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prinCipal partner

the telethon Kids institute is affiliated with the 
University of Western australia through the centre 
for child Health research and has strong clinical 
research links to princess Margaret Hospital for 
Children.
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             are at the 
of everything we do

We’ve created a new kind of research institute 
– an institute where kids are at the heart of 
everything we do.

Our bold blueprint brings together community, 
researchers, practitioners, policy makers and 
funders, who share our vision to improve 
the health and wellbeing of children through 
excellence in research.

Over the past year, our organisation has 
undergone a significant transformation – 
reorganising our research and the structures that 
support it.

We’re actively seeking broader collaborations 
and working closer with the community.

We’re diversifying our funding sources with the 
aim of providing greater flexibility to pursue our 
research agenda.

And we’ve changed our name.

A new identity to match our new way of working. 
One that is bold and outgoing and embraces all 
who care about kids.

Together we will Discover. Prevent. Cure.
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When we unveiled our blueprint for a new style of research 
institute last year in our strategic plan, we knew that 
significant change was ahead.

However, the scale and pace of that change has been even 
greater than we first imagined.
the focus of the strategic plan was to deliver on our vision of improving the health and wellbeing 
of children through excellence in research.  to achieve this would require a solid commitment to 
translating our research results into action and to involve the community, policy makers and clinicians 
in setting and implementing our research agenda.

Over the past year we have reorganised our research away from traditional discipline-based 
structures and instead set up overarching research focus areas. these areas are designed to overlap 
and encourage broad networks in multiple disciplines that extend well beyond the institute. the four 
research Focus areas are early environment, chronic Diseases of childhood, Brain and Behaviour 
and aboriginal Health. Our new team of research strategy leaders, together with our new research 
Development team, are bringing those concepts to life with the governance structure and steering 
committees now established. We expect that these research Focus areas will be the fertile ground in 
which new research collaborations will emerge and generate innovative new research proposals.

Funding those good ideas are the next challenge. While competitive funding grants from organisations 
like the national Health and Medical research council remain our major focus, we know that we will 
need to build support more broadly to achieve our research agenda. a very welcome example of 
this is the $5m gift we received from Wesfarmers for four years funding to establish the Wesfarmers 
centre for Vaccines and infectious Diseases. We were also very pleased to recruit an internationally 
experienced Head of Development, tim Mcinnis, to lead us in developing a diversified fundraising 
strategy. 

the most visible reflection of our internal transformation is our new name and brand. after extensive 
research and consultation we launched the “telethon Kids institute” in March. the simplified name 
puts kids at the heart of what we do. the tagline “Discover. prevent. cure.” clearly articulates our 
business. the new identity has received overwhelming support internally and externally.

Of course our name also cements our long and productive relationship with our principal partner 
telethon. this extraordinary fundraiser by channel 7 underpins so much of the work that we do and 
we are very proud to honour that support with naming rights into perpetuity.

the biggest opportunity and challenge on our horizon is our new facility within the perth children’s 
Hospital. We are on schedule to move into the building at the end of 2015 and look forward to 
working in a truly collaborative environment with our clinical and university colleagues. there is no 
doubt that this will facilitate the translation of research from bench to bedside and help to ensure 
that Wa children receive the very best treatment and care.

While the past year has been transformational, there is much more ahead.  it has been our pleasure 
to welcome two new Board members to assist with this bold agenda. Kate george and rohan 
Williams both bring extensive expertise and experience and we are fortunate to secure their services.

Our thanks to the Board Directors, executive, staff, students and supporters for their enthusiasm and 
endeavour.

Message froM the 
ChairMan and direCtor

John langoulant, chairman Jonathan carapetis, Director
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board of direCtors

Our Board of Directors all give their time voluntarily and work together to guide the overall business of the Institute, 
bringing a diverse range of experience from the business, academic and community sectors.  We are extremely grateful 
for their dedication and the governance they provide us. 

john 
langoulant ao   
(Chair)

Former chief 
executive, Oakajee 
port and rail and crosslands resources 
pty ltd; chair of the Board, Western 
australian Ballet; chair of the Board, 
committee for perth; Board Member, 
council of australian governments 
(cOag) reform council; chairman, 
leadership Wa; chairman, government 
employees superannuation Board; 
chairman, Dampier to Bunbury pipeline; 
Member of the Board, cciWa; chairman, 
Western australia Westpac Bank. 

jeff dowling

Former Managing 
partner, ernst & Young 
Western region; 
Fellow, australian 
institute of company 
Directors; Fellow, institute of chartered 
accountants australia; Fellow, Financial 
services institute of australasia; Board 
Member, West australian symphony 
Orchestra; Director, atlas iron limited; 
Deputy chair, Wa Metropolitan 
redevelopment authority; chairman, 
sirius resources nl; non-executive, nrW 
Holdings ltd; chairman, pura Vida energy 
limited.

anne Kelso ao

Director, World 
Health Organization 
collaborating centre 
for reference 
and research on 
influenza; Honorary 
professorial Fellow, the University of 
Melbourne; Member, council of the 
national Health and Medical research 
council; Member of Board of trustees, 
international society for influenza 
and other respiratory Diseases; Board 
Member, Florey institute of neuroscience 
and Mental Health.

MiChael 
Manford

executive chairman, 
patersons securities 
limited; chairman, 
patersons asset 
Management; asic Market Disciplinary 
panel Member; councillor, st Hilda’s 
anglican school for girls.

MiChael 
Mcanearney

Director, ceO & 
co-Founder, gerard 
Daniels; Member, 
australian institute 
of company Directors; Director, Duke of 
edinburgh award Wa.

jiM Mcginty aM

Mla chairman, 
Health Workforce 
australia; Board 
Member, australian 
Medicare local 
alliance and Fremantle Medicare local; 
Former Wa state Health Minister; Former 
Wa attorney general.

robyn owens

Deputy Vice-
chancellor (research), 
The university of 
Western australia; 
Member, australian 
astronomical Observatory advisory 
committee; Member, centre for ethical 
leadership advisory Board; Member, 
international centre for radio astronomy 
research Board; Member, national 
eresearch collaboration tools and 
resources project Board; alternate 
Board Member, Harry perkins institute 
of Medical research; Board Member, 
astronomy australia limited; Member, 
eMBl-australia council; Member, scotch 
college Board.

jonathan 
Carapetis

Director, telethon Kids 
institute; Member, 
Western australian 
immunisation strategy 
implementation steering committee; 
chair, clinical advisory group, Wa rHD 
control program state Health research 
advisory council; Member, One Disease 
at a time Board; Member, program 
Management committee, rHD australia; 
Member, national committee for 
Medicine, australian academy of science.

Kate george

ceO Kariyarra 
Mugarinya 
Development; 
Director and principal 
consultant, claypan 
services pty ltd; Member of pilyparra 
ngurrara Working group.

rohan 
williaMs

executive chairman, 
Dacian gold limited; 
Former ceO and 
Managing Director, 
avoca resources ltd; non-executive 
Director, alacer gold corp.



2013 highlights

The Telethon Kids Institute continues to conduct high quality research to improve the health and wellbeing of all 
children. In 2013, our researchers were nationally and internationally recognised for their unwavering commitment to 
multidisciplinary research, their forward-thinking research programs, and their ongoing advocacy for the health and 
wellbeing of children. The year also saw the Telethon Kids Institute partner with numerous international research leaders 
and institutions on pioneering research initiatives.

Welcome Donna
internationally 
recognised child health 
researcher professor 
Donna cross and 
her team joined the 
telethon Kids institute. 
professor cross has an 
international profile in 
school health promotion 
intervention research and 
is a renowned campaigner for the wellbeing of 
children and young people. 

centre of excellence
Our researchers will play a significant role in a 
new multi-million dollar centre of excellence 
aimed at investigating – and breaking – the 
generational cycle of social disadvantage.  
telethon Kids professors stephen Zubrick and 
David lawrence will play a key role in the $24M 
arc centre of excellence for children and 
Families over the life course.

Vitamin D anD Depression
Our research has shown that low vitamin D 
levels are associated with increased symptoms 
of depression in males. this research supports 
previous studies that identified the link between 
vitamin D levels and brain activity.  Vitamin D 
appears to be involved in brain function and 
it is thought to help to control symptoms of 
depression by altering chemical balances.

kiDs mental health
During 2013, we started the Young Minds Matter 
survey, the second national survey to look at 
the mental health and wellbeing of australian 
children.  More than 6000 australian families 
were randomly selected to take part in the study 
which will be instrumental in shining new light 
on how the kids of today are coping with new 
challenges and new pressures in a changing 
world.

commitment to aboriginal 
chilDren anD families
in november we launched our commitment 
to aboriginal children and Families 2013-2017.  
the commitment outlines the guiding principles 
for our work in aboriginal child health and the 
priorities to be addressed.  We have a proud 
history of research and advocacy with aboriginal 
families and we now seek to draw upon this, and 
further build partnerships with the community 
and stakeholders, to address the big issues faced 
by aboriginal kids. 

leukaemia research
a study by institute researchers examining drug 
resistance in leukaemia patients shed new light 
on why some treatments may be more effective 
than others.

the study looked at cells from children suffering 
from t-cell acute lymphoblastic leukaemia and 
examined how different genes were associated 
with resistance to different drugs in an effort to 
improve treatment success.

the results were used to identify genetic 
fingerprints that indicate which cancer cells may 
be more drug resistant than others. the team 
then examined these patterns in patients from 
larger international studies and were able to 
confirm the accuracy of the findings.

aWarDs
Dr Hannah Moore and associate professor 
graham Zosky were awarded the prestigious 
2013 Young tall poppy science awards. 

the 2013 Dr Bob elphick Medal for outstanding 
contributions to tobacco control was awarded 
to Dr Juli coffin from the institute’s centre 
for research excellence in aboriginal Health 
and Wellbeing and research coordinator at 
geraldton regional aboriginal Medical services.  
the award is presented by acOsH, the australian 
council on smoking and Health.  Juli is pictured 
below receiving the award from professor Bryant 
stokes.

