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Our special thanks to those who have contributed to this report including the researchers and families whose stories we have shared.
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MESSAGE FROM THE

DIRECTOR
It is almost impossible to reflect on our impact in
2021 without acknowledging the impact COVID-19
has had on all of us – as an Institute, on our
research, and on us as individuals, learning to live
and work with COVID in new and different ways.
2021 was the year COVID finally arrived on our
doorsteps in WA. Having been protected by
state borders for so long, we equally had to face
the challenges this isolation brought us as an
organisation.
In many ways, we’ve been lucky. The COVID
pandemic shone a global spotlight on the
importance of health and, as such, presented
a unique opportunity for leading health
organisations like Telethon Kids Institute to step
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into this spotlight. As the State’s largest medical
research institute and a trusted source of health
advice for the community, we spent 2021 working
with and alongside Government in successfully
navigating the COVID pandemic in WA.
Our researchers have been called upon for their
expertise and advice – from infectious diseases,
immunology, vaccine development, modelling
and mental health. We have become a trusted,
go-to source of information and advice for
parents and carers, and our resources have been
accessed and shared by individuals, businesses,
schools and Government departments in WA and
across Australia. We’ve grown our impact in a way
we perhaps would not have imagined two years
ago, but in a way that has added considerable
value to our community and to our stakeholders.
While shining a light on the importance of health,
the pandemic also forced us to innovate and
iterate in unprecedented ways. Our vision of

happy, healthy kids and our commitment to
improving the health, development and lives of
children and young people everywhere hasn’t
changed – nor has the need for us to continue
the important research we do across an extensive
spectrum of child health issues. We just needed to
find different ways to ensure tangible outcomes
where they are needed most.
As you will see in this report, we have done just
that. From making news around the world by
finding the first evidence that therapy in infancy
can reduce the likelihood of a clinical autism
diagnosis in early childhood, to leading a worldfirst clinical trial of new technologies improving
quality of life for young people living with type 1
diabetes, our researchers – and those with whom
we collaborate – are continuing to impact lives for
the better.
I am incredibly proud of what we have achieved
in an extraordinary year for the Institute: proud of

the leadership and stewardship we have shown,
proud of the innovative ways our researchers have
found to continue their important work, and proud
of the outcomes and impact we continue to have
in the community.
We thank everyone who walks this path with us –
our study participants, collaborators, donors and
funders. Without you, we couldn’t do what we do:
asking and answering the difficult questions so kids
can be kids.

Professor Jonathan Carapetis AM
Executive Director
To find out more about our research, I invite
you to visit our website at telethonkids.org.au
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Professor Jonathan Carapetis
Winner – Western Australian
of the Year Awards

OUR AWARD-WINNING

RESEARCHERS
The excellence of Telethon Kids
Institute researchers has been
recognised at multiple State and
National awards ceremonies
over the past year, including the
Western Australian of the Year
Awards, the Premier’s Science
Awards, the Tall Poppy Awards,
the WA Mental Health Awards,
and the WA Business News
40under40 Awards. The following
are some of the researchers
who have been recognised
throughout the past year.

In June 2021, Telethon Kids Institute Director, Professor
Jonathan Carapetis, won the Professions Award at the
2021 Western Australian of the Year Awards in recognition
of his world-leading expertise on Strep A infections and
rheumatic heart disease, his commitment to improving
Aboriginal health and building capacity within the
Aboriginal research sector, his wider leadership in the
medical research sector, and the leadership role he has
taken in providing a reassuring voice for the community
throughout the COVID-19 pandemic. Professor Juli Coffin,
Associate Professor Shannon Simpson, and Dr Hayley
Passmore were finalists – in the Aboriginal, Community
and Youth categories, respectively – at the same awards.
In September 2021 Professor Carapetis was made
an Honorary Doctor of Medicine by Curtin University
in recognition of his outstanding contribution to the
local, national and international field of medicine and
healthcare. In addition, in May 2022 the Australian
Academy of Science announced his election as a Fellow
of the Academy – the only West Australian among 22 new
Fellows from across the country.

In August 2021, respiratory researcher Dr Niamh
Troy, from the Wal-yan Respiratory Research
Centre, was named joint winner of the Exxon
Mobile Student Scientist of the Year Award in
recognition of her research using cutting-edge
bioinformatics to better understand the immune
response to respiratory viral infections and how
we can use bacterial therapeutics to harness
the immune system and protect against severe
lung infections in babies. Also recognised at the
Premier’s Science Awards were Professor Britta
Regli-von Ungern-Sternberg (finalist, Scientist of
the Year); PhD Candidate Katherine Landwehr
(finalist, ExxonMobil Student Scientist of the Year);
and emerging child health researcher Danielle
Headland (finalist, Shell Aboriginal STEM Student
of the Year).

Professor Andrew Whitehouse

Inducted - Australian Academy
of Health and Medical Sciences
In October 2021, CliniKids Director and Angela
Wright Bennett Professor of Autism Research Andrew
Whitehouse became the youngest-ever Fellow – at
the age of 40 – to be inducted to the Australian
Academy of Health and Medical Sciences. Professor
Whitehouse, who is highly regarded nationally and
internationally for his research and advocacy, was
elected for his major scientific advances in autism
assessment and intervention.

Professor Helen Milroy

Winner – Momentum Most
Inspiring Woman of the Year

Professor Chris Blyth

Winner – 2021 AIPS WA
Tall Poppy Science Awards

Anne McKenzie

Winner – 2021 NHMRC Awards
In June 2021, pioneering health consumer advocate and
former Manager of Consumer Engagement at Telethon
Kids, Anne McKenzie AM, was awarded the National
Health and Medical Research Council’s prestigious
Consumer Engagement Award in recognition of an
almost 30-year career during which she has helped
thousands of Australian clinicians and researchers
understand the value of listening to consumers. Given only
every two years, the award recognised Ms McKenzie’s
long-term contribution, individual commitment and
support of consumers and community views in health and
medical research.
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Dr Niamh Troy

Joint winner – 2021 WA
Premier’s Science Awards

In October 2021, Professor Chris Blyth – Director
of the Wesfarmers Centre of Vaccines and
Infectious Diseases, based at Telethon Kids Institute
– became one of seven outstanding WA scientists
to be named a Tall Poppy at the Young Tall
Poppy Science Awards. Associate Professor Blyth
was recognised for his research and advocacy
around childhood acute respiratory infections
and vaccines. His research has helped to
transform national immunisation policy, including
the addition of the influenza vaccine to the
National Immunisation Program – a move that will
protect young children from influenza and its lifethreatening complications.

In March this year, prominent child and
adolescent psychiatrist and mental health
researcher Professor Helen Milroy was named
winner of the 2022 Momentum Most Inspiring
Woman of the Year. Amongst other prestigious
community roles Professor Milroy – a proud
descendant of the Palyku people of the Pilbara
region – is co-director of Embrace at Telethon
Kids Institute. The award, presented to an
inspiring woman with a passion for her beliefs
and a vision for achieving goals by overcoming
challenges along the way, was announced
at an International Women’s Day lunch by the
Momentum for Australia Charity, which supports
worthy causes through health awareness and
prevention campaigns. In November 2021,
Professor Milroy was named a finalist for the
Australian Human Rights Commission’s 2021
Human Rights Medal.
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Professor Donna Cross
and Professor Britta
Regli-von Ungern-Sternberg

Western Australian Women’s Hall of Fame
Professor Donna Cross and Professor Britta Reglivon Ungern-Sternberg were inducted into the
Western Australian Women’s Hall of Fame this
year. Established in 2011 and updated annually on
March 8 to mark International Women’s Day, the
Women’s Hall of Fame recognises and celebrates
the achievements of women across sectors
including Health, STEM, Community, Business,
the Arts, Culture and Sport. Professor Cross was
recognised for her extensive achievements in
public health research and education over a
career spanning more than three decades,
while Professor Regli-von Ungern-Sternberg
was recognised for her global contributions to
paediatric anaesthesia research.

Dr Nicole Hill

Winner – 2022 40under40 Awards
In May this year Dr Nicole Hill – a Forrest Research
Foundation Fellow with the Youth Mental Health
team – was named a winner in the Community,
Social Enterprise, or Not-for-Profit category of the
2022 WA 40under40 Awards, in recognition of her
outstanding contributions to research in youth
suicide prevention. The awards, hosted by Business
News, are designed to acknowledge the future
leaders of Western Australia.

Dr Jason Waithman

Winner – Cancer Council WA
Research Excellence Awards
In October 2021 Dr Jason Waithman, then
head of the Institute’s Cancer Immunotherapy
Group, was named Cancer Council WA’s
2021 Cancer Researcher of the Year at the
organisation’s annual Research Excellence
Awards. Cancer Council WA found Dr
Waithman had made an outstanding
contribution to cancer research over the
past three years, including his work as part
of a team which made a major cancer
breakthrough in 2019 – unlocking the
mechanism used by the immune system
to put cancer cells to sleep.

Professor Juli Coffin
and Yawardani Jan-ga

Winner – WA Mental Health Awards

Dr Hayley Passmore

Nominee – Western Australia’s
2022 Young Australian of the Year
In November 2021 youth justice researcher Dr
Hayley Passmore was selected as one of four
nominees for Western Australia’s 2022 Young
Australian of the Year, in recognition of her efforts
to better support young people in detention who
have neurodisability. Also in November, she was
named an AMP Foundation Tomorrow Maker
in recognition of this work, and in May this
year she was named winner of the Spirit Super
Create Change Award at the 7News
Young Achiever Awards WA.
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In November 2021 Aboriginal mental health
researcher Professor Juli Coffin took out top honours
at the annual Western Australian Mental Health
Awards in recognition of her ground-breaking work to
enhance Aboriginal social and emotional wellbeing,
including her leadership of Yawardani Jan-ga –
an equine-assisted learning program adapted to
provide trauma- informed, culturally secure, strengthsbased support to Aboriginal children and young
people. Professor Coffin won the Minister’s Award
for Outstanding Contribution, which recognises
someone who has displayed best practice at every
level and a true dedication to service throughout
2020. In addition, the team behind Yawardani Janga won the Youth Focus Innovation for Change
category, which recognises outstanding innovation
driving change for better mental health. At the
same awards, parenting app Beacon – a cyber
safety educational tool developed by Telethon Kids
in partnership with Bankwest – was a finalist in the
Innovation for Change category, and manager of
the Friendly Schools program, Erin Erceg, was a finalist
for the Lifeline WA Prevention or Promotion Award.
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Riding WA’s
Omicron wave
How our research and
advocacy is helping
families live with COVID

COVID-19 has shown us it is a deadly disease. By
the time the 2022 Omicron wave is over, dozens of
West Australians will have died, and hundreds of
thousands will have been infected.
And while we are all thankful the disease causes
only mild illness in children, we know that some
children do become seriously ill, and those who
suffer other health complications are at far
greater risk.
Then there are the indirect impacts of COVID-19
on our kids: losing loved ones, living through
periods of isolation, the challenge of wearing
masks to school, and the general anxiety that is
ever present during the pandemic.
Telethon Kids Institute moved swiftly to support the
community, drive vital research and contribute
to the health policy landscape – including
through modelling, advocacy, and well-received
resources.

For more than two years, Western Australia stood virtually alone in the world as one
of the only places to avoid large-scale COVID-19 outbreaks, thanks to our closed
borders. High vaccination rates and strong public health measures put WA in an
excellent position when borders did eventually open in March 2022, but it was
always inevitable that the pandemic would touch our state.

Telethon Kids Institute Executive Director and
infectious disease expert, Professor Jonathan
Carapetis, says medical research will continue to
help pave the road we tread, as we continue to
live through this generation-defining pandemic.
“It’s the medical research sector that developed
the vaccines that have saved countless lives all

over the world, created new treatments for those
who have the disease, provided the evidence to
guide government policies, and helped to inform
our understanding of how it impacts all of us,” he
said.

“I’m extremely proud of the work
Telethon Kids Institute has done
already and will continue to
do on COVID-19, making a real
difference to West Australian
families.”

THE MODELLING
Having detailed and agile modelling during
a disease outbreak is critical to public health
decision making, allowing Governments and
the community to weigh up the likely risks and
develop strategies to save lives.
Telethon Kids Institute’s Geospatial Health and
Development team – led by Telethon Kids and
Curtin University Kerry M Stokes Chair of Child

The
Geospatial
Health and
Development
team which
has been
leading the
Institute’s
COVID-19
modelling
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roll-out and encouraging eligible people to
get vaccinated. The CoronaVax study, led by
Professor Chris Blyth and Dr Samantha Carlson
from the Wesfarmers Centre of Vaccines and
Infectious Diseases, in partnership with Associate
Professor Katie Attwell, from VaxPolLab at The
University of Western Australia, gathered some of
the most detailed data yet about public attitudes
to vaccines in Australia. Professor Blyth is also
involved in surveillance for serious complications of
COVID in children, through the Paediatric Active
Enhanced Surveillance (PAEDS) network.
Our researchers have also worked on projects to
deliver an extra line of defence against COVID-19.
A team led by Professor Peter Richmond and
Head of Systems Vaccinology at Telethon
Kids Institute and the Perth Children’s Hospital
Foundation, Professor Tobias Kollmann, is running
the West Australian arm of the BRACE study – an
international collaboration supported by the
Minderoo Foundation to determine whether an
existing tuberculosis vaccine gives health workers
additional protection from COVID infection. The
study has recruited more than 7,000 healthcare
workers from hospitals around the world.
Health, Professor Peter Gething – created some of
the most sophisticated modelling ever applied to
an Australian outbreak.

THE RESEARCH

Updated in real-time, the project led by Associate
Professor Ewan Cameron created a new software
tool to build a ‘virtual WA’ by using big data to
map out the state’s unique physical and social
geography, closely capturing the real interactions
of our daily lives.

There is little doubt that WA’s high rate of
vaccination helped to flatten the curve of
predicted infections when the state’s borders
opened.

The model is still being updated daily and can be
quickly adapted to any future outbreaks of the
disease in WA.
In another project, a team led by Professor Nick
Golding went door-to-door across Perth’s suburbs,
in search of undetected COVID-19 infections on
behalf of the WA Health Department.
The study used a non-invasive mouth swab to take
samples from almost 400 volunteers at their homes
across two weekends in late March, as cases
started to peak.
Surprisingly, the swabbing campaign did not
find any undetected cases of COVID-19, which
boosted confidence in WA’s robust testing
regime and gave health decision makers a better
understanding of the true spread of the virus in
Perth.
Professor Golding was also a key contributor to
COVID-19 modelling commissioned by the Federal
Health Department, led by the Doherty Institute.
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The Wesfarmers Centre of Vaccines and Infectious
Diseases at Telethon Kids Institute played a
leading role in advising, assessing, and supporting
the vaccine roll-out, and will help to shape what
comes next.
The PICOBOO trial, led by Professor Peter
Richmond and Dr Charlie McLeod from the
Wesfarmers Centre, The University of Western
Australia and Perth Children’s Hospital, is an
innovative, adaptive platform trial examining
Australia’s COVID-19 booster program to
determine which combination of vaccines give
the best protection, and who is likely to need an
annual booster, like the influenza vaccine. The trial
is also designed to be able include new vaccines
as they come along – particularly those that have
been designed against the new Omicron variants
of concern.
Professor Richmond is also leading the COVALIA
study, trialling the use of needle-free vaccines
for COVID-19, and is involved in a national
collaboration looking at children’s level of
immunity and exposure to COVID-19.
Measuring the public’s attitudes to COVID-19
vaccination is a crucial part of supporting the

Professor Kollmann together with Wal-Yan
Respiratory Research Centre Director, Professor
Stephen Stick are leading an international team
examining the potential of the drug Interferon to
reduce the spread and severity of COVID-19. The
CONCORD trial has shown some promising results
about Interferon’s ability to reduce transmission
of the disease among household contacts. The
analysis will be published later this year.

THE ADVOCACY
Telethon Kids Institute became a trusted source
of information for families as the Omicron wave
reached WA in early 2022.

information based on peer-reviewed science.
Our infectious diseases specialists, including
Professor Carapetis, Professor Richmond, Professor
Blyth and Associate Professor Asha Bowen, spent
countless hours undertaking media interviews to
answer questions, share advice and spread key
public health messages, and the Institute hosted
several public online forums on COVID-19 to
address key questions from the community.
The Institute advocated for schools to remain
open during the outbreak, based on robust
evidence that the best place for children to learn
is at school.
Behind the scenes, our researchers sit on advisory
boards including the Australian Technical
Advisory Group on Immunisation (ATAGI), the
WA Vaccine Safety Advisory Committee, and
National COVID-19 Health and Research Advisory
Committee (NCHRAC) to drive policy decisions
and provide accurate and helpful public
information.
The Institute’s Perioperative Medicine Team, led
by Perth Children’s Hospital Anaesthetist Professor
Britta Regli-von Ungern-Sternberg, was one of the
initiators of a significant international collaboration
to assess the outcomes of children with COVID-19
who were undergoing general anaesthetic,
finding there was a greater risk of low oxygen
levels (hypoxemia) during airway management.
Professor Regli-von Ungern-Sternberg’s team also
conducted a major review of Personal Protective
Equipment (PPE) for healthcare workers, finding
many women faced significant challenges with
ill-fitting N95 masks and sparking an increased
global conversation about gender inequalities
in PPE. The team also performed two audits into
the protection of staff, which highlighted the
importance of appropriate N95 mask fit-testing to
ensure staff safety.

Our team of infectious disease experts, led by the
Director of the Wesfarmers Centre of Vaccines
and Infectious Diseases, Professor Chris Blyth,
developed a suite of accessible resources to help
parents, carers,
teachers and the community
navigate the outbreak.
This included fact sheets on vaccines, maskwearing, how to care for a child with COVID-19,
and advice on how to protect your household
from the virus, as well as regular video updates
from our experts, who tackled issues surrounding
COVID-19 as they developed.
These resources were shared through hospitals,
schools and the WA Department of Education,
providing the public with digestible, trusted
IMPACT REPORT 2022
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OUR RESEARCH
AT A GLANCE

ADVANCING
KNOWLEDGE

Advancing knowledge refers to measures of research quality,
activity, and outreach. This includes collaboration with other
researchers, consumers and community, clinicians, health
services, government, industry and not-for-profit organisations;
sharing data and materials; and communicating with different
audiences through various channels.

We are actively collaborating with colleagues and organisations around the world in a united
effort to discover more about child health and development. Some of our collaborations include:

NORTH AMERICA

2021

• Centers for Disease Control
and Prevention
• Cincinnati Children’s Hospital
and Children’s National Health
Centre (Washington DC)
• Georgetown University
• Harvard University
• John Hopkins University
• McMaster University
• St Jude Children’s Hospital
• Stanford University
• University of Alberta
• University of British Columbia
• University of Toronto
• Yale University

AFRICA
•
•
•
•

Amazing Minds Africa
Bandim Health Project
Ethiopia Public Health Institute
National Malaria Control
Program Ghana and
President’s Malaria Initiative
Ghana
• Kenya Medical Research
Institute
• Uganda Heart Institute
• University of Cape Town

EUROPE

• Cambridge University
• Children’s University
Hospital Zagreb
• Hopp Children’s Cancer
Center Heidelberg
• Imperial College London
• Oxford University
• Swansea University
• University College London
• University Medical Centre
Utrecht
• University of Geneva
• University of Gothenburg
• University of Vienna
• World Health Organization

ASIA

• Duke-NUS Graduate Medical
School Singapore
• Hong Kong University
• International Vaccine
Institute
• Mahidol University
• Papua New Guinea Institute
of Medical Research
• RIKEN
• Serum Institute of India
• Shenzhen Children’s Hospital
• Sidra Medical and Research
Centre
• University of Haifa
• Waseda University

AUSTRALIA and
NEW ZEALAND
•
•
•
•
•
•

SOUTH AMERICA

The National Health and Medical Research Council defines research impact as the verifiable
outcomes that research makes to knowledge, health, the economy and/or society. Impact is
the effect of the research after it has been adopted, adapted for use, or used to inform further
research.
In 2021, the Australian Association of Medical Research Institutes (AAMRI) – of which we are a
member – launched their Research Impact Framework. The standardised framework enables
Australian medical research institutes to measure the impact of their research and its contribution
towards knowledge, society, health and the economy. It also provides a common language for
communicating the impacts of medical research.
We have aligned our metrics to the AAMRI Research Impact Framework and customised them
to demonstrate our Institute’s progress towards impact or having achieved impact. Many of our
research impact outcomes are told in the case studies featured in this report.
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•
•
•
•

• Universidade Federal do
Rio Grande do Norte
• Universidade Federal do
Rio Grande do Sul
• Pontificia Universidad
Católica de Chile
• University of São Paulo

•
Selected collaborations named

•
•

Black Dog Institute
Cancer Council Australia
CSIRO
Harry Perkins Institute of
Medical Research
Menzies School of Health
Research
Murdoch Children’s Research
Institute
Monash University
Otago University
SAHMRI
The Peter Doherty Institute for
Infection and Immunity
The Children’s Hospital at
Westmead
University of Auckland
University of Wellington

74%

of our research projects
have active consumer and
community involvement
This includes hundreds of people working with us as
advisory group members, document reviewers, research
buddies and committee members. We also had strong
involvement and engagement with Aboriginal Elders and
community members working across many projects and as
key representatives on steering groups and committees.

Commissioned reports
In 2021, we provided
commissioned reports to
government on topics such as:
• Mental health
• COVID-19
• Built environments
• Nutrition
IMPACT REPORT 2022
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We share and publish our findings, ensuring our knowledge
benefits child health and development researchers worldwide.

CAPACITY
BUILDING

506
articles
93
reviews

TOTAL
PUBLICATIONS
IN 2021

30
letters
27
editorials

656

52% of these

articles have a Telethon
Kids researcher as first
or senior author.

In 2021,
we had

233
students

Research capacity building refers to developing
researchers and research infrastructure.

Honours

49

Masters

24

MD

7

PhD

153

Enrolled through:
Curtin University
Edith Cowan University
Murdoch University
The University of Western Australia
University of Notre Dame Australia
Other

43
2
7
170
4
7

Source: Clarivate Incites

88
Scientists around the world use our work on child health and
development to advance their knowledge and research
27,708

5,258

2012

7,723

2013

10,960

2014

13,553

2015

16,062

2016

17,913

2017

18,964

2018

20,490

2019

22,196

2020

TOTAL number of articles cited each year
Citation refers to a quotation or reference of our work in a
scientific article written by other researchers around the world

Source: Scopus

2021

In 2021,
104
of our articles
had a CNCI
greater than
2
CNCI is a valuable and
unbiased indicator of
impact irrespective
of age, subject focus,
or document type.
Therefore, it allows
comparisons between
entities of different sizes
and different subject
mixes. A CNCI value of 1
represents performance
at par with world
average. A CNCI value
of 2 is considered twice
the world average.
Source: Clarivate Incites

Over the past 5 years
PhD STUDENTS have successfully obtained their DOCTORATE

We join with others in large national and international collaborative
networks to improve the lives of children in key areas:

Strep A
Vaccine Global
Consortium
(SAVAC)

COllaborative
Network for
NEuro-oncology
Clinical Trials
(CONNECT)

Canada-Australia
FASD Research
Network

Human Capital
and Economic
Opportunity
Global Working
Group

SeqNextGen

Austraian Early
Psychosis
Collaborative
Consortium

International
Network of
Dietitians
(INDANA)

Emerging
Minds

The Cooperative
Research Centre
for Living with
Autism

The Artificial
Pancreas
Consortium

Australian &
New Zealand
Children’s
Haematology &
Oncology
Group

TSANZ
Occupational
Environmental
Lung Disease
Working
Group

Australian
Childhood
Immunisation
Register

Performace in
Exercise and
Knoweldge
(PEAK)
Consortium

Single Cell
Sequencing
Consortium

Centre for
Food Allergy
Research

Functional
Annotation of
the Mammalian
Genome
(FANTOM)

Malaria
Modelling
Consortium

Selected networks named

Our researchers
are regarded
as international
leaders in their field

25

of our
RESEARCHERS

have a Scopus H-index* GREATER than

We’re helping to build the capacity of the medical research sector in WA by sharing
our state-of-the-art facilities, equipment, technology and expertise

40

*H-index of 40 is proposed to characterise outstanding scientists likely to be found only at the
top universities or major research laboratories (Hirsch 2005 PNAS) Source: Scopus
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Researchers from
external organisations use our equipment and access our
technical expertise including in radiotherapy, microscopy, imaging, molecular
biology and flow cytometry for a range of projects in cancer, respiratory health,
immunology, drug development, COVID, regenerative medicine and epigenomics.
IMPACT REPORT 2022
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INFORMING
DECISION
MAKING

Informing decision making refers to decisions
about health and healthcare, including public
health and social care, decisions about future
research investment, and decisions by the public.

HEALTH,
ECONOMIC AND
SOCIAL IMPACTS

We have partnerships with organisations to help action change
to make a difference for children

We partner with
pharmaceutical
companies
worldwide including
with top companies
in the industry

GlaxoSmithKline
Jansen
Merck, Sharp &
Dohme (Australia)
Moderna
Novotech
Pfizer
Roche
Sanofi Pasteur
Medtronic

COVID-19
vaccines

Nutrition

Respiratory
Syncytial Virus

We provide our
expertise to inform
work on
child health,
Obesity
wellbeing and
development

50

50
38

clinical trials and
We partner with more than
non-government organisations in
the areas of health, early childhood,
mental health, disability and parenting.

80

with influence at the state,
national and international level
NATIONAL

94
INTERNATIONAL

146
99
STATE

In 2021, we contributed to*:

Mental
health

COVID-19
modelling

Operational guidance: Acceptance and uptake of
COVID-19 vaccines, January 2021. Copenhagen,
WHO Regional Office for Europe, 2021.
Introduction to the updated Australian and New
Zealand consensus guidelines for the management
of invasive fungal disease and use of antifungal
agents in the haematology/oncology setting, 2021
Otitis media guidelines for Australian Aboriginal
and Torres Strait Islander children: summary of
recommendations
Built Environments and Child Health:
A Policy Review
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In 2021, we ran

Child Disability

Perioperative Medicine

Autism

Infectious Disease

Youth Mental Health

Strep A and Rheumatic
Heart Disease

Diabetes

non-clinical trials
in these areas

Respiratory Health

*Selected examples named

Vaccines
Neonatal Health

We’ve developed tools and products that can be used in
the community and by researchers, including*:
EPIC:
AI-driven
automated
cell migration
tracking
software

RAINBOW tool
for ALI cell
culture timelapse image
analysis

Play Active
Early Childhood
Education and
Care Physical
Envrionment
Checklist

AERIAL
(Airway Epithelium
Respiratory Illnesses
and Allergy)
Temperature
Tracker App

Our research drives real-world changes through
contributions to guidelines, policy and practice

Meningococcal Pneumococcal
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Our clinical researchers are working to discover and trial
new interventions to improve the health of children.

We partner with more than
local, state and federal government
agencies and departments in the
areas of health, education, justice, mental
health and communities

Our researchers
82 Committees or Councils
are actively
involved in
22 Boards
external decisionmaking groups that
are working towards
117 on Advisory Groups
improving the lives of
children and families by
127 Other
being involved in:

Health impacts refer to improvements in health status,
determinants of health including individual risk factors
and environmental determinants, and the health system.
Economic impacts refer to commercialisation, reducing
healthcare costs and socio-economic benefits. Social
impacts refer to improvements in the health of society,
including the welfare and wellbeing of the end users of
research and the community.

Our research has direct commercial relevance,
which we protect to ensure that the inventions
have the potential to make it to the clinic

IMPACT
PRACTICES

National Guideline
for the Assessment
and Diagnosis of
Autism Spectrum
Disorders - RACGP
On-demand
Webinar
*Selected examples named

20
3

active
patents
spin-out
companies

Impact practices promote the translation of research into impacts. Applying
knowledge to make a difference is something we actively encourage at
the Institute, and we provide support to our researchers to allow them to
do this. These supports include funding for discovery research, excellence
awards and training programs. We have in-house teams with expertise
in commercialisation, community engagement, government relations,
Aboriginal engagement and communications, who support researchers to
translate their findings to make real-world change.
IMPACT REPORT 2022
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TRANSLATION
THIS RESEARCH HAS BEEN ACTIVELY
TRANSLATED INTO POLICY OR PRACTICE
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Making global connections

Elegant mathematical tool could
spell the difference for kids globally
A powerful data tool developed by international
child development researcher Professor Sally
Brinkman and former research assistant Tom
Brown – now studying at Harvard on a full
scholarship – could improve early childhood
support for children around the world after being
launched in Dubai this year. Created for UNESCO,
the Holistic Early Childhood Development Index
is part of the growing web of global work being
undertaken by Telethon Kids Institute researchers.
When Professor Sally Brinkman travelled to
Indonesia in the mid-2000s to undertake her first
international development collaboration with the
World Bank, it was only the second time she had
ever left Australia.

The work with UNESCO and the World Bank has put Professor
Brinkman into close contact with key movers and shakers
from countries all over the world, paving the way for further
collaborations.

Professor Sally Brinkman
Sally with delegates in Dubai, 2022

“I grew up relatively poor myself, so international
travel wasn’t part of my life experience,” Professor
Brinkman said.

In March this year, Professor Brinkman and UNESCO
jointly launched the Holistic Early Childhood
Development Index (HECDI), with
a companion manual, at a meeting in Dubai
attended by senior policymakers and finance and
education ministers from more than 70 countries.
The meeting was hosted by global philanthropic
organisation Dubai Cares, a key partner in
the work.

“But being exposed to such different cultures and
levels of poverty, and understanding the context
in which children are raised in such different
circumstances, that really spoke to me.”

“The aim of the HECDI is to help countries quantify
factors which influence children’s learning
environments, such as health, nutrition, child and
social welfare,” Professor Brinkman said.

In the almost 20 years since that trip, Professor
Brinkman has left the country more times than she
can count, visiting nations across the globe to
explore how her research can help governments
better support children and families through
improved early childhood education, care and
development (ECD) services.

The index allows countries to compute an indicator
even if they are missing data on some factors, for
example, disability or domestic violence. It also
applies a unique method of averaging to help
create a more meaningful league table.

Much of her work centres around a series of human
capability indexes she has developed to help
countries rate their current ECD performance,
identify what they could do differently, and
evaluate whether interventions they then
implement are making a difference.
In 2017 Professor Brinkman was asked by UNESCO
– the United Nations Educational, Scientific and
Cultural Organization – to develop an index that
could help UN Member States assess their progress
against Sustainable Development Goal 4.2.
The goal, one of 17 set in 2015 by the UN General
Assembly, seeks to ensure that by 2030 all girls and
boys have access to quality early childhood
development, care and pre-primary education so
they are ready for primary education.
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“But it’s also an opportunity for me to understand the needs
of the different countries – the different challenges they
face and what supports they may need.”
As difficult as it can be to work with countries whose
political imperatives can change in the blink of an eye
– as governments and individuals rise and fall – Professor
Brinkman finds the work deeply rewarding.

Ministers from Chad, Dubai, Cameron,
Eswatini, South Sudan along with the
UNESCO-IBE director Dr Yao Ydo, the CEO
of Dubai Cares, and the CEO of Green
Leaves Education Foundation

“For those in the maths field, it
would probably be classified as
quite elegant as far as indexes go.
It’s a nice little computation that’s
still relatively simple for countries
to use,” Professor Brinkman said.
The goal is for the HECDI to be used by all 193 UN
Member States to help them measure their support
for children. Chad, Eswatini and the Seychelles
have already expressed interest.
“The ultimate aim is to ensure every child can
access efficient, coordinated early care and
education in a way that sets them up to thrive
throughout life,” Professor Brinkman said.

“It’s just immediate contact at ministerial
level for literally every single country in
the world, so it’s an opportunity to develop
really strategic, important networks that
then enable me to build the research
agenda in terms of international child
development,” she said.

“Clearly my own experiences growing up aren’t the same
as the families in the countries where I’m working – many
of them have completely different levels of poverty – but I
do understand that if you have that base level of universal
support, with targeted strategies on top of that, it’s going
to help parents and communities better support their
children,” Professor Brinkman said.
“I know from my own experience that the right kind of
support at the right time in a child’s life can make all the
difference – that’s what really drives me.”

► Professor Brinkman is in talks with UNESCO about

following up with Chad, Eswatini and the Seychelles,
after they expressed interest in the HECDI.
Sally with delegates in Dubai, 2022

Professor Brinkman is Program
Head of International Child
Development and Head of the
Child Health, Development
and Education Team at
Telethon Kids Institute, based
at the Fraser Mustard Centre
in Adelaide. She is supported
by an NHMRC Career
Development Fellowship.

► Professor Brinkman will fly to Bulgaria, where she is

already supporting a major charitable foundation’s work
with the country’s high Roma population, to help advise
on how they can best support the millions of refugees
flocking into their own and surrounding countries from
Ukraine – including young families with traumatised
young children. A group of about 10 international
experts including Professor Brinkman will form a think
tank to help the foundation identify key challenges and
work out the most sensible use of their money.
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Redefining the future
for kids in Tajikistan

critical part in helping the country secure a US
$73 million loan from the World Bank. The loan
will help to increase take-up of a basic package
of health and preschool education services for
children aged 0–6 years, as part of the wider Build
Tajikistan’s Human Capital Project.
In support of the loan bid, the eHCI was used
to take a snapshot of Tajikistani children’s
holistic development and readiness for primary
education, and provide ideas for useful
interventions and what is needed to implement
them. Professor Brinkman and PhD student Alanna
Sincovich flew to Tajikistan in 2019 to train dozens
of fieldworkers to collect data using the index. The
loan was granted in 2020 and – after some delays
due to COVID – the preschool project is now
under way.

“A big part of my work in
countries like Tajikistan is defining
and quantifying the problem in
the first place, and then using
those numbers for advocacy and
to work with donors to bring in
the cash to the project,” Professor
Brinkman said.
A fieldworker collects data for the eHCI in Tajikistan

The rugged, landlocked Central Asian country of Tajikistan is the latest nation to obtain
vital funding to help shape its children’s future, thanks to human capability work being
led by Professor Sally Brinkman.
In September 1991 – after more than 120
years of Russian control – Tajikistan declared
independence following the collapse of the
Soviet Union.
Almost immediately, the new nation plunged into
a five-year civil war that exacerbated its already
poor economy, employment and living conditions
and left the country in an almost complete state
of devastation.
The pre-primary sector was one of many to be
decimated. Countless preschool buildings were
demolished and abandoned during the conflict.
The post-war government, its hands tied by tight
budgets, effectively deprioritised the sector while
it focused on other aspects of recovery – leaving
the country underprepared for the population
boom that was to follow.
Throughout the 1990s and early 2000s Tajikistan’s
birth rate exploded. The country is now in the
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“We then help them keep track of the projects
and whether they’re delivering the intended
results. In Tajikistan, we’ll redo the eHCI in three
years’ time to see what changes might have
occurred.”
Professor Brinkman said that given the
overwhelmingly young population in Tajikistan, the

country now has a unique opportunity to improve
its future by investing in young people.

“Tajikistan has a wonderful
chance to change its growth and
development trajectory,” she said.
“We know from the evidence
that the best way to do that is
by investing in ECD, including by
improving child health, cognitive
and psychosocial development,
and access to and quality of
education.
“Quality ECD investments pay high economic and
social dividends. The project being funded by this
World Bank loan is going to enable Tajikistan to
really focus on that early childhood demographic
and help lead to happier, healthier kids – which
will in turn lead to a more educated, productive
population in the future.”

top 25 per cent of the world’s fastest growing
populations, with 17 per cent of the 9.5 millionstrong Tajik population under the age of 6 and
one in three aged under 15. The number of
children aged 0–9 is expected to rise by nearly 23
per cent by 2025.
The parlous state of the preschool sector,
however, has meant there are few places to
send these children to support their social and
emotional wellbeing and prepare them for
primary education.
For the past three years, Professor Sally Brinkman
has been working with the government and World
Bank in Tajikistan to help revive the focus on early
childhood development and education.
The Early Human Capability Index (eHCI) she
developed – a measure which helps countries
quantify strengths and weaknesses in early
childhood development (ECD) – has played a

Fieldworkers learning how to collect eHCI data
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How a simple treatment is helping to
give premature bubs a better start
Coconut oil has been used on premature babies at King Edward Memorial Hospital since
2017 to help fight off deadly infections. Now, Telethon Kids Institute researchers are hoping
to prove it is effective for a range of other conditions – from eczema to burn injuries.

“Preliminary lab research has
shown that coconut oil is active
against bacteria that colonises
the skin and causes some of these
problems in burns, and that it’s
helpful with skin healing,” Dr Strunk
said.

“You can imagine, having a child with a chronic
condition, it’s always nice to have something that’s
safe and simple which also intuitively makes sense,”
he said.
“It’s very important for us to do the hard
underlying scientific work and put it on a solid
footing.”

Another surprising potential use for coconut oil
is to ease the suffering of children undergoing
chemotherapy.
“A common side effect from chemo is mouth
ulcers that are painful and bacteria may gain
access to and cause serious infections,” Dr Strunk
said. “So we’re doing a small pilot study where the
child uses a coconut oil mouthwash several times
a day.”
Not surprisingly, there are also high hopes that
coconut oil could be used to treat skin conditions
like eczema.
Dr Strunk is collaborating with colleagues from
the Child and Adolescent Health Service and
in the Telethon Kids Institute’s Immunology and
Allergy team to conduct a trial to see if using this
safe, natural oil on top of standard steroid-based
treatments leads to better results.

It’s a beautifully simple concept: using high-quality
coconut oil on the skin of extremely premature
babies to stop bacteria from entering their bodies
through their fragile skin.
A pilot study at King Edward Memorial Hospital
showed such excellent results that coconut oil was
swiftly adopted as a standard treatment offered to
all babies being cared for in the Neonatal Intensive
Care Unit (NICU).
Clinical Professor Tobias Strunk – who is head of
the Neonatal Infection and Immunity team the
Wesfarmers Centre of Vaccines and Infectious
Diseases, based at Telethon Kids Institute, and a
consultant neonatologist at King Edward Memorial
Hospital – has now rolled out a large-scale clinical
trial of the intervention, known as COSI-2, to NICUs
across Australia and New Zealand.

► Dr Strunk and the Neonatal and Infection and

Immunity team are working to develop a coconut
oil product that meets the stringent criteria of the
Therapeutic Goods Administration.

The pilot study (COSI-1) was funded by the
Women’s and Infants’ Research Foundation,
while the COSI-2 trial is being supported by
the Thrasher Research Fund. Laboratory work
is supported by the Wesfarmers Centre of
Vaccines and Infectious Diseases.

Meanwhile, the incredible results from the pilot have
sparked a question in the minds of the research
team: what else could coconut oil be used for?
“It’s not only a really good emollient that hydrates
the skin well, but it also has anti-microbial and
anti-inflammatory actions, particularly relating to
bacteria that are commonly found on the skin,”
Professor Strunk said.
Dr Strunk’s enthusiasm for coconut oil soon
sparked a conversation with renowned burns
surgeon and Telethon Kids Institute Honorary
Fellow, Professor Fiona Wood, leading to the
development of a trial using coconut oil on the
skin of children with burn injuries who need a skin
graft. The idea is to help protect both the burn site
and the graft site from infection.
Clinical Professor Tobias Strunk in the NICU at KEMH
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Helping to create safe spaces for
young LGBTQA+ Aboriginal people
A first-of-its-kind project examining the mental health and wellbeing of young Aboriginal
and Torres Strait Islander LGBTQA+ people is working to educate healthcare service
providers to create safe spaces for marginalised young people. The Walkern Katatdjin
(Rainbow Knowledge) project has produced a suite of resources to help services become
more inclusive.
Young Aboriginal LGBTQA+ people face some
significant challenges. Support services designed
to support queer and gender diverse young
people may not be culturally safe, and on the
flipside, services that support young Aboriginal
people may not be equipped to support their
sexual or gender identities.

events, like the 2022 federal election when
transgender athletes became part of the bruising
political dialogue.

This disconnect is what prompted the Walkern
Katatdjin project – a comprehensive, Aboriginalled collaboration between Telethon Kids Institute,
the Kulbardi Aboriginal Centre (Murdoch
University) and Kurongkurl Katitjin (Edith Cowan
University).
The research team, led by Noongar woman Dr
Bep Uink, has conducted interviews and yarning
groups with young LGBTQA+ Aboriginal people.
The team has developed a series of fact-sheet
infographics and fact sheets aimed at health and
community services and the broader public.
They include topics like “How to show you’re
OK with the LGBTQA” and “Yarning with young
people about sexuality and gender”, and
are regularly updated in response to major

Telethon Kids Institute researcher and queer
Yamatji woman Shakara Liddelow-Hunt said the
value of the fact sheets was that they came
directly from need identified by the community.
“They identified the need in a particular area
and the resources are our response to that,” Ms
Liddelow-Hunt said.
“Having the resources specifically for Aboriginal
LGBTQA+ people was really important because
a lot of young people said they never saw that.
They didn’t see their identities being represented
in that way in the GP clinic, for example. So that in
itself was powerful.”
A nationwide survey is
underway to gauge the
strengths and challenges
faced by young Aboriginal
LGBTQA+ people, building on
earlier work by the research
team which identified seven
key areas impacting their
wellbeing.
The study found young people
were incredibly proud of both
their LGBTQA+ identity and their
Aboriginal identity but felt more
work was needed to increase
representation and inclusion.

Bep Uink

Shakara Liddelow-Hunt

► The Walkern Katatdjin

project’s nationwide survey
will form the basis of a new
intervention to better prepare
healthcare and community
workers to support sexually and
gender diverse young people in
their communities.
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The Walkern Katatdjin
project is funded by
the National Health and
Medical Research Council.
*Please note that queer is a
historically derogatory term that has
been reclaimed, but may be offensive
to some and should be used with
caution. Unless someone specifically
identified their sexuality/gender as
queer, it is not appropriate to use in
professional settings.

Dr Bep Uink’s
work is generously
supported by Perth
philanthropist, Tony Chong,
who has a deep commitment
to supporting young people
in minority groups. Dr Uink
is the inaugural recipient of
the Tony Chong Award at
Telethon Kids Institute.

New suicide prevention guidelines
point the way to better care for
LGBTQA+ young people
Micro-encounters like going to a medical appointment make up the fabric of our lives,
and for young LGBTQA+ people they can be fraught. With statistics showing young
LGBTQA+ people are at a significantly greater risk of suicide and self-harm, Telethon
Kids Institute has developed best-practice suicide prevention guidelines for health
professionals and community service providers to help them create safe spaces for
LGBTQA+ young people.
Sometimes, it’s the simple things that make a
big impact, and for young LGBTQA+ people
accessing mental health, medical or support
services, that is especially true.
Simple things like being called by your chosen
name, having access to a gender-neutral
bathroom, or signs of non-judgemental
acceptance of sexual diversity can make or
break that young person’s engagement with a
service.
Throughout Dr Yael Perry’s extensive work with
LGBTQA+ young people, it became painfully
apparent how many services were getting it
wrong.
“I think there are a lot of medical and service
providers who want to do better in this area,” Dr
Perry said.

“Most people coming through
their training as a GP or
psychologist or a youth worker
don’t get very much exposure
to training around LGBTQA+
identities or health, so they are
often very poorly equipped.
“Ten per cent of young people
identify as LGBTQA+, so for
anyone who works with young
people, this knowledge is vital.”
This lack of understanding, and its ability to cause
real-world harm to marginalised young people,
prompted the development of an extensive set
of guidelines for care providers.
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“It’s just a layer of extra anxiety.
If you go with your partner to an
appointment, will they assume
they are your friend? Or if you’re a
trans person, will they misgender
you or not respect your gender? It
adds an extra layer of stress to an
already stressful situation.”
Keeping LGBTQA+ young people engaged with
services can literally be a matter of life and death.
One in three young LGBTQA+ people have
attempted suicide, and for trans young people,
it’s one in two.
“We know that the cause of their elevated
mental health difficulties is not their identity, it’s
other people’s response to their identity – it’s the
stigma, the discrimination, and the systemic lack
of inclusion,” Dr Perry said.

The guidelines, aimed at everyone from GPs,
nurses and mental health workers to dentists,
teachers and police officers, provide some of the
most practical advice available for engaging
with young LGBTQA+ people, as well as specific
recommendations for assessing and supporting
LGBTQA+ young people presenting with suicidal
thoughts or behaviour.

community service and/or research professionals,
the other, young LGBTQA+ people with lived
experience of suicidal thoughts or behaviour.

The guidelines were developed with input from
two expert panels – one made up of clinical and
community service and/or research professionals,
the other, young LGBTQA+ people with lived
experience of suicidal thoughts or behaviour.

“For example: understanding why it’s important
to have gender neutral bathrooms, giving people
the opportunity to choose the name they want
on their file even if it’s not their legal name, asking
if they want their family or their chosen family
involved:

“Inclusive practice can make so much difference
to so many people, even just by changing some
administrative practices as a starting point,” Dr Perry
said.
The guidelines, aimed at everyone from GPs,
nurses and mental health workers to dentists,
teachers and police officers, provide some of the
most practical advice available for engaging
with young LGBTQA+ people, as well as specific
recommendations for assessing and supporting
LGBTQA+ young people presenting with suicidal
thoughts or behaviour.
The guidelines were developed with input from
two expert panels – one made up of clinical and
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“Inclusive practice can make so much difference
to so many people, even just by changing some
administrative practices as a starting point,” Dr Perry
said.

“There are some really basic practices that a lot
of people just don’t know about, so we’re hoping
that that will be used by clinical services, but also
trickle out into other parts of the community.”
Trans woman Dawn Keil, 27, who was part of
the Youth Advisory Group that helped develop
the guidelines, said having care providers who
understood LGBTQA+ issues could make a world
of difference.
“When you’re seeking out support services, you’re
already stressed, and it may not even be related
to your identity as a queer person,” she said.

“So partly what we’re trying to do with these
guidelines is address those systems-level
approaches to young people so they feel
welcome in healthcare and community settings,
and they can have tailored care in the same
services that other young people have access to.”

The comprehensive guidelines and detailed
additional support resources will be shared with
thousands of healthcare and community service
providers nationwide, with the hope it will lead to
real-life changes in practice.

“Putting a rainbow flag out the
front of your service but not
knowing the difference between
gender and sexuality is not
enough,” Dr Perry said.
“There needs to be meaningful
understanding of the experiences
and not just visible support.”
For Dawn Keil, change can’t come soon enough.
“Every trans young person nowadays knows about
the statistics for suicide and poor mental health for
trans youth and it’s something that’s very keenly
felt in the community,” she said.
“Sometimes these spaces can be the first place
young LGBTQ+ people experience acceptance
by broader society, so getting that right can have
a profoundly positive impact.”

This project was supported by a
Cockell Research Collaboration
Award from the Raine Foundation,
and the AMP Foundation.
Dr Yael Perry was supported by
the Giorgetta Charity Fund

Oliver Vincent Reyes
(he/him) is an LGBTQA+
young creative and
designer based in
Sydney and the
Central Coast. Oliver
has kindly contributed
the illustrations
within the guidelines
and is available for
commission work.
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Research supports an innovative
suicide prevention program

A series of suicides among young
people south of Perth in 2016 sparked
a major overhaul of how support is
offered to the people left behind after
someone takes their own life. Telethon
Kids Institute suicide prevention,
Dr Nicole Hill, was called upon to
evaluate the innovative local response.
When someone takes their own life, it has a
ripple effect on everyone around them that can
sometimes be more like a tsunami. Everyone in
that person’s life is swamped by the grief and
shock – parents, siblings, friends, teachers and the
wider community.
But often, the people left grieving only get support
when they seek it out themselves. Many fall
through the cracks.

It is this gap in services in the aftermath of a suicide
that is thought to contribute to ‘suicide clusters’ –
where suicide is almost contagious. People who
lose a loved one through suicide have a three-fold
greater risk of suicide themselves.
When the Peel and Rockingham-Kwinana (PaRK)
region, south of Perth, experienced a significant
suicide cluster in 2016, local services knew it was
time to act.
“We were seeing very quickly some linkage
between the young people that were dying and
that really led us to get together and work out
what the hell was going on,” according to Steve
Batson, chair of the PaRK Steering Group.

“Very quickly we became aware of
what we didn’t know and started
looking for ways to better identify
and support people who are
impacted by a suicide.”
The result is what is now known as the Primary
Care Navigator (PCN) model.
When WA Police respond to a suspected suicide
in the PaRK region, they ask the next-of-kin and
any witnesses if they consent to their information
being shared with support services.
If they do consent, that triggers a response led
by the Primary Care Navigator, to determine
who else in the person’s wider circle could be
vulnerable after their death. This can include work
colleagues, school friends, sporting team-mates
and extended family. Those people are then
offered appropriate support from government
agencies and non-government organisations
like Anglicare WA, and specialist postvention
counselling services such as CYPRESS (Children
& Young People Responsive Suicide Support)
and ARBOR (Active Response Bereavement
Outreach).
In 2021, the Youth Mental Health team’s Dr Nicole
Hill was invited to conduct a thorough evaluation
of the PCN model in the PaRK region.

Dr Nicole Hill
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Dr Hill is an Australian leader in youth suicide
prevention research whose expertise led to
her being invited last year to co-chair the
International Association for Suicide Prevention’s
special interest group on suicide clusters and

contagion. Among other world-first outcomes,
her research has provided irrefutable evidence
of the existence of suicide clusters and suicide
contagion, quantifying the level of risk and
shifting the focus from questioning whether these
phenomena are real, towards how to respond to
and prevent them.
After interviewing police officers, support services
and people who were bereaved by suicide, one
of Dr Hill’s key PCN evaluation findings was that
people impacted by suicide wanted to speak to
other people with the same experiences.
This led to the establishment of the first
peer support program for people with lived
experience of suicide in the PaRK region, Peer
CARE Connect, implemented by Roses in the
Ocean.
“We found through this process that
people want to speak to someone who has
experienced suicide themselves,” Dr Hill said.
“They want to talk to other parents or spouses
who understand the guilt and shame associated
with suicide.”
Dr Hill said the active offer of support, rather
than leaving it to a bereaved person to seek out
help, makes the model used in the PaRK region
uniquely effective.
Anglicare WA’s Project Officer for Suicide
Prevention and Postvention, Andrew Lillywhite,
said active support was crucial after a suicide.
“It really acknowledges that simply handing a
brochure over to someone and leaving them
to navigate all of this on their own isn’t enough.
So this approach acts as a circuit-breaker for
prolonged suffering,” Mr Lillywhite said.
The PCN model also mobilises a suite of practical
support networks to help loved ones after a
suicide – including food deliveries, help with
organising finances and even cleaning services.

Dr Hill said these practical things could have a
big impact on reducing the traumatic burden
after a suicide.

“When someone has a loved one
die by suicide, it’s like a bomb
going off in their world. There are
so many logistical things they
have to manage while dealing
with their grief,” she said.
Dr Hill’s thorough, evidence-based evaluation
has now given Anglicare WA the confidence to
advocate for the same model of post-suicide
care to other parts of WA, complementing the
organisation’s world-leading suicide support
services.
“The postvention area is new, and this is brave
work, so to have Nicole’s evaluation to solidify
that this is evidence-based work is a huge boost
in confidence,” Mr Lillywhