campbell

soccer for the local soccer team and

is 3 years old and goes to preschooll play tennis. | play the flute and

two days per week. Mum, Penny

trying to move on to the next stage

still love to visit the clinic and meet
up with friends.

Christos wasdiagnosedvith
Nathan has had far more than his testicular cancer in March 2008s
fair share of problems since his the whole of the tumour was
diagnosis withALL on 29" March removed he did not require any
2001. He went through 2 years of further chemotherapy or
treatment but within 2 weeks of radiotherapy In fact the whole
ceasing treatment was found to haveeriod from his parents finding the
a testicular relapséAfter a further 8 tumour (onWednesday) to it being

months of chemotherapmost of sumgically removed (on Monday)
which was spent in hospital, he was just a matter of days. Mum
underwent a bone marrow transplantvas 8 months pregnant at the time
in November2003from his older and the family now have a very

brother, Matthew. Hewasableto beautiful baby girl, Nikki. Mum
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still love to read as much as | did

says that she is doing really well andvhen | was sick. Recently | sat an
has coped very well with it all and is Opportunity class test and got in.

Now | am attending the class at

of her life. Madeline does however Neutral Bay Public School.O Rosie

was diagnosed in March 1996 with
ALL at2 yearsof age.




OMynameis Justine Rodgersandl|
was diagnosed with \&/ilms tumour
at the age of 6 months in 1972.
Being diagnosed with cancer as a
baby | have no memories or
knowledge of that time. | write
from a survivofd point of view |
feel fantastic, have an amazingly
enegetic life and love coming back
to the hospital to visit. | look
forward to hopefully being a part of
a helping aide or involved with
camp for children. My mum is the
amazingpersorhere!O

and does swimmingAccording to
mum he also fights with his brother
non-stophowevertheyarealso
inseperabléEd. Soundserynormal
to me!) Luke lovesschoolandis
doing really well.

We missedadvisingthatHuon

Bollard has a baby bother,

Oliver, who wasborn just 6 weeks
afterHuonwasdiagnosedvith ALL
in January his yearHuon has
finished the initial stage of his
treatment and is due to start the
maintenance phase in a few weeks.
Congratulationso the Foyefamily
on the birth oflessicalayla Foye. ShantelWilliams was diagnosed in
| am sure thaloshuawould have September 2004 witALL when she
been very pleased that there is was 3years and 8 months. She is
another precious person in the homenow doing really well now on

to bring joy maintenance. Mum says that while
it was very hard at the beginning it
does become easier as it goes on.
She also says @Vdre in the best
hospital with the best doctors in the
world.O

News from families attending the
Kids CancerUpdate
on Sunday 1th September
Readmore on Pagel6

Heather Boreham has started

year at the Canberra Institute
Technology and is enrolled in
Certificate 3 in ChildresO

Services which she does 9an

to 12 noon for 3 days per

week.. At the same time she
works 1pm to 6 pm in a childcare
centre. Her mum says that the
Institute have been really terrific
providingassistancéo Heathey

with who was diagnosed with a
medulloblastoma at 6 years of age.
Heather is now 20 and has worked
very hard to achieve her goals.

Jonathan Vloutis was diagnosed
with ALL in March 2004. He is
currently in the maintenance part of
his treatment. Mum writes OHe is
doing great, full of engy and

giving mumcheek. Jonatharhad

his 4th birthdayin which hewas

(thesignsof aREV Headare
evident) and on his birthday he
received every type of car

Luke Pontatolois now 10 years old
and was diagnosed wikLL at 2.

He attends St JolWianneys at imaginable. Itis hard to believe but
Fairymeadow and is iMear 4. His  Jonathan loves his visits to hospital
under 10 soccer team made the Findhese days. He sees clinic visits as
of the competition but unfortunately fun and games with his buddy for
lost by 1 goal. He also plays tennis life Colm OONeilWe just canO
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keep the two apartyou would think
that they were joined at the hip.O

Colm OONeilvasdiagnoseavith
leukaemia on 1st March 2004. He is
currently on maintenance and apart
from a few minor hiccups all has
been going really wellWe are glad
to say that ColnsGnemory of
hospital centres around meeting up
with his good mate, Johniyloutis
and playing on the Starliglstro
boy!! His nanna from Ireland will
be visiting soon so he is busy at the
moment planning how she is going
to keep him amused during her
holiday.

James Boydwill be 3 years old next
week. He had his first birthday on
C2W - aPatsySpecial andlooks
forward to a birthday at home and
healthy James goes to childcare 2
days per week and enjoys reading
books ad riding bikes. James was
diagnosed witAML at 9 months of
age. He had intensive chemo and
ontinues to do well. OThanks
to all the Doctors, Nurses
and families for getting us
to where we areO say
James@®umanddad,
Mary andPeter

Philip Kolotas is now 8 1/2 yrs
having been diagnosed wiiLL at

4 yrs and 10 mths on 15 Nov 2001.
(Ed. Strange how that date sticks in
our minds.) He was diangonsed as
Ohighisk&andhadcranial
radiotherapy as well as

completely spoilt. He loves fast carschemotherapyHe went into

remission quickly and has now been
off treatment for 18 month3While
around the hospital he was known

by many as OPotterO as he was, and
still is, a Harry Potter fan. He is in
Year 3 at Summer Hill Primary
School and keeps busy with sogcer
swimming and he has just started
Karate.



FROM THE CENTRE FOR CHILDRENOS
CANCER AND BLOOD DISORDERS

It has been another busy year for
the staff of the Centre. As
Sydney, and indeed NSW, grows
in size, so the number of children
and families who pass through
our Centre for the treatment of
blood and cancer diseases
grows. | must stress that the
incidence of these diseases
remains unchanged.

New Staff Appointments
There have been several new
appointments in the Centre at
the senior medical level.

Many of you will know that Dr
Tracey OOBrien started as the
new Head of the BMT Program
in October 2004.

In addition, we have recently
appointed Dr Draga Barbaric
and Dr Toby Trahair to the
Centre as Staff Specialists in
Haematology, Oncology and
BMT.

Welcome,
Dr Draga Barbaric
from the families
of the CCC&BD

Draga has trained at Children®
Hospital Westmead and then in
Canada, and will start with us in
September 2005. Toby has
trained with us at Sydney
Children® Hospital and is
currently completing his research
training at the Peter Macallum
Cancer Institute in Melbourne.
Toby will join us in July 2006.
Both bring unique clinical and

research skills which will allow us
to improve the type of clinical
care we offer.

Family Newsletter

| would like to thank Merron
Howard for her fantastic work
over more than 20 years
producing, editing, and
encouraging contributions to, the
newsletter. Also thanks go to Dr
Richard Cohn and Helen Knox
our Nurse Manager, who do
some of the editing and
encourage staff contributions. At
our recent Parent Group meeting
we discussed the content, format
and circulation of the newsletter.
It was decided that the
newsletter should remain black
and white, rather than colour,
and that we needed more
contributions on or relevant to
brain tumour patients and
children with blood diseases. We
are forming a subcommittee of
the Parent Group to oversee the
newsletter and other aspects of
communication and education.
Merron is happy to continue in
her position as Editor of the
newsletter. However, we are
looking for other parents who will
join her on the education and
communication subcommittee.
Please help us.

We look forward
to the return of
Dr Toby Trehair.
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C2N Redevelopment

The re-development of C2N,

our day facility, is set to begin
later this year and will be
completed by mid 2006. While
this will create some
inconvenience during
construction, the aim of the work
is to provide a much better
service for patients and their
families. When complete, we will
be able to conduct outpatient
clinics on days of the week other
than Tuesday and Wednesday.
Moreover, all outpatient clinics
and day stay services will be
offered in the one ward of the
hospital, minimising the amount
of travelling within the hospital.

CCC&BD Consumer _and

Community

.. . 0000000
Participation o o
Group . Can .
Lastly we would o YyoOU o
like to encourage o help? .
more parentsto ¢ e

volunteer some

time to become part of the
Parent Group. Parents and staff
meet each 2 months for 2 hours
at the hospital with parents from
country locations being linked by
phone to the meeting. The Group
has provided major impetus and
direction for a number of new
initiatives aimed at improving
care, but for the group to be
more representative we would
like more members. So come
along and have you say. Please
contact Helen Knox on 9382
1692 for details if you can help
us.

Glenn Marshall



FREQUENTLY ASKED QUESTIONS
What is happening to C2N?

This month it answers all your questions about
C2North. Y ou have possibly seen the Ocount
downO board at the entrance to C2North.

WHY IS C2NORTH CLOSING?

C2North is closing so that a new day unit and
outpatient area can be built. This will mean that
CCC&BD patients will attend their own purpose
built outpatient and day unit.

HOW LONG WILL IT TAKE?
Building starts on Tuesday, 4" October and will
be complete by April, 2006.

WHERE WILL MY CHILD HA VE
TREATMENT DURING THIS TIME?

All patients will pr esent to the main Admissions
Office on Level 0 where Madeline Whitby will be
located. Madeline is the Booking Clerk, familiar
to regular patients on C2North. She will dir ect
you to the area in Sydney ChildrenOs Hospital
where treatment will be given.

WHO WILL GIVE MY CHILDOS
TREATMENT?

All the r egular C2North staff will be available to
care for you and your child. Colette is even
expecting to recruit some additional nurses.

WHY IS OUTP ATIENTS MOVING TO

LEVEL 2?

The new outpatient area will operate 5 days each
week. This means less waiting for our patients
and demand on beds, pharmacy and other
support services will be mor e manageable.

WHERE DO WE GO FOR A CLINIC OR
OUTPATIENT VISIT?

During the building, you will continue to go to
the Outpatients Department (Clinic) on Level 0,
where all services emain unchanged.

WHERE DID THE MONEY COME FROM FOR
THE REDEVELOPMENT?

The money came from our generous donors,
including the Buchanan Family and the
namesake of C2North, The Kids With Cancer
Foundation.

HAVE YOU FILLED IN A SURVEY FROM?
C2North, Outpatients and C2W invite all
families to fill in a survey form about colour
schemes and possible art work themes for the
redeveloped C2North. Please ask one of our
team if you canOt find a form.

| e R |
I FAQ is a new column in our Familyi
Newsletter If you have specific I
guestions that you would like
answered here let us knowCall :
Helen Knox on 9382 1692 I
ol

If you enjoy getting the Family
Newsletter and have not sent a
contribution recently send one on
now. There is ALWAYS someone who
really wants to read your story.

Send these at any time to
MerronHoward

80 EdgecliffeEsplanade
Seaforth2092

merron_howard@pittwater.nsw.gov.au
Phone 9970 1167
Fax99701197
Home99488160

Nextissue published
Decemberr005
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CURRENTRESEARCH

ELECTROMAGNETIC FIELDS AND THE RISK OF
CHILDHOOD CANCER

Despiteover 20 yearsof researchthereareyet to be any
convincing findings to relieve public concern about the
possible negative health consequences of exposure to
magnetidields producediy powerlines.Thefollowing is a
brief overview of electromagnetic fields and the risk of
childhoodcancer

What is an electrmagnetic field?

An electromagnetic field is made up of two components;
Oelectric@rdOmagneticfizlds. Theelectricfield is created
by the presencef an electricchage andis determinedby
voltage (the pressurausedto pushthe electronsthrougha
cableorwire). Magneticfieldsarecreatedy thepresencer

motion of electricchages.As theflow of currentincreases

in strength,sotoo doesthe magnitudeof a magneticfield.

Thetwo fieldstogetherrereferredio asanelectromagnetic

field (EMF).

EMFsarepresenaroundoowerlinesandeverydayelectrical
appliancesuchaselectricshavershair dryers,computers,
televisionsand heatedwaterbedsThe electricfields from

thesesourcesareeasilyshieldedby walls andotherobjects.
However, the magnetic fields generated can pass through

buildings, humans and most other materials, although the

strengthof amagnetidield decreasesapidlywith increased
distance from the point of origin.

Is thee a link between EMFs and childhood cancers?
As magnetidields have
thecapacityto penetrate
the human body, they are

EMFs that have been
studiedin relationto the
risk of childhood cancer.

To date, most studies
have focused on living
near powerlines rather

than household electrical

appliancesaspowerlines
emit aconstant magnetic
field, unlike electrical

appliances which
generally need to be
switchedon to produce
a magnetic field.

Research studies have

the major component of

focusedpredominantlyon leukaemiaandbrain tumoursas
these types of cancer are the most common seen during
childhood. While severd studieshave reported potential links
betweenriving in homescloseto overheadowerlinesand
therisk of childhoodcanceyotherstudieshavenotbeenable
to replicate these results.

To someextent thedifferencesn theresearchmethodsand
possible errors introduced by certain study designs have
limited the ability of researchers to replicate each others
findings. Therelativelysmallnumberof childrendiagnosed
with leukaemia or brain tumours each year and the even
smaller percentage of these children who live close to
powerlinesa so limitsthe statistical precision of these studies.
Moreover a challengelies in the fact that it is difficult to
accurately measure an individual @ exposure to magnetic
fields emitted from powerlines. This is largely because
magneticfields producedby powerlinesare dependenbn
severalfactors,suchasthe currentcarriedon the line, the
number of consumers, distance to the nearest electrical
equipment (eg., substation or transformer), or even the season.
For this reasonjnvestigatorsusea Oproxy@neasureor an
Oestimate@f exposureusuallythe distancefrom a child®
homeaddressat birth to the neareshigh voltageoverhead
powerlines. In most studies investigators also rely on
information collectedandheld by large registerseg., Birth
or Cancer Registries. Whilethisinformationisof value, such
Registriesdo not routinely collect information on other factors
that have previously been implicated in childhood cancer

In summarythe evidenceavailableis at bestinconclusive.
Despitethis, the International Agency for Research on Cancer
(IARC), a specialiseccancermresearctagencyof the World
Health Organisation hasrecentlyclassifiedextremelylow
frequency EMFs, ie., those emitted from powerlines, as
Opossiblgarcinogenido humansOrhe challengenow lies
with researchers to develop better ways of measuring
exposureo EMFs andto characterisehe specific cellular
pathwaydargetedoy EMFs.
Written by Dr LesleyAshton
Group LeaderMolecular Epidemiology

Children®CancerinstituteAustralia
Further reading:

OcChildhood leukemia and EMF: Review of the Epidemiologic

EvidenceO :Report frodfHO workshop on Sensitivity of Children to

EMF. IstanbulTurkey 2004 in Bioelectromagnetics Suppl 7, 2005.

The Sensitivityof Childrento Electromagneti¢-ields.KheifetsL etal.,
Pediatrics 2005;116:e303-e313.
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CURRENTRESEARCH

Update on Umbilical Cord Blood T

ransplantation

Umbilical Cord Blood T ransplantation Sympsoium, Los

Blood taken from the placenta immediately after
birth is a rich source of Ostem cells@hese stem
cells have the ability to repopulate the blood and
Immune system in much the same way as a
bone marrow transplant.

Sydney Children® Hospital was the first hospital
in Australasia to perform a cord blood transplant
and to date has performed more cord blood
transplants than any other hospital in Australia or
New Zealand. Transplants are usually reserved
for patients with high-risk leukaemia or relapsed
leukaemia as well as for a range of other
inherited diseases of the blood or immune
system.

Only 25% of patients needing a transplant will
have matched sibling. For the remainder, a
search for a volunteer bone marrow donor or
umbilical cord blood donor is done. There are
many advantages to cord blood including a
decreased risk of immune complications post
transplant, greater likelihood of having an
appropriate match when compared to bone
marrow, reduced risk of transmission of viral
infection and importantly, the speed of
availability. Cord blood, unlike bone marrow, is
frozen ready to go in banks so a transplant can
be quickly organised.

Many studies have validated cord blood as an
alternate source of stem cells.

At the recent International Umbilical Cord Blood
Transplantation Symposium held in Los Angeles
from June 3-4, researchers presented data
comparing results of children with high risk ALL
transplanted using unrelated umbilical cord
blood with patients transplanted using matched
sibling bone marrow. Although it took longer for
the cord cells to re-grow the blood cells (or
engratft) the transplant complications and

Angeles, June 2006

survival outcomes were the same for both
roups.

Previous studies have shown that unrelated cord
blood is equivalent in terms of survival to
unrelated bone marrow but this is the first study
to show that it is also equivalent in terms of
survival to matched sibling transplants.

Given three-quarters of patients do not have a
sibling that is a perfect matched, this is an
important finding.

Also presented at the conference was an update
on patients who have received two cord units
rather than one cord unit. This approach is used
on older children, adolescents and adults.
Preliminary data indicates that this strategy
results in very low relapse rates - lower than if
one cord unit was used. The role of two cords, or
a double cord blood transplant, will continue to
be investigated at Sydney Children® Hospital but
shows promise as a exciting therapy for curing
high risk cancers.

Dr Tracey OOBrien

Perhaps there is a family or a child
reading this who may like to send us a
contribution on t heir experience of
having a cord blood transplant.

Send to
The Editor
Family Newlserrer
CCC&BD
Sydney Children® Hospit al
High Street
RANDWI CK. 2031
or email to
merron_howar d@pit t wat er .nsw.gov.au
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PATIENT CONTRIBUTIONS
Sally and Samantha Arour

HI. My name is Sally and | am now 21 years old. |
was diagnosed with non-Hodgkéngmphoma in my
spine in 1993 when | was 9 years olthroughout my
time on chemo | had many extra hurdles to overcom
as | reacted rather strangely to many drugs and
treatments. Howevelam a competitive S10
swimmer competing at the National 2005
Championships and looking toward International
competition in a couple of years. My life after
treatment has not been easyontinued to have low
enegy levels and countless medical hurdl&sis still
occurs today but why let these things get in the way
experiencing life to the fullest. | get amazing
satisfaction at proving people wrong when they tell

me O¥uOll never do that.O Instead of letting this get

me down | feel empowered to prove them wrong
because anyone can achieve anything if they really
want to and | was not going to let my colourful
medical history stop me from achieving in my chose
areas of swimming and academic study

For all the parents withchildren out there reading thig

please let your children dream. Nurture these dreams

and instil in your children a drive, eggrand
determination. It really doegr@atter what this
dream is. It may be as simple as finishing a day at
school or as complex as being a lawykmvas not

that very long ago that | dreamed of competing at th
National Swimming Championships and here | am.
Sure it has taken time, determination and hard work
but now my dreams and goals extend to the
International area of competitive disabled swimming

Along with swimming | am also studying teaching at
James Cook Universitfownsville, Queensland
where | am currently living. | had many learning
difficulties upon re-entering school after treatment.
My Junior High School years were not what one
would call consistent but rather OGuggpearancesO.
It was not until | was really ilvear 10 that | began to
achieve at schoolThis resulted in achieving
unbelievable results iear 12. | not only equalled
but also exceeded many of my p8erchievements.
Once again anything is possible. My motto in life is

to enjoy each dayive life to the fullest and Onever
say neved.We all need dreams and goals and we all
need to enjoy the journey as much as the destination.
Ehope that this has been helpful, insightful and
inspiring.

Just remembein the works of Janine Shepherd,
OPain in life is inevitable but misery is entirely
optionalO. Keep smiling, Sally

of

A Song of Life

Many people should go
And do their dreams

Follow your heart and listen
To the wind

—4

There are so many things

You could do in life you

Just have to believe in yourself
That you can do it just have

To believe in yourself that you
Cando it

It is all right if you cry

That is what most people do
To let it all out than keeping
Itin

174

So many people should go
And do their dreams follow
Your heart and listen to the
Wind

There are so many things

You could do in life you

Just have to believe in yourself
That you can do it just have

To believe in yourself that you
Cando itin life

By Samantha (13)
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SERVICES AND SUPPORT
What happens at Camp Quality?

camp a'ua(H- .

laughtey is +he best medicine

Where is the camping ground? How many children go to each camp?

We don®have oneEwe dortdelieve that purchasing a This depends on the venue, the funding and the advice

camp ground that is vacant for much of the year is the or our medical adviseraNVe understand the health

best way to spend public moneyEwe use other pesple@roblems that lae camps pose and work with our

campgrounds. advisers to keep numbers at a level that poses the least
risk.

Do the children sleep in tents?
No. Sometimes there is asleep=out but they sleep in What age children do you cater for?

cabin accommodation. Our children are aged from birth to 18. Our tiny babies
and their families go n family Camps and day outings
Can siblings go too? and they can start OCampO at age 4.

Families need to do things togetherEalso siblings need

as much support as their brothers and sistersE they caDo children from regional areas go to

feel left out and Camp Quality works to help them copecamp?

with that. We include siblings whenever we We have many regional branches arodustralia and

canEFamily camps cater for the family as a group andwhere there are not, city camps take regional children to

we take siblings to camps when we can fit them in.  campEthey may also join other camps for social
interactionEit fun!

Can | go to camp with my child?
Only to Family CampsWe encourage children at camp Will my child be insured?

to have a go and help build their self confidence. Yes. We are careful that everything included in our

Children may not be as independent if Mum or Dad is program has been okOd by our insurers. Our general

there. insurance covers children at all eventgamised by
Campquality.

How many camps can my child attend

each year? Can my child go to camp if he/she is

They can attend one childrergamp (with their very sick?

companion) and Family Camps as well as day outingsIt@ up to the childQloctoy however if the doctor says

The number depends on spaces available. yes and we can find the right medical &i3 all
systems go! Often at this tie a bit of fun can do

Is Camp Quality affiliated with any wonders. It can give a child a boost at the tinsenit@st

religious  group? needed.

No. Without the help of Saints Church in the early days
Camp Quality would not have grown as fast as it did. Can children with cancer and other
However we have children of many religions and raceddisabilities go?

taking part in our programs and we celebrate our Yes. We have children with other disabilities who are
diversity. able to be supported by our medical fséaud trained
companions.

Is camp only for children on treatment?

No. Most of our children are in remission but they still Is there a cost to us?

have to live with problems not shared by children who Your family will not be asked to pay a fee for

have not been sickAt camp they can be with children registration of=r for participation in any Camp Quality
who understand. Program.

To find out more about your local Camp Qualityicé
please call 1300 662 267

PAGE-11



SERVICES AND SUPPORT

Malcolm SargentOs journey
reaches new heights with
Redkite!

Having offered vital support to Australian children with
cancer and their families for over 22 years, The
Malcolm Sargent Cancer Fund for Children in
Australia has reached new heights with the recent
launch of its new identity B Redkite.

This exciting new identity reflects the organisation®
continued spirit, energy and commitment to children
with cancer. The name Redkite is simple,
memorable, and uplifting.

The organisation is now also proudly operating as
one unified national organisation. Redkite operations
in New South Wales, Western Australia and
Queensland have been amalgamated so to ensure
maximum efficiency and access to care. Redkite

services will also be offered for the first time to
children in South Australia. These exciting
developments were undertaken by Redkite to assist
the organisation reach its goal of ensuring that all
children across Australia have access to a variety of
grassroots services, which include;

Financial Relief

Emotional Support

Educational Services

Music Therapy

Family Support and Activity Days

o0 0 o o o

Redkite receives no government funding, and relies
100% on the community
to fund this essential support.

For further information regarding Redkite, please visit
www.redkite.org.au

Thanks to those families who so quickly
responded to our call in the last Family
Newsletter for people willing to join a group of
parents, grandparents or significant caregivers
who are willing to be called upon to talk with
newly diagnosed families .

We have had approximately 15 volunteers to date
and will be in touch with them soon to follow up
with some training.

Many families in the early weeks of treatment
wonder about the future and sometimes wish to
speak to parents whose child is either further
along on treatment or finished their treatment.

Many families express the need not only to talk
with health professionals within the hospital, but
also to other parents who have undergone similar
experiences. By developing a database of
volunteers willing to talk to other families we can
make these connections happen.

Parent Peer Support Program

The program will be facilitated by the CCCBD
social workers, with ongoing input from the
volunteers, families and the Consumer and
Community Participation Group.

Volunteers will be able to choose the way in which
they wish to participate and will not need to
commit themselves for any length of time. All
volunteers will undergo at least a 1-day training
workshop exploring the role of the peer support
person, boundaries, communication skills etc. and
all volunteers will be able to access formal
debriefing from the CCC&

BD staff.

Contact me on 9382
1021 or at
lent henk @sesahs.nsw.gov.au

Kate Lenthen (Social
Worker)
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STAFF PROFILES
Behind the scenes

Clinical Research Associates

Important work behind the scenes

Niki Sansey

Niki Sansey has been at Sydney ChildrenOs
Hospital since September 2003 and
commenced her role as team leader of Clinical
Research Associates in 2004. Niki has worked
on many projects run by the CCC&BD and her
main role is to ensure all the clinical trial
activities throughout the CCC&BD follow the
strict requirements of the South Eastern
Sydney Area Health Service Ethics Committee
and study sponsor. Each clinical trial run at
CCC&BD has to be first approved by ethics
and then they need constant updates
regarding recruitment numbers, adverse
events, changes to protocols (such as changes
in doses of drugs), consent forms and any
major findings. The hospital ethics committee
approves all clinical trial documents before
they are issued to families of prospective trial
participants.

Niki is involved in the many protocols run by
the ChildrenOs Oncology Group (COG) in USA
and has recently attended the spring meeting
held in Los Angeles. There are many, many
sessions held for Clinical Research Associates
and these sessions are extremely useful in the
training of CRAs. Topics covered include data
management issues, new protocols, changes to
existing protocols, adverse event reporting,
database and regulatory training as well as
preparation for audits. The knowledge gained
is valuable for the day to day running of the
COG activities and for the discussions on
international good clinical practice issues.

C(The job is varied and interesting and relies
on a team of hard working CRAs who are all
focused on quality and attention to detailO

Cecilia Oswald

Cecilia is the CRAresponsible for the collection
and management of stem-cell transplantationb
related information. This involves in-depth
recording of details of every transplant
undertaken at SCH, and this information is
maintained in a database, so asto be accessible
for reference at the click of a mouse. Some
transplants are reportedtovarious international
research organisations both in the USA and
Europe (in a de-identified format to ensure
patient confidentiality). In return for our
contribution to the world-wide mass of
information, we are able to very easily access
the latest statistics onoutcomes and treat ment
recommendations for various conditions.

The department has numerous research
studies underway at any one time and as these
studies approach completion, Cecilia is often
asked to provide statistical analyses on the
results. The outcome of these studies is

usually publication in one of the many
international medical journals such as OBloodO
or OBone Marrow TransplantationO or
presentations at international and national
seminars or conferences.

O enjoy lots of aspects of my work here,
but the most special part is seeing first-
hand how t he research undertaken here is
translated int o ever- improving out comes
for the children.O
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Clinical Research Associat es (Continued)

Xialu Wang
Xiaolu (who is also known as Lu) started

working at Sydney ChildrenOs Hospital in
January 2005. Lu is primarily involved in all
matters relating to the Study 8 and AUS ALL
protocols involving children diagnosed with
Acute Lymphoblastic Leukemia. Such activities
include registration of all eligible patients and
making sure all the required papers (and there
are lot of them!) have been completed and
distributed according to the strict
requirements of the clinical trial. The
recruitment of 78 patients onto the Study 8
protocol since September is definitely keeping
Lu busy. Once consent is obtained and after
each period of chemotherapy Lu scans the
medical records in detail and reports data to
the study coordinator. The study coordinator
collects such data from all participating
hospitals which is then analysed for use in
deciding future treatment for ALL.

Database upkeep is another part of LuOs job
and she is part of a team which makes sure all
newly diagnosed patients and consults seen by
the Centre for ChildrenOs Cancer and Blood
Disorders medical staff specialists have been
captured in the departmentOs database. Lu is
constantly updating patient information in the
database and checks the quality of entries.
Even the address labels printed for these
newsletters are created from the
departmentOs database so if your address
changes please forward your new details onto
us.

Have you signed a Specimen Banking form? Lu
makes sure these forms are signed for all
patients and forwards them onto the Tissue
Bank at ChildrenOs Cancer Institute Australia
(CCIA) located within the hospital. Lu also
liases with the CCIA on issues related to such
samples.

On a day to day basis Lu juggles various
databases, statistics, pathology samples,
consent forms, phone calls, medical records,
courier companies as well as medical and
laboratory staff. Sometimes Lu even catches
up with families, especially those participating
in the AUS ALL study.

OEEI enjoy my job because | @ really happy
tobe afriend of you. | hope to meet you
somewhere in Sydney Children® HospitalO

Meenal Rai

My name is Meenal, I commenced work at the
CCC&BDin April of this year, as a CRA(Clinical
Research Associate). My main responsibilities
are reporting of data for children enrolled on
ChildrenOOncology Group (COG)studies and to
update and maintain our database, including
newsletter mail outs.

My work with COGalso involves sending samples
overseas for analysis as well as ensuring that all
patient data, including patients on and off
treatment, are reported adhering to the strict

guidelines of the clinical protocols. | will be
attending the COG Spring Conference in Texas
this year to participate in further CRAtraining.

Currently the database is undergoing lots of
changes in its structure and the information
stored. For example all patient details including
demogr aphics as well as diagnosis and t r eat ment
details are being reviewed for accuracy.

We need your help with this process! If you
have moved or would like t o confirmthat we have
the correct address recorded in our database,
please contact me as follows
raim@sesahs.nsw.gov.au

Phone02 9382 0015

Fax 02 9382 1789
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BEREAVEMENT AND RELATED ISSUES

To the Staff of C2 W est

To the Doctors and Nurses of C2 West,
You are the very best.

You cared for him, you laughed with him.
He touched your hearts, we know he did.
He did it too us too.

You treated him with all those drugs,
And also with such care.

We lived in hope with Dr Cohn,

A treatment to be found.

To shrink those tumours out of sight,
While a cure was being found.

But those tumours they kept growing,
At such a rapid pace.

We knew our special little boy

Would not be in the race.

You girls were Oh! So wonderful,

We could see it in your faces.

You felt for us, you were there for us,
The treatment hadnOtvorked.

The time had come, that dreaded time,
For us to say goodbye.

It broke our hearts, it hurt yours too,
You comforted us, you cried with us,
Which you earned the right to do.
We thank you all so very much,

You ANGELS here on earth.

We will be forever grateful,

For the way you cared for JACK.

Writen by Jack® Nan, Kathy . She writes OJack
passed away on 11" May 2005 at 6am aged 16
months. In Jack® short life he touched so many
hearts and made such an impact on everyone he
met including the special people who treated or
cared for him in some way. Our family will be
eternally grateful for your thoughtfulness and
consideration to us all.O

Kerry Nair, BereavementCounsellor, hasnow returned
to work from maternity leave. Kerry is available Mondays,
Thursdays and Fridays on 9382 1726. Please call if you
would like to talk to someone about your grief or that of
someong/ou know.

Dates for the Bereaved parents group are as follows:

Wednesday 26 October at 7.30pm
Wednesdayl 4" Decembent 7.300pm(to be confirmed)

Please call if you would like to talk about what happens in
the group or you are interested in coming along.

Condolences

Families and staff extendtheir
sincere sympathy to the families of
thesechildrenwho havedied over

recent months

Ridwan
Adam
Michael
Jacob
Jamie
Alice
Our thoughts are with you.
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GENERAL NEWS AND INFORMATION

Kids Cancer Update

A very successful Kids Cancer
Update was held on Sunday
11th September not just at
Sydney ChildrenOs Hospital
but at 5 regional locations in
NSW and included a
teleconference with a guest
speaker located in San Diego.

In Sydney, 62 families
attended the day with a
further 40 families arriving

for a separate OHaemophilia
Education DayO. At least
another 60 families collected
at locations in Newcastle,
Coffs Harbour, Canberra,
Tamworth and Wagga Wagga
and were fully involved in the
presentations and question
times.

taff kers incl
* Dr Sue Russell - Olnfection
in Children on ChemotherapyO.

* Dr Tracey OOBrien - OStem
Cells - Uses and AbusesO.

* Prof Glenn Marshall - OHow
do doctors decide on therapy
for anindividual patient?OQ

* Dr Richard Cohn - OHow
does long term follow-up
benefit patients?0

* Patricia Deasy-Spinettta, a
school psychologist with a
very special interest in the
school needs of the child with
cancer and those children who
may be sufferring long term
educational effects from
treatment spoke with us from
San Diego.

* A Barrister and Solicitor
spoke on ODiscrimination and
Advocacy - Understanding
your rights.O They have both
been involved in a case where
a survivor of childhood cancer
has been denied insurance.

During the late afternoon 4
parallel sessions were held in
addition to the workshop on
haemophilia. These topics
included:

Brain tumours

Late effects of therapy
Current research
Discussion group for fami-
lies with a child recently diag-
nosed with cancer.

*
*
*
*

PAGE-16

The day was a great success
with families not only getting
a huge amount of valuable
information but having a
great opportunity to talk with
other families during breaks.

On behalf of families |
would like to sincerely
thank all of those
involved in the day.
These days can only
occur with a HUGE
amount of preparation
and planning.

Without this effort a pro-
gram with such depth just
does not happen.

Special thanks to Kids with
Cancer Foundation for their
support for the day.

<
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