326 
the number of journal articles, 

book chapters, peer-reviewed 

conference papers and reports 

contributed to by our researchers
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app for autism
the telethon Kids is assessing the effectiveness 
of an innovative ipad app to see if it improves 
outcomes for kids with autism.

the study is the first in the world to document 
the effectiveness of an educational app for 
children with autism.  it will also evaluate 
whether the app empowers parents to feel a 
sense of control over their child’s therapy.

if effective for kids with autism, it could 
substantially ease the financial burden on 
families while ensuring children receive therapy. 

global symposium on chilDhooD 
brain tumours
Over three days in February, more than 50 
international brain tumour experts discussed 
better ways to tackle the most common and 
highly invasive form of childhood brain tumours, 
Medulloblastoma, which affects one in five 
children who have a brain tumour.

Funded by the telethon adventurers and 
supported by the telethon Kids institute, 
Medulloblastoma Down Under 2013 aimed to 
identify better ways of sharing knowledge about 
the biology of the disease, improved targeting 
of drug therapies and the development of new 
strategies to push past the limits that have 
already been reached by current day radiation 
and chemotherapy treatments.

the final report from the meeting was published 

in the prestigious journal Acta Neuropathalogica 
in september.  

energy Drinks
We published research showing that energy 
drink consumption is significantly associated 
with anxiety in males. 

researchers say they don’t know exactly why 
the link exists between anxiety and energy drink 
consumption, but there is some belief it could 
relate to the high levels of caffeine in these 
drinks and the association between caffeine 
and detrimental mental health effects such as 
anxiety disorder and panic disorder.

neW stuDy to track DeVelopment 
in the miDDle chilDhooD years
researchers from the telethon Kids institute 
were awarded an arc linkage grant to develop 
a new measure of how well australian children 
are doing during middle childhood.

the grant will be used by to develop a Middle 
Development instrument in collaboration with 
UWa, Menzies school of Health research, 
the University of British columbia, south 
australia Department for education and child 
Development and Wa Department of education.

gastroenteritis
the telethon Kids conducted the world’s largest 
study of gastroenteritis trends in children which 
showed the gap between aboriginal and non-
aboriginal health may be improving. the study 
results showed that between the periods 1983-
1994 and 1995-2006 the hospitalisation rate for 
gastroenteritis dropped significantly in young 
aboriginal children. 

several possible reasons for the drop include 
a decline in the severity of the diseases and 
general improvement in aboriginal health and 
hygiene. 

Further research is need to document the 
impact of the introduction of the rotavirus 
vaccine in 2007. 

aDhD research
One of the largest population studies of 
attention Deficit/Hyperactivity Disorder (aDHD) 
in children has revealed maternal smoking 
during pregnancy to be an important risk factor.

the study of 12,991 Wa children diagnosed 
with aDHD found that, compared with mothers 
whose children did not have aDHD, mothers 
of children with aDHD were significantly 
more likely to be younger, single, smoked 
in pregnancy, had some complications of 
pregnancy and labour and were more likely to 
have given birth slightly earlier.

lead author Dr Desiree silva cautioned that the 
study had identified broad risk factors rather 
than causes and that the information could not 
be used to identify the factors associated with 
any particular child's disorder.

language DeVelopment
a world-first study by telethon Kids has 
identified risk factors for receptive language 
development in australian children. 

receptive language is the ability to derive 
meaning from words and builds the foundation 
for language acquisition and literacy.  low 
receptive language ability is a risk factor for 
under-achievement at school.

the study found a range of factors were 
associated with receptive language delay at four 
years of age including the mother being from a 
non-english speaking Background (nesB), low 
school readiness, child not read to at home and 
the child having four or more siblings.

However, none of these risks were associated 
with a lower rate of growth in the child’s 
language from four to eight years.

Wesfarmers centre of Vaccines 
anD infectious Disease
Wesfarmers donated $5 million over four years 
to establish the Wesfarmers centre of Vaccines 
and infectious Diseases at the telethon Kids 
institute. 

the Wesfarmers centre will be a game changer 
in its field, bringing together researchers and 
clinicians at the telethon institute, pMH and 
Wa’s universities to deliver new vaccines, 
diagnostic tests and devices.

the Wesfarmers centre will initially work on 
streptococcal infections, rheumatic heart 
disease, pneumonia, influenza, gastroenteritis 
and serious bloodstream infection which 
collectively account for around 2,000 children 
being admitted to hospital in Wa each year.

the Wesfarmers centre will help kids like gordy 
(below) who in 2013 had an infection with the 
staphylococcus bacteria surrounding his heart.
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Vitamin D anD lungs
Our research has shown a connection between 
vitamin D deficiency and bacterial infections in 
the lungs that could bring on, or exacerbate, 
asthma attacks.

the study also showed that boys with low 
vitamin D levels are potentially more susceptible 
to the onset of asthma from lung bacteria than 
girls.

lead author Dr shelley gorman (pictured above) 
said the study re-enforced the key role good 
vitamin D levels play in keeping our kids healthy.

cystic fibrosis
Our researchers studied 127 infants diagnosed 
with cystic fibrosis (cF) and reported that they 
could determine which children were at most 
risk of developing bronchiectasis by three years 
of age.

the study shows children with cF who have 
neutrophil elastase in their lungs at three 
months are seven times more likely to develop 
bronchiectasis by 12 months, and four times 
more likely by three years. neutrophil elastase 

is one of the body’s mechanisms for destroying 
bacteria in the body.

the levels of neutrophil elastase in the body 
is normally controlled, however in cF excess 
neutrophil elastase can cause breakdown of the 
lung structure. this leads to irreversible lung 
damage like bronchiectasis.

if a mechanism for mopping up neutrophil 
elastase can be developed then damage to the 
lungs can be delayed or prevented.

male fertility
results from our Western australian pregnancy 
cohort (raine) study showed that male babies 
that do not have good fetal growth or are 
exposed to their mothers’ smoking are more 
likely to have a lower sperm count as adults.

ear infections
new findings could reduce the need for 
antibiotics and surgery for kids with middle-
ear infections, and help tackle hearing loss in 
indigenous communities.

the institute’s Dr ruth thornton (pictured right) 
is part of the team that has discovered that 
sticky nets of Dna hide bacteria in the ears 
of kids with recurrent middle-ear infections, 
and evade antibiotic treatment by creating 
impenetrable slimy biofilms.

the researchers are targeting these nets with a 
drug that has already proven its ability to help 
kids with cystic fibrosis by breaking up thick 
secretions in their lungs. clinical drug trials are 
now underway.

sugar intake monitoring
a new study has ignited calls for better 
collection of data on food sugar levels as part 
of the ongoing battle against rising obesity after 
researchers analysed data relating to sugar 
supply and consumption over a 22 year period 
(1988-2010).

the study also raised concerns over the 
increasing level of imported processed foods 
being consumed by australians, and the high 
sugar content they contain.

the analysis showed a large increase in the 
volume and value of imported sweetened 
products into australia suggesting that per 
capita, sugar consumption has been increasing 
since 1988 and this may well be having an 
impact on the dietary health of our nation.

national autism research
the telethon Kids institute will play a key 
role in a ground breaking, multi-million dollar 
cooperative research centre for living with 
autism spectrum Disorders.  the centre will 
bring together the most respected autism 

researchers and scientists from across australia, 
including a telethon institute team led by 
professor andrew Whitehouse.

the new national research centre is a game-
changer in the ongoing fight to better 
understand the causes of autism and offer new 
hope to the families impacted by it.

consumer anD community 
participation in research
During 2013, highlights of our program in 
consumer and community participation 
included:

• 92 consumers on 11 committees and 
reference groups at the institute 

• 100 participants attended training at the 
institute, UWa and in south australia and 
Victoria

• 7 “community conversation” events were 
held for the institute on education research, 
the new building and the strategic plan

• Members of our team gave three national 
and four international presentations.
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carDioVascular Disease
teenagers who drink more than one standard 
can (375g) of sugary drinks a day are putting 
themselves at higher risk of developing type 
2 diabetes and cardiovascular disease, such as 
heart disease or stroke, later in their lives.

Our study found that teenagers who drank 
about a can of soft drink a day had lower levels 
of 'good' cholesterol and higher levels of the 
'bad' triglyceride form of fat in their blood, 
regardless of whether they were overweight.

Based on a combination of factors associated 
with type 2 diabetes and cardiovascular disease, 
including weight, blood pressure and cholesterol 

levels, these teenagers were at higher risk of 
developing cardiometabolic disease later in life.

mental health
the gap between life expectancy in patients with 
a mental illness and the general population has 
widened since 1985 and efforts to reduce this 
gap should focus on improving physical health, 
our research suggests.

the higher death rate associated with mental 
illness has been extensively documented, 
but most of the attention has focused on the 
elevated risk of suicide, whereas most of the 
risk can be attributed to physical illness such 
as cardiovascular and respiratory diseases and 

cancer (80% of deaths).

Our study demonstrates 
a widening gap in life 

expectancy of 16 years 
for males and 12 years 
for females: the overall 
gap has increased by 
2.4 years for males and 

1.6 years for females 
since 1985. 

brain tumours
parents exposed to professional pesticide 
treatments prior to conception could increase 
the chances of a child developing a brain 
tumour.

Our researchers examined professional pesticide 
exposure in the year before pregnancy, during 
pregnancy and after the child is born, revealing a 
link between the timing of the exposure and the 
type of pesticides involved.

Of the pesticide treatments reviewed it 
appeared that professional termite treatments 
posed a greater risk than other general 
insecticide treatments. the increased risk 
associated with termite treatments may be as 
high as two-fold, while the increased risk with 
other pesticides may be about 30%.

researchers cautioned that the results did not 
mean that pesticide exposure had caused brain 
tumours in children in the study as there are 
likely to be many causes of childhood brain 
tumours. 

Diet/nutrition
new results from the telethon Kids indicate 
a Western style of diet is associated with an 
increased risk of non-alcoholic fatty liver disease 
at 17 years of age and a healthy diet was 
protective, particularly in obese adolescents.

a “Western” diet is characterised by a 
high intake of takeaway foods, red meat, 
confectionary, soft drinks, processed, fried and 
refined foods.

these diets tend to be higher in total fat, 
saturated fat, refined sugar and sodium.  a 
“healthy” pattern is a diet high in fresh fruit and 
vegetables, whole grains, legumes and fish. it 
tends to be higher in omega-3 fatty acids, folate 
and fibre.

intellectual Disabilities
children with an intellectual disability or autism 
are up to ten times more likely to be admitted to 
hospital than unaffected children.

the research team looked at more than one 
million hospital admission records from 416,611 
Wa children born between 1983 and 1999.  
children with an intellectual disability or autism 
were placed into one of five categories and 
compared with the remainder of the children.

the study also showed that compared to 
unaffected children, those with a known medical 
cause for the intellectual disability (such as 
Down or rett syndrome) were more than seven 
times more likely to be hospitalised and those 
with mild/moderate intellectual disability 
(children with an iQ of 40-70 where the cause 
is unknown) were three times more likely to 
require hospital admission.

fasD
a study of the Western australian justice system 
has identified that up to 85 per cent of staff say 
responding to the needs of people with Fetal 
alcohol spectrum Disorders (FasD) is an issue in 
their work.

the report by the telethon Kids institute 
recommends greater awareness, better training 
and education and alternate sentencing options 
that consider the neurocognitive impairments 
associated with FasD.

FasD results from fetal exposure to alcohol. it 
is an umbrella term used to describe a range of 
cognitive, physical, mental behavioural, learning 
and developmental disorders.

For more information 
about our research, visit 
telethonkids.org.au

During 2013 we supported

 Honours, Masters 
and phD students 

with completions including:
12 phDs  9 Honours  1 Masters

105



8  |   TELETHON KIDS INSTITUTE  |  ANNUAL REPORT 2013

our supporters

We are honoured by the philanthropic support our work receives and are grateful to each of our donors.  every gift we 
receive is an expression of the hope and trust our donors have in us to discover cures and new preventive health solutions 
for children.

Thank you to all of our donors and supporters.  We highlight a few examples of how our donors are supporting our 
Research Focus Areas as well as our research platform.

Thanks Telethon
channel 7 telethon is the insti tute’s principal partner 
and the largest single donor to child health research in 
the state. the telethon Kids insti tute has been a major 
benefi ciary since the very beginning of telethon and 
without their support and the support of the thousands of 
Western australians who give to telethon, we would not 
be able to do the vital research that we do. 

thank you telethon and thank you Western australia for 
your incredible support.

photos Courtesy viva life photography

Stan Perron Charitable 
Foundation
stan and Jean perron and their Foundati on 
have been supporti ng the insti tute since its 
establishment and for this we are truly grateful. 

last year, stan and Jean supported fi ve 
scholarships at the insti tute allowing researchers 
to focus primarily on completi ng their 
research, without the pressure of applying to 
other funding sources or obtaining additi onal 
employment. 

thank you stan and Jean.
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Wesfarmers
thank you to the Wesfarmers Board and 
executi ve for the company’s very generous 
gift  of $5 million over 4 years to establish the 
Wesfarmers centre of Vaccines and infecti ous 
Diseases.

Our renewed partnership builds upon almost 
two decades of Wesfarmers and the telethon 
Kids insti tute working together to improve the 
health and wellbeing of children.  

this new centre is a game-changer in infecti ous 
disease research.  the outcomes from this 
research will be signifi cant in improving child 
health, parti cularly for aboriginal children and 
disadvantaged populati ons around the world.

allegra scafiDas funD

parents elias scafi das and nhon Vo have 
established the allegra scafi das Fund, in honour 
of their daughter allegra who died in 2010 
at just six months of age from pneumococcal 
meningiti s.

the Fund was established to support the 
advancement of pioneering knowledge and 
research into the preventi on of pneumococcal 
disease.  With support from the Fund, the 
telethon Kids insti tute has set up a specialised 
laboratory, the allegra scafi das pneumococcal 
laboratory, for research to bett er understand 
the causes, diagnosis, treatment and preventi on 
of pneumococcal disease.  

a presti gious award is also presented annually 
to recognise innovati ve research with a special 
focus on infecti ous diseases and vaccinati on. 

imogen miranDa suleski 
felloWship
Baby imogen Miranda suleski was born 
premature and lost her life just a few hours 
later. the Fellowship in her name will support 
outstanding early career researchers at the 
telethon Kids insti tute to undertake research 
into risk and protecti ve factors before and 
during pregnancy, around delivery and in early 
infancy to improve outcomes for babies.

this new centre is a game-changer in infecti ous 

wesfarMers ChairMan bob every with 
telethon little star jaCK day

reSearCH FoCuS area: 
earlY eNViroNMeNt
the early environment aff ects health and 
development in childhood and beyond. 

its infl uence starts from before a child is even 
conceived - that’s why we also need to care 
about the health and wellbeing of prospecti ve 
parents.

Factors including infecti on, climate, nutriti on 
and physical acti vity, sunlight, the built 
environment, pollutants and the complex range 
of bacteria living in and around us, all can have 
an impact.

Understanding these exposures and their impact 
on children, parti cularly in early life, is key to 
preventi ng and treati ng a number of common, 
chronic conditi ons in childhood and beyond.

thanks to those donors supporti ng our early 
environment research.

nhon vo and elias sCafidas with 
award reCipients ruth thornton 

and angela  fuery

iMogen’s Mother jenny sulesKi 
and grandMother jan lordand grandMother jan lord

haWaiian anD farmer Jacks 
supermarkets
thank you to Hawaiian and Farmer Jacks 
supermarkets for att ending our ‘an evening for 
the Future of auti sm’ event in March 2013.

We received very generous gift s from Hawaiian 
and Farmer Jacks supermarkets which go 
towards our auti sm research which is looking 
at causes, new interventi ons and improved 
therapies for kids with auti sm.

reSearCH FoCuS area: 
BraiN aND BeHaViour
Brain and behaviour is at the core of many issues 
aff ecti ng the ongoing health and wellbeing of 
kids.

at the telethon Kids insti tute, this research 
encompasses a child’s learning, development 
and mental health - and the impact of conditi ons 
like cerebral palsy, auti sm and intellectual 
disability.

Our research investi gates the developmental, 
geneti c, family and environmental determinants 
of child wellbeing, and how clinical, educati onal 
and community practi ces can provide every child 
with the best opportunity for opti mal health and 
development.
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chilDren’s leukaemia anD cancer 
research founDation
since 1979 the 
children’s leukaemia 
and cancer research 
Foundati on has raised 
21 million dollars for 
childhood cancer 
research.  

their support of 
our work in childhood leukaemia and cancer 
research has underpinned our research from the 
very beginnings of this insti tute.   

One of the many ways they support our work is 
through several Fellowships and scholarships. 
currently they are funding nine telethon Kids 
researchers and we are indebted to chairman 
geoff  catt ach and his team at the Foundati on 
for all of their support.

telethon aDVenturers
The Telethon 
adventurers conti nued 
their war on childhood 
cancer in 2013 raising 
over $1.6 million. 

the group’s 
dedicated fundraising 
community conti nued 
its crusade all over the 
world; climbing mountains in Bolivia and italy, 
cycling in europe and the south West, trekking 
Kokoda, running a marathon in the antarcti c and 
skydiving over the shores of Wa - all in the name 
of adventure and raising money for childhood 
cancer research. 

in February 2013, the adventurers hosted 50 of 
the world’s leading neurosurgeons, researchers 
and oncologists here in Wa to identi fy bett er 
ways of sharing knowledge, improving drug 
therapies and to develop research strategies for 
the future.   

to conclude the year, Founders rick parish and 
peter Wilson opened the telethon adventurers 
Brain tumour laboratory here at the telethon 
Kids insti tute. 

bright blue the police 
commissioner’s funD for sick kiDs
thanks to the 
generous support 
of Bright Blue we 
have been able to 
complete the Bright 
Blue cancer analysis 
suite. this suite 
assists our research 
team in fi nding ways 
to prevent and treat cancer in children. 

this central suite for ti ssue processing, 
embedding and staining means all stages of the 
process can be performed onsite at the telethon 
Kids insti tute.  Using current and proposed 
new instruments, such as those linked with the 
Bright Blue 3D confocal Microscope, we can 
speed up and streamline our research capability, 
permitti  ng the effi  cient and ti mely processing of 
tumour ti ssue.

this facility not only benefi ts childhood cancer 
research but also greatly benefi ts other groups 
in the insti tute whose members research 
additi onal aspects of child health including 
respiratory diseases such as asthma and 
cysti c fi brosis, infecti ous diseases and drug 

development.

reSearCH FoCuS area: 
CHroNiC DiSeaSeS
chronic diseases in children require very 
diff erent investi gati on and treatment to similar 
conditi ons in adults.

childhood cancers, diabetes, lung and 
heart diseases are debilitati ng and oft en life 
threatening.

eff ecti ve  treatment and preventi on requires 
a comprehensive understanding of the 
interacti ons between geneti c and environmental 
factors.

Our focus is on bett er ways of diagnosing, 
treati ng and controlling disease in 
individual kids as well as reducing these 
diseases in the populati on as a whole.

Our thanks to those donors supporti ng 
our chronic Diseases research.

Kids insti tute. 
cysti c fi brosis, infecti ous diseases and drug 

development.

the 2013 telethon adventurers 
ChaMonix Challenge

Our focus is on bett er ways of diagnosing, 

individual kids as well as reducing these 

laurenCe Cheung 
reCeives his sCholarship 

award froM the 
foundation’s phil bruCe

development.development.
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cages founDation
thank you to the cages Foundati on (founded by 
the sydney-based salteri family) whose support 
has established the Marulu school clinics in the 
Fitzroy Valley. 

the cages funding has supported a full ti me 
psychologist, based in Fitzroy crossing since 
2012, to coordinate multi disciplinary clinics 
with existi ng health service providers and in 
partnership with nindilingarri cultural Health 
services and patches paediatrics. 

this model brings together allied health, 
paediatric and nursing staff , with teachers and 
families to provide a holisti c diagnosti c and 
treatment process for children with complex 
medical and developmental issues. 

the braDy cancer support 
founDation 
thanks to the Brady cancer support 
Foundati on, the project “therapy for infant 
leukaemia” is making great progress. their 
ongoing support over the last 3 years has 
been instrumental in enabling researcher 
Jett e Ford, professor Ursula Kees and her 
team to screen hundreds of compounds to 
search for combinati ons of drugs that are 
eff ecti ve in infant leukaemia.

Jett e has proven a master at growing these 
cells in the laboratory, and we have developed 
exciti ng new drug sensiti vity data to help 
improve therapy for pati ents.  

meDtronic australasia pty ltD
Medtronic very generously supports our 
diabetes research. their gift  in 2013 has 
supported educati onal opportuniti es for our 
researchers in various areas including important 
courses and materials.

ethan DaVies scholarship for 
brain cancer research
in January 2012, at the age of just 20 months, 
litt le ethan was diagnosed with ependymoma, 
an aggressive form of childhood brain cancer.

ethan has endured several surgeries, 
chemotherapy and radiati on therapy.  He has 
had to learn to sit, crawl, walk and eat a second 
ti me over and he faces long-term developmental 
side eff ects from his treatment.

although faced with the hardships of ethan’s 
illness and recovery, shannon and christi e-lee 
Davies established the ethan Davies scholarship 
for Brain cancer research.

ethan’s scholarship supports trainee 
neurosurgeon, Dr sasha rogers, in the telethon 
Kids insti tute’s brain cancer laboratory, with a 
parti cular focus on ependymoma.  

We are truly grateful for their 
support.

Foundati on, the project “therapy for infant 
leukaemia” is making great progress. their 

jette ford growing 
CanCer Cells in the lab

reSearCH FoCuS area: 
aBorigiNal HealtH
the need to improve the health and wellbeing 
of aboriginal children and families is a priority 
in every research focus area at the telethon Kids 
insti tute.

there are, however, specifi c cultural, social and 
economic contexts that require more specialised 
investi gati on in collaborati on and consultati on 
with aboriginal families - and there are health 
issues that disproporti onately aff ect aboriginal 
people.

this collaborati ve way of working will also 
provide models that can be applied to other 
vulnerable populati ons in australia and globally.

mccusker charitable founDation
thank you to the Mccusker charitable 
Foundati on for their generous support of the 
Marulu FasD strategy.

the support of the Foundati on has enabled us 
to employ Dr James Fitzpatrick in the role of 
Marulu strategy Director.

the Marulu FasD strategy is a multi -pronged 
strategy including preventi on, diagnosis, therapy, 
advocacy and translati on with the overall goal to 
Make FasD History in the Fitzroy Valley.
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mccusker charitable founDation
We gratefully recognise the Mccusker charitable 
Foundati on’s ongoing support for the telethon 
Kids Bioinformati cs centre, specifi cally, 
for funding our team of bioinformati cians.  
Bioinformati cs processes and analyses billions 
upon billions of pieces of geneti c informati on to 
support multi ple research units at the insti tute.

mitsubishi DeVelopment
Mitsubishi Development has supported the 
Mitsubishi clinical suite over the last 3 years.  
their funding of the clinical suite provides 
faciliti es for researchers to meet with children 
and families parti cipati ng in studies and trials 
in areas including auti sm, vaccine trials and 
language development.   

Qantas

We are grateful to Qantas for supporti ng 
the nati onal and internati onal travel of our 
researchers to further their collaborati on with 
other leading-edge scienti sts in child health.

gerarD Daniels
Our thanks to gerard Daniels for their assistance 
with strategic recruitment of key research and 
professional leadership staff .

st georges Day committee
Over the past decade, the st georges Day 
committ ee donated an amazing $215,700 to 
support research at telethon Kids.  the money 
was raised through balls and lunches organised 
by a committ ee led by Ken Mesure, andrew 
norris and paul chapman.  

kpmg
thank you to KpMg for generously giving 
auditi ng services to the insti tute every year.

acQuire technology solutions
acQuire technology soluti ons has supported 
the insti tute for the past 10 years as a loyal 
and valued partner.  their support includes 
philanthropic donati ons and practi cal support.  

maureen sQuire
Maureen has been giving generously to the 
insti tute for the past four years in memory of 
her brother who passed away in 2010. 

csg
a big thank you to csg, our laser printer 
provider, who gave a generous corporate gift  last 
year to support our child health research. 

benZ inDustries
Bob Bollen and Benz industries have been 
generously giving to us for the last six years. We 
thank them for their ongoing support to child 
health research.

allens
allens’ generous pro bono legal advice has been 
invaluable in implementi ng our people strategy 
including their high-quality employee relati ons 
advice and support.  

serco
thanks to serco for supporti ng a scholarship for 
an Honours student in bioinformati cs.

smartline personal mortgage 
aDVisers
thank you to smartline personal Mortgage 
advisers for their generous gift  in support of the 
insti tute’s overall research strategy.

reSearCH PlatForM
the telethon Kids insti tute has a range of 
specialised experti se and technology to 
undertake cutti  ng-edge science.

these tools and platf orms enable our research 
Focus areas to collect, link and analyse samples 
and data sets to create new knowledge in 
the underlying mechanisms and risk factors 
leading to childhood disease, disability and 
disadvantage.

Our thanks to the donors supporti ng our 
research platf orm.

his exCellenCy and Mrs 
McCusKer with their 
daughter Mary at the 
launCh of the McCusKer 
Charitable foundation 
bioinforMatiCs Centre
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“Somewhere, something 
incredible is waiting to 
be known.”
Dr Carl Sagan, scientist
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worKing together - iMpleMenting the strategiC plan

The implementation of our strategic plan requires the transformation of key elements of the Institute.

This has been most visibly reflected in the changes to the organisational structure, the appointment of Research Strategy 
Leaders, the identification of our Research Focus Areas and the development of our new identity as Telethon Kids Institute.

And there’s much more ahead. These developments will enable the organisation to better support its people to do the 
highest quality research and translate that knowledge into real improvements in child health and wellbeing. 

the business plans to deliver on the strategic goals are being 
developed under five key areas:

our research strategy
at its heart are the research Focus areas -- collaborative networks 
that will also include external researchers, health services and 
consumers to ensure our research is translated into real outcomes 
for children. 

the four research Focus areas have been identified as:

• early environment

• chronic Diseases of childhood

• Brain and Behaviour

• aboriginal child Health.

six initial showcase projects have been identified as exemplars 
of our commitment to collaboration and translation. read more 
about them on pg 18.

our branD strategy 
Our brand is the underpinning platform for collaborators, 
funders and future and current employees to come 
together with a shared purpose and work to improve the 
health and wellbeing of children. it helps us to tell our story 
and to connect with others. the brand review identified 
four key pillars:

• Visibility

• tangibility

• collaboration

• credibility.

read more about how our new identity helps to bring our 
strategic plan to life on page 16.



TELETHON KIDS INSTITUTE  |  ANNUAL REPORT 2013  |  15          

our people strategy
Our people strategy will enable the development of a high 
performing culture with clear expectations and accountability 
that link reward and recognition to performance. the new career 
Management Model will ensure our sustainability through the 
recognition and management of talent and will empower our 
people to have greater visibility and support throughout their 
career.

the people strategy is reliant on the creation of people Units to 
ensure that:

• an individual’s career is supported by someone in addition to 
their day-to-day supervisor

• there are clear communication channels to allow for greater 
collaboration and dissemination of information – both up and 
down

• professional learning and development is supported.

these people Units will include all staff and full time students and 
be led by a people leader who will facilitate the performance 
development review process and ensure employees are supported 
in their career. 

our technology strategy
technology is a key enabler for any organisation, and is particularly 
important for the institute due to the frequent use of large data 
sets, need for automated record keeping and collaborations that 
extend beyond the organisation. 

there are two key initiatives underway:

• information Management project

this project will provide the tools and processes required for 
our staff to better share and manage knowledge, collaborate 
and increase productivity. the initial scoping phase is complete 
and a road map is now being developed for implementation that 
considers short term organisational priorities (collaboration tools), 
medium term constraints (paper lite requirements of the new 
building) and longer term strategic investments. 

• Big Data/Bioinformatics capacity

Building high level informatics (big data) capability is a core 
business driver for the future of the institute and medical 
research.  to date the Mccusker charitable Foundation 
Bioinformatics centre has been established, and a Bioinformatics 
Manager appointed.  an academic Head of computational Biology 
has been recruited to drive the institute’s research agenda in this 
capacity.

our Value chain strategy
the provision of world class research support services will enable 
our researchers to conduct high quality research and attract 
research talent and funders alike. a project to ensure that our 
value chain is cost optimised with clear performance expectations 
and a focus on customer service is underway.    

new initiatives include:

• a clinical research support Office is being developed to 
improve governance and practices across the institute and 
wider campus 

• a risk and Business continuity Framework.

Future priorities include research platform development and 
procurement processes.

1 Our research will be driven by its 
potential to improve health and 
wellbeing of children

2 We will work together with 
stakeholders to achieve the 
best health and wellbeing 

outcomes for children

3 We will build capacity and 
excellence in our people, in 
recognition that they are our 

greatest asset

4 We will be a great organisation in 
the eyes of our staff, supporters 
and other stakeholders

5 We will diversify and increase 
our funding base to sustain our 
activities and future growth

StrategiC goalS  

You can download a copy of our 
Strategic Plan at telethonkids.org.au
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what’s in a naMe?

For more than 20 years our insti tute has worked 
and advocated for children and families in 
Western australia and nati onally.

We’ve had some great successes and a great 
champion in our Founding Director professor 
Fiona stanley.

However, when we did some market research it 
became clear that while many knew something 
about us, many also confused us with other 
organisati ons and surprisingly few knew our 
name.

While that’s not unusual for many similar 
organisati ons, for us it was a signifi cant issue.

How could we fulfi l our strategic goals of 
translati ng our research into acti on and involving 
the community unless we had a robust identi ty 
of our own?

aft er a competi ti ve tender process, the insti tute 
appointed leading perth agency 303lowe to 
undertake the brand project.

they consulted internally, with external 
stakeholders and the community more broadly.

the message was clear. When people found out 
who we were and what we did, they wanted to 
know more.

there was genuine interest in hearing our story 
and becoming involved.

to achieve that, we needed a short sharp name 
that could be remembered. We also needed a 
more engaging visual identi ty that would stand 
out in a crowd. 

and, there was overwhelming support for 
telethon – people loved and trusted our 

connecti on with channel 7’s iconic fundraiser.

so the search for the new name began. We 
considered 86 names, 33  taglines and then 22 
visual interpretati ons.

in the end we landed somewhere quite simple: 
Telethon Kids Insti tute.

and the tagline tells the story: 
Discover. Prevent. Cure.

the new identi ty was offi  cially launched in 
March 2014 with a community celebrati on. 

it’s a key part of the implementati on of our 
strategic plan in connecti ng people, internally 
and externally, to our orgnaisati on.  

plans are now underway for a substanti al 
marketi ng campaign to promote the insti tute 
and encourage people to become involved in our 

acti viti es – to inform our research, to implement 
our research, to parti cipate in a trial or support 
us fi nancially.

We will use a number of metrics to track the 
eff ecti veness of the change over ti me.

What we do know is that 
putting KIDS at the heart of 
our name and our plan is 
resonating with our funders, 
collaborators and the 
community.
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of our own?



already we have had a sneak peak at the amazing views across 
the city, Kings park and the river that will be enjoyed by staff , 
pati ents and visitors.

constructi on of the base building is well advanced and 
constructi on of the telethon Kids fi tout will commence in 
the second half of 2014. the new building will be ready for 
occupati on at the end of 2015. 

leading australian fi rm Woods Bagot was appointed as the 
architect for the telethon Kids fi tout project and has been 
working closely with our staff  on the detailed design.

Our new facility will have nearly double the fl oor space of the 
existi ng insti tute and will be situated on the top two levels of the 
perth children’s Hospital. 

there will be more than 2,200m2 of state-of-the-art laboratories 
and the workplace design has been developed to create an 
environment that is engaging, promotes collaborati on and 
provides the platf orm for world class research. there will be an 
interacti ve exhibiti on space on the ground fl oor of the hospital to 
promote and showcase the research acti viti es.

the insti tute will also enjoy a host of collaborati ve spaces on the 
fi ft h fl oor of the building including an auditorium, seminar and 
training rooms and a cafeteria.

the new telethon Kids insti tute has been made possible by 
generous funding from the state and Federal governments.

building for the future

TELETHON KIDS INSTITUTE  |  ANNUAL REPORT 2013  |  17          

The new home of the Telethon Kids Institute is rapidly taking shape within the Perth Children’s Hospital on 
the campus of the Queen elizabeth II Medical Centre in Nedlands.
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showcase project

sun exposure is about risks, benefits and balance.

and when you live in one of the sunniest climates on the planet, with the highest skin 
cancer rates in the world, it’s important that we understand the roles that sunlight and 
vitamin D play in our health.

But there are still many unanswered questions.

What is the ‘right’ amount of vitamin D for good health?

What are the best ways to get vitamin D?

Do all of the benefits of sun exposure come through vitamin D or are there other 
pathways or chemicals that are triggered by sun exposure?  

How much sun exposure is healthy and how much is dangerous?

Vitamin D is found in small amounts in some foods like oily fish and eggs.  You can also 
boost levels through supplements but the best source is exposure of skin to the sun.

D-light program co-leader professor robyn lucas explains.  

“You don’t get much vitamin D in food,” she says.  “in australia, we get most of our 
vitamin D through exposure of our skin to the sun.  Vitamin D is made quickly when 
you go out in the sun, so you don’t have to be out for long - 10 to 15 minutes every 
day, or even several times of a day, should be enough during summer or on a sunny 
day, but you will need to be outside for longer in winter, or on days when there is not 
much sun.”

Vitamin D is important for the health of our bones, to ensure they stay strong, but 
it may also be important for other aspects of our health, like maintaining a healthy 
immune system.

While sun exposure has its benefits, it’s not without its risks and that’s where the 
balance comes into the equation.

“the institute has done lots of research on the benefits of vitamin D during pregnancy 
as well as how it can help asthma and lung development,” says robyn.  “But we 
need to look deeper into the risks of sun exposure especially with the high rates of 
melanoma we have here in australia.”

professor prue Hart, D-light co-leader, says our past and current research has 
generated new questions that now need to be answered.  

“D-light will bring all of this research together to help unravel these 
complex questions and bring us closer to better understanding how 
we can harness the benefits of sunlight and vitamin D for the health of 
australia’s children while protecting them from the proven dangers of too 
much UV,” she says.

“it’s an area of research which presents a huge range of possibilities.”

professor Hart is leading the phocis study, a world-first study looking at 
prevention of multiple sclerosis using UV-B phototherapy.  

the raine study, which has been following almost 3000 kids from birth 
to adulthood, will delve further into the risks associated with low vitamin 
D levels in pregnancy and early life – how we can better understand these 
risks and how to prevent and/or manage them. 

the seDs study examines vitamin D and non-vitamin D pathways from sun 
exposure to better health, and tests sun exposure advice as a management tool 
for mild vitamin D deficiency. 

and we are working with the UWa centre for Metabolomics to develop a world 
first protocol to measure salivary vitamin D, in order to establish levels of vitamin D 
deficiency in Wa children – painlessly. 

the D-light project brings together a community of researchers working across the 
spectrum of risks and benefits of sun exposure and from prevention to treatment.  
With a shared interest, we will work synergistically – pushing each other to new 
questions, new data sources, new understandings.

D-Light our goal | To provide the evidence base to improve the health and wellbeing of children 
through better understanding the breadth and magnitude of the risks and benefits of sun exposure

28% of West Australians 
are Vitamin D deficient 
during winter, 
13% during summer



Children’s Cancer
SHOWCASe PROjeCT

our goal | Discover new therapies to fight 
the most aggressive cancers in children

a diagnosis of cancer is every parent’s worst nightmare.  

cancer is the number one killer of children due to disease in 
australia.  leukaemia, brain tumours, melanoma and other rare 
cancers continue to shatter the lives of kids and their families.

Whilst treatment of the most common cancer in children - acute 
lymphoblastic leukaemia - now has a greatly improved prognosis, 
the same success has not been achieved for children with other 
cancers.  and some cancers in kids are still fatal.

Dr raelene endersby, co-leader of the children’s cancer showcase 
project, says the goal is to discover new therapies - therapies that 
are more effective and less toxic - to fight the most aggressive 
cancers in babies and children.

“Many children fail to respond to existing cancer therapies and 
these treatments often result in lifelong side effects for those 
that do survive,” she says.  “We not only want to increase survival 
rates, but quality of life after therapy too.”

raelene says cancers in children are very diverse diseases. 

“no two people will have the same cancer,” she explains, “and in 
fact, cancers in children are very different to cancers in adults, as 
are the ways these cancers respond to treatment.”

children can develop a wide range of cancers in different organs, 
such as leukaemia in the blood or tumours in the brain.  plus 
there are many different types of each cancers, such as the brain 
tumours medulloblastoma or ependymoma.  then within each 
specific tumour type, there are multiple different subgroups. 

“these complexities make the cancers very difficult to treat,” she 
says, “such that, no single drug or therapy will cure everyone’s 
cancer.”

“Our goal is that future therapies will be tailored and personalised 
for each patient,” she says.  “Our challenge is to better understand 
which patients need which treatment.  then we will be able to 

make a significant difference.”

Our researchers are working to understand the biology of 
individual cancers to identify weaknesses to target.  We also want 
to understand why apparently similar cancer cells from individual 
patients respond differently to treatment.  We can then test 
existing drugs, and new ones, to improve patient outcomes.

Our researchers do this using the cancer cell lines grown using a 
specialised technique that we have perfected in the lab.  cancer 
cells are grown from samples taken from patients who have 
had the disease.  We can then test new treatments, like novel 
chemotherapy drugs, or immune-based therapies and measure 
how the cells respond.  We also send the cells to our colleagues 
around the world so they can do even more research. 

telethon Kids institute researchers belong to an international 
cooperative clinical trials collaborative known as the 
children’s Oncology group.  all of our scientists 
collaborate broadly with national and international 
experts in our fields with the common goal to get new 
treatments into the clinic.

Our brain tumour researchers are also the only 
paediatric cancer-focused group within the Brain 
cancer Discovery collaborative, a national group 
of six brain tumour research labs that spans four 
australian states.

By working together, small pieces of the 
cancer puzzle can be pieced together to 
gain a better understanding of the bigger 
picture.

“there is still so much we don’t know 
and understand about cancer,” says 
raelene.  “new discoveries do happen 
on a regular basis and it’s an exciting 
time to be at the forefront of these.”

raelene says these small milestones and achievements also give 
hope to the parents of kids battling cancer.

“i’ve had parents say to me that they’ve felt helpless when their 
kids are undergoing chemo or radio therapy,” she explains.  “But 
they walk past our building, and look over to see the lights on and 
scientists working in the lab and they feel that if we don’t give up 
hope, they won’t either.”

On average, 
three 
Australian 
children die 
from cancer 
every week
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FASD
SHOWCASe PROjeCT

our goal | To improve prevention, diagnosis and interventions 
for Fetal Alcohol Spectrum Disorders (FASD) in Australia

no alcohol in pregnancy is the safest choice.

When a developing baby is exposed to alcohol in the womb, it can cause 
brain damage.  the effects are known as Fetal alcohol spectrum Disorder 
(FasD) and they are permanent but preventable.

Kids with FasD can have neurodevelopmental disabilities including 
developmental delay and problems with learning, behaviour, and social 
and adaptive functioning.  these can lead to secondary outcomes such 
as poor school performance, unemployment, substance abuse, mental 
health problems and trouble with the law.

For around 12 years, the telethon Kids institute has been looking at FasD 
and the effects of alcohol during pregnancy.

Our previous research has linked alcohol consumption in pregnancy with 
premature birth, low birth weight, birth defects, cerebral palsy, language 
delay, still birth, siDs and other infant deaths.  We’ve also developed 
a range of materials to help health professionals talk to women about 
alcohol consumption during pregnancy.

people affected by FasD and their families are at the centre of our 
research. 

professor carol Bower says much of the research into FasD is in response 
to the community and is done in collaboration with the community.

“consumer and community participation in research, and in particular 
alcohol and pregnancy and FasD projects, has increased over the past 
ten years,” she says.  “the community has played a key role in our 
projects looking at a diagnostic instrument for FasD and our evaluation of 
information and services for parents and carers of children with FasD.”

Our FasD research is focussed around three key themes - prevention, 
diagnosis and interventions.  Most of the projects being undertaken in our 
program of research are the first of their kind in australia and, in some 
instances, the world.

FasD is preventable, and it’s through the ’no alcohol is the safest choice’ 
message that a huge positive impact can be made.  Women need to know 

not to drink alcohol in pregnancy.  and those who care for women during 
their pregnancy, such as family members and health professionals, need 
to be equipped with the right information so they can support and advise.

professor Bower says correct diagnosis of FasD is vital.

“We don’t yet have the information to know the true extent of the 
problem of FasD in australia,” she says.  “an australia-wide standard 
national approach is needed so we can understand the prevalence and 
then develop appropriate strategies to tackle it.”

the telethon Kids will lead the implementation and evaluation of the 
diagnostic instrument developed for use within australia.  it is closely 
based on tools used in other countries.

professor Bower says a diagnosis may also be a relief for parents.

“some kids are considered naughty or slow to learn so it’s a relief for 
parents to have a FasD diagnosis - it is not that their child won’t but that 
their child can’t,” she says.  “parents can then understand and manage 
their child in different ways.”

through appropriate intervention, management, training and services, 
we can help to support children affected by FasD and their families, plus 
the professionals who work with the kids such as those in health, justice, 
education and community services.

together, we can make FasD history.

48% of women drink 
alcohol during pregnancy
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Cystic Fibrosis
SHOWCASe PROjeCT

our goal | extend life expectancy and quality of life by 
preventing early lung disease in children with cystic fibrosis

When a baby is born in australia, a heel prick test is used to screen 
for rare but serious medical conditions.  One of these is cystic fibrosis 
(cF), the most common genetic life-shortening condition affecting 
children with approximately one in 2500 babies born with cF.  cystic 
fibrosis causes abnormally thick and sticky mucus to clog the lungs and 
pancreas and stops them working properly.

in the lungs, the mucus causes inflammation, infection and irreversible 
lung damage.  in the pancreas, it stops the release of important 
enzymes that help digest food and this leads to malnutrition.  

there is currently no cure. 

Once a diagnosis is made, doctors can 
begin the treatment programs needed 
to manage the disease, in particular to 
prevent the irreversible lung damage.

the telethon Kids institute runs a major 
research program in cystic fibrosis - the 

australian respiratory early surveillance team for cystic 
Fibrosis (arest cF) - a collaboration between specialist 

paediatric cystic fibrosis centres in perth and Melbourne.

professor stephen stick says there are few specific treatments that 

can prevent lung damage but that early identification and treatment if 
infection is critical.

“antibiotics are very helpful for kids with cF, but they are not silver 
bullets,” says stephen.  “We’ve reached the limit with current therapies 
and new methods to treat the disease are needed.”

He says there is an opportunity right now for research to minimise the 
impact of the disease.  

“a coordinated care approach has resulted in a doubling of life 
expectancy in the past thirty years,” he says.  “But now is an exciting 
time when we have the knowledge and tools to make an even bigger 
difference for people with cystic fibrosis through better therapies.”

the arest cF program has already changed the way clinicians around 
the world are thinking about the early management of cF.  the program 
was the first to focus on early lung development in kids with the disease 
and to develop new ways of measuring the impact of therapies and 
interventions.

all children born with cF in perth and Melbourne are part of arest 
cF and researchers closely track their progress using a variety of often 
unique tools.  the data gathered by the program have paved the way for 
a new pipeline of therapies.  

With a focus on prevention of cF lung disease, telethon Kids is using 
new “omics” technologies that allow unprecedented investigations 
of genetic and cellular structures.  the program includes cell and 
molecular biology, physiology, psychology, drug discovery and stem cell 
biology to achieve practical interventions and inform clinical policies to 
improve the health of kids with cystic fibrosis.

through a collaborative approach and dedicated focus, we hope to 
discover new drug therapies that can prevent and ultimately cure cystic 
fibrosis lung disease.

Average life expectancy 
today for people with 
cystic fibrosis is 49 
years, three decades 
ago, it was mid-20s
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ORIGINS
SHOWCASe PROjeCT

our goal | To reduce the rising epidemic of non-communicable diseases such as 
obesity, heart disease, allergies and poor mental health - through a healthy start to life

chronic inflammatory noncommunicable diseases pose the 
greatest threat to human health globally.

Obesity, allergy and asthma, diabetes, mental health 
problems and heart disease are all complex with many 
interacting risk factors.

professor susan prescott, leader of the Origins project, 
says today’s world presents new challenges and new 
problems in the area of health.

“the most burdensome health problems we face today 
have their origins in early life,” she says.  “so what happens 
in the womb or even our parent’s health before conception 
can increase our risk of developing chronic health issues.”

“to prevent them, we need to intervene early.”

susan says in particular, early environmental effects on 
very early immune and metabolic programming have life-
long consequences for many organ systems. 

“We need to look at all of the modifiable aspects of the 
early life environment such as nutrition, physical activity, 
time spent outdoors, smoking and pollutants, microbial 
diversity, water air and food quality,” she explains.

“We then need to aim our interventions at these 
factors if we want to improve all aspects of physical and 
psychological wellbeing, both in childhood and in later life.”

it’s a big picture study, but one that will influence the 
health of generations to come.

“the current generation of kids could be the first 
generation to have a shorter life expectancy than their 
parents,” says susan, “simply because of obesity and the 
resulting noncommunicable diseases that being overweight 
or obese can cause.”

“it’s time to think outside the box, work together more 

collaboratively and focus on early interventions.”

susan says the Western australian pregnancy cohort 
(raine) study has taught researchers a lot about what we 
can do when we work together.

“We can take the lessons learned from the raine study 
and other existing cohort studies to extend the knowledge 
frontier to explore the new and different challenges facing 
the generation of children today,” says susan.

this will involve establishing a major new birth cohort 
with detailed data and sample collection, including more 
detailed environmental and early biological profiling (using 
cutting edge technologies such as metagenomics, immune 
profiling, metabolomics and genomics).

“and we won’t just be observing,” says susan.  “this study 
will also be about making change.”

Within the cohort, we’ll also initiate a series of intervention 
studies aimed at improving a broad range of health 
outcomes by favourably modifying the early environment. 
a clinical trial aimed at improving maternal gut health in 
pregnancy and lactation (with a mix of prebiotics ‘fibre’ 
and probiotics) to improve early metabolic and immune 
health of the developing baby is one such example.

project Origins aims to uncover when and why 
noncommunicable diseases develop through the study of 
early environments, maternal physical health and genetics. 
Our goal with this project is to reduce the rising epidemic 
noncommunicable diseases through ‘a healthy start to life’.

Noncommunicable 
diseases account for 
36 million deaths per 
year globally



Diabetes
SHOWCASe PROjeCT

our goal | New therapies that improve the lives of 
children and young people with Type 1 diabetes

imagine a daily routine that involves pricking your finger up to eight 
times, working out how much carbohydrate is in everything you eat and 
then giving yourself injections with every meal and before you go to bed.

that’s the reality for some of the 1000 West australian children who live 
with type 1 Diabetes.  it’s a 24 hour a day, seven day a week disease.

type 1 Diabetes is not a lifestyle disease, it’s not caused by poor 
nutrition or lack of exercise.  instead, the pancreas, a small gland behind 
the stomach, stops making insulin and without insulin, the body’s cells 
cannot turn glucose (sugar) into energy. 

Dr elizabeth Davis says it’s imperative that people with type 1 Diabetes 
closely monitor their blood glucose levels throughout the day and night.

“it’s really important that blood glucose remains within a good range so 
that health isn’t compromised,” she explains.  “Hypoglycaemia occurs 
when levels drop too low and it can result in seizures, coma and even 
death.”

“constant monitoring can be a big burden for everyone,” she says.  “the 
person with type 1 Diabetes needs to consider what they eat, exercise 
levels, medication they are taking and other lifestyle factors like stress 
and illness.  and for parents, there is the anxiety that comes with getting 
up several times during the night to check their child’s levels haven’t 
fallen too low and they’ve gone into a coma.”

people with type 1 Diabetes depend on insulin injections to stay alive.  
around 40% of people have insulin pumps, which drip insulin into the 
body throughout the day, rather than by injection, but they still need to 
be programmed by the user.  

Dr tim Jones says the next generation of technology is closed loop 
therapy which takes the decision from the patient to the machine.

“the closed loop therapy acts like an ‘artificial pancreas’ that would 
assist people with diabetes to better manage their glucose levels,” 
explains tim.  “the advantage of the system is that it requires less 
intervention by the patient, potentially alleviating the physical and 
mental burden associated with this chronic disease.”

the system takes an insulin pump and makes it ‘smarter’ by adding a 
smart phone that does the thinking for the patient.  in-hospital studies 
are already taking place but the ultimate aim is for it to be used at home 
over multiple nights.

Our diabetes research team is the lead centre in these diabetes 
technology studies as part of the closed loop therapy program and the 
only australian centre invited to be part of the international artificial 
pancreas consortium.

By working with every child diagnosed with type 1 diabetes in Western 
australia, and their families, we can find out if new therapies are 
accessible and can learn more about factors that limit and promote 
everyday use of these new technologies.

“to improve patient care with technology, we need to understand how 
the technology works for them, “ explains elizabeth.  “We need to know 
that the technology is being embraced, used correctly and what is 
easy or difficult about it.  Only then can we advocate for  access to this 
technology for every child with type 1 Diabetes in Western australia.”

the exact cause of type 1 Diabetes is not yet known, but we do know it 
sometimes runs in families and cannot be prevented.   in the absence 
of a cure, it is our aim to improve therapies so we can reduce the risk of 
long-term health complications, life-threatening coma and convulsions 
in kids and young people with type 1 Diabetes.

Every week in 
WA, two kids are 
diagnosed with 
Type 1 Diabetes
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MeeT OuR ReSeARCH STRATegY LeADeRS

professor robyn lucas is a problem solver.  

she’s driven by the need to take a problem, pull it apart and 
find the evidence around what works and what doesn’t work.  
if that evidence doesn’t exist, she then works out how to 
find the evidence to plug the holes in the problem, allowing 
the right decisions to be made and the right messages to be 
communicated.

it’s a philosophy she applies to her research in the area of 
vitamin D and sunlight.

“there are many unanswered questions around sunlight, 
vitamin D and health,” she explains.  “the question that really 
intrigues me is whether all of the benefits of sun exposure come through vitamin D or are there other 
pathways that are triggered by sun exposure?  there are a huge range of possibilities in this area.”

it sees her working with people from many different areas, something she relishes.

“My research is very cross-disciplinary and that’s what i love about it,” she says.  “With my work in 
sunlight and vitamin D, i get to work with physicists, nutritionists, plant scientists, immunologists, 
clinicians, biostatisticians and more.  i’ve even learned a lot about the effects of UV on building 
materials and the UV transmitting properties of different types of glass!  it really is an holistic 
approach to research.”

Born and bred north of auckland in new Zealand, robyn started her career as a medical doctor after 
graduating from the University of auckland.  at 24, she went half way around the world to canada 
to work in paediatrics.  she moved to canberra, married and spent the next few years between 
australia’s capital and the pacific nations of the solomon islands and Fiji.  it was in the solomons that 
the first of robyn’s four children was born.

While in Fiji, robyn completed a Masters degree by distance education, allowing her to balance work 
with a growing family.  she says she fell into the area of vitamin D and sunlight during her phD years, 
when she was asked to lead the global Burden of Disease due to UV radiation assessment for the 
World Health Organization.  she hasn’t turned back.

Her research looks at risks and benefits of sun exposure and achieving a balance, with a particular 
focus on immune function and autoimmunity, and unravelling the possible independent effects of 
sun exposure and vitamin D.  she has led a number of studies examining sun exposure and vitamin D 
status in relation to health and is currently involved in two clinical trials of vitamin D supplementation 
and one of UV radiation.

perhaps it’s robyn’s passion for problem solving that has drawn her to knitting, her favourite way 
to relax.  Deciphering complex patterns, ensuring every stitch is in the right place and meticulous 
attention to detail has its parallels with research.  robyn is currently working on her third great 
american aran blanket, a gift for her daughter.

Robyn Lucas
For professor stephen stick, work isn’t a chore, it’s a passion.  
even on weekends, if he’s not out on the water or watching his 
kids play sport, he can be found reading the latest research, 
reviewing papers or writing grants.

stephen leads the institute’s cystic fibrosis research program 
including arest cF - australian respiratory early surveillance 
team for cystic Fibrosis.  this unique program has been looking 
at early manifestations of cF lung disease with a focus on 
prevention to improve survival rates for kids with the disease.

He says it’s an incredibly exciting time to be working in cF 
research as researchers at the cusp of making a big difference.

“now is the time when there is a real opportunity to make a dramatic impact in cystic fibrosis,” 
stephen explains.  “the knowledge and tools around cystic fibrosis are all coming together so it’s 
exciting to be part of it.”

stephen likens it to times in the past when major developments have occurred in other areas of 
health and medical research.

“i imagine it feels like how polio researchers must have felt when they could see all the pieces of the 
polio puzzle coming together,” says stephen.  “and in more recent times with cancer researchers, 
with the big gains made in childhood leukaemia survival rates.”

stephen has been part of research at the telethon Kids for 20 or so years.  cystic fibrosis isn’t his only 
area of interest - he’s also interested in asthma, which he says is a fascinating disease with so many 
aspects, and other aspects of respiratory health and therapy.  paediatrics and respiratory health has 
always been an area of interest for stephen.

He studied medicine at cambridge University in the UK before specialising in paediatrics.  He then 
moved out to australia where he’s continued his clinical career in the respiratory department at 
princess Margaret Hospital for children.

stephen says he’s been fortunate to have had a succession of inspiring mentors to keep his passion 
for research and medicine alive, including professors lou landau, peter sly and peter le souef.

But for stephen, it doesn’t take much to fuel the work fire.  He says he doesn’t feel the need to 
achieve a work-life balance because he loves his work.

“i’m passionate about my work, it’s my life,” he says.  

But he also loves spending time with his family, and is passionate about travelling and reading.

“i’ve got three kids,” stephen explains.  “My eldest daughter lives in Melbourne and is getting married 
later this year and my 15-year-old twins keep us busy with all their sports which include soccer, 
hockey, surfing, running and ice skating.”

“and i like to hit the beach to paddle my surf ski or go surfing.”

Stephen Stick
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Susan PrescottGraham Hall
professor graham Hall says one of the best things about research 
is seeing his students and colleagues succeed.

For him, watching his team members grow and develop their 
own careers is incredibly rewarding and he enjoys the part he 
can play in mentoring them and helping them achieve their 
goals.

graham is a paediatric respiratory researcher with a focus on 
lung growth and development in early life and the impact of 
respiratory disease on lung health.

it was during his science degree at swinburne University in 
Melbourne that graham decided where his future lay.

“i was always interested in research and particularly paediatrics,” he explains.  “in the third year of 
my undergraduate degree, we were required to complete an industry-based placement.  i spent my 
time in the neonatal intensive care unit at the children’s hospital in Brisbane.  Working with doctors 
and nurses and the tiniest of babies really cemented my interest in this area.”

after completing his degree, graham made the move to perth to work as a research assistant with 
professor peter sly here at the institute.  it turned into a phD.

europe beckoned and graham was again on the move, this time settling in switzerland.  He spent two 
years looking at lung function and measuring early lung disease in kids at the children’s hospitals in 
Zurich, where he was based, and Bern.  it also meant he was close to some of europe’s best skiing.

since 2003, graham has been back in perth.  For seven years he was a senior scientist in the 
paediatric respiratory laboratory at princess Margaret Hospital before starting up his own research 
lab at the telethon Kids institute.

graham says what drives him is doing research that will help improve our understanding of lung 
disease in kids.

“all research is important, even if the results show that something doesn’t work,” he says.  “it all 
contributes to helping us better understand that disease, it’s all part of the bigger picture.”

“But it is very satisfying when you can see the results of your work being translated into clinical care 
or policy or guidelines.”

One such example is graham’s work in preterm babies and air travel.  almost a decade of research in 
this area has helped inform international guidelines that were released in 2012.  “almost all of the air 
travel guidelines for premmie babies were based on research done here in perth,” says graham.

While the ski slopes of switzerland are no longer on his doorstep, graham still enjoys snowboarding 
and skiing, these days with his family.  “i don’t get to hit the slopes too often but love getting back to 
europe when i can, particularly italy,” he says.  “locally, i do a bit of swimming and swam to rottnest 
in a team a few years ago and have completed the Busselton Jetty swim a couple of times.”

professor susan prescott has a very strong and deep sense of 
purpose.  a paediatrician, immunologist, researcher, writer 
and painter, susan wants to put everything she has to the best 
possible use, and she’s happiest when she’s doing something, be 
that working or creating.

“Writing and oil painting takes me into a creative space, one that 
is quite different from research,” she says.  “i paint landscapes 
from my travels and i’m writing my third book with plans already 
for the fourth.”

susan’s first book, The Allergy Epidemic, focussed on one of her 
main areas of research.  Her second book, The Calling, follows the 
journey of her grandparents, medical missionaries in Japanese occupied china during World War ii.  
they were her inspiration to study medicine.

“My grandmother Monica was one of the few women to study medicine in the 1930s,” says susan. 
“and my love of research and academia has been inspired by my grandfather sir stanley prescott, 
former Vice-chancellor of the University of Western australia.”

susan is passionate about social justice, human development and the environment.  

“i grew up in a family with a strong desire to contribute to improving the physical, psychological 
and spiritual health of our society,” she says.  “i think that this sense of community commitment 
underpins everything i do and i want to play any part i can in the kind of transformational societal 
changes that are needed to overcome the many global challenges we face today.  i see my work as 
one vehicle to follow this goal.”

susan graduated with a medical degree from UWa in 1989 before specialising in paediatrics and then 
sub-specialising in allergy and immunology.  For the past 15 years, she’s worked as a paediatrician at 
princess Margaret Hospital for children in the allergy and immunology department.

susan joined telethon Kids in October 2013 but for her it felt like coming home.  she spent three 
years here in the ‘90s completing a phD on the developmental origins of allergy.

today, susan’s research interests are broad and ever-expanding with a particular focus on the 
developmental origins of health and disease.

“We now know that a substantial component of the risk of all noncommunicable diseases (ncDs) is 
programmed in early life,” susan explains.  “in particular, early environmental effects on very early 
immune and metabolic programming have life-long consequences for many organ systems.”

“as an immunologist, i’m particularly interested in the role of inflammation in the rising risk of 
obesity and associated ncDs - and the modern environmental risk factors that are increasing our 
predisposition to inflammation.”

“i’m interested in a range of strategies that promote a ‘healthier start’ to life (physical, psychological 
and social) in order to overcome the rising global burden of both early and late onset ncDs.”



26  |  TELETHON KIDS INSTITUTE  |  ANNUAL REPORT 2013

2013 snapshot

395 total number of staff 
as at December 31 
(paid and seconded) 110 total number of 

postgraduate students 
during the year 123 total number of 

honorary and visiting 
scientists during 2013

INCOMe exPeNSeS

australian 
CoMpetitive 
grants
$8,136,566

international 
CoMpetitive 
grants
$1,565,258

other 
CoMpetitive 
grants
$1,288,868

governMent 
ContraCts
$7,501,804

CoMMerCial 
inCoMe
$4,094,955

other grants
$5,965,113

MisCellaneous 
inCoMe
$884,259

donations, 
fundraising, bequests 
and sponsorship
$8,975,945

investMent 
inCoMe
$2,025,132

realised gains 
on investMents
$673,778

researCh support
$2,827,339

18.5%

3.6%

2.9%

20.5%

9.3%

13.6%

2%

6.4% 17.1%

1.5%

4.6%

sCientifiC 
researCh
$29,157,583

researCh 
adMinistrative 
and building 
serviCes
$10,988,179

depreCiation 
and provisions
$2,283,679

68.7%

25.9%

5.4%

total inCoMe  $42,931,811
(inCluding deferred inCoMe 
adjustMent of -$1,007,206) 

total expenditure $42,429,441

profit $502,370
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researCh inCoMe

australian competitiVe grants
 australian research council 399,685
 australian rotary Health research Fund 31,765
 Juvenile Diabetes research Foundation 262,968
 national Health and Medical research council 7,335,391
 national Heart Foundation australia 106,757

  8,136,566
international competitiVe grants
 autism speaks inc 64,969
 cystic Fibrosis Foundation therapeutics 437,160
 Juvenile Diabetes research Foundation international 597,598
 Miscellaneous Overseas grants 2,111
 national institutes of Health 462,026
 Wellcome trust UK 1,394

  1,565,258
other competitiVe grants
 asthma Foundation of Western australia 20,489
 Brightspark Foundation 219,839
 cancer council of Western australia 30,517
 children’s leukaemia and cancer research Foundation 860,050
 Foundation for alcohol research and education 5,918
 Healthway 54,775
 Melbourne Health 15,281
 raine Foundation 81,999

  1,288,868

goVernment contracts
     Western australia
 Department of Health 1,680,521
 Disability services commission 59,351
 Office of science and innovation 62,470
 pathwest laboratory Medicine Wa 81,749
 national centre for immunisation research and survey 26,265
 Department of the premier and cabinet 70,000
     Federal
 cancer australia 131,663
 Department of education, employment and Workplace relations 520,391
 Department of Health and ageing 3,613,148
 Department of innovation, industry, science and research 856,848
     Other
 Department for education & child Development, south australia 399,398

  7,501,804
commercial income
 aerocrine aB 20,000
 Baxter Healthcare pty ltd 35,000
 glaxosmithKline australia pty ltd 133,160
 glaxosmithKline Biologicals sa 3,107
 inc research australia pty ltd 64,651
 Medicines australia limited 14,000
 Miscellaneous - australian commercial 6,000
 novartis Vaccines and Diagnostics pty ltd 99,839
 novo nordisk pharmaceuticals pty ltd 80,000
 novotech (australia) pty ltd 43,348
 OM pharma 64,565
 pfizer inc 20,129
 pfizer pty ltd 139,819
 phylogica limited 3,258,209
 Ondek pty ltd 72,328
 roy Morgan research 34,193
 Woodside  6,607

  4,094,955

other grants
 asthma australia inc 58,801
 australasian research Management society 1,000
 australian national University 33,494
 australian paediatric surveillance Unit 177,474
 autism West support inc 36,195
 Brain Foundation 20,000
 confederation of Meningitis Organisations (coMO) 174,798
 curtin University 179,275
 edith cowan University 20,000
 Friends of the institute for child Health research 11,518
 griffith University 8,000
 ian potter Foundation 3,000
 lions eye institute 10,000
 lung institute of Western australia 50,000
 Menzies school of child Health research 100,000
 Miscellaneous 10,699
 Murdoch University 13,500
 princess Margaret Hospital for children 626,297
 princess Margaret Hospital Foundation 2,211
 ruah community services 19,944
 tasmanian early Years Foundation 125,000
 thoracic society of australia & new Zealand 20,000
 Uniting care children Young people and Families 10,000
 University of cambridge 17,840
 University of Melbourne 30,000
 University of Queensland 300,356
 University of sydney 83,797
 University of Western australia 3,725,553
 Western sydney sexual Health centre 15,400
 Women and newborn Health service 18,075
 World Heart Federation 62,886

  5,965,113 

 Miscellaneous income 884,259

total 29,436,823
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governanCe/ManageMent struCture

May 2014

boarDboarD sub-committees 
Development
Finance & governance
remuneration
risk & compliance
scientific advisory council

Director
Jonathan carapetis

Director of 
strategic proJects 

Bruce McHarrie

research strategy 
leaDers

graham Hall, robyn lucas, 
susan prescott, stephen stick

research leadership

research Focus areas

portfolios

• new building (graham 
Hall)

• collaboration (susan 
prescott)

• research excellence 
(stephen stick)

• people (robyn lucas)

aboriginal 
research

glenn pearson

chief operating 
officer

nick northcott

new Building

existing Building

information Management

corporate governance

Finance

people & culture

Facilities

information technology

scientific services

institute leaDership team

Director of 
communications & 

DeVelopment
elizabeth chester

communications

Development

research Development

• consumer & 
community 
participation

• intellectual property/
commercialisation

• grants administration

• Knowledge translation
operations 
committee

company secretary
Kristy le May



For further information about 
donating to the Telethon Kids 
Institute, subscribing to our mailing 
list or joining us for a tour of our 
facilities please contact us on: 

t | 08 9489 7777 

e | contact@telethonkids.org.au         

W | telethonkids.org.au

             are at the 
of everything we do
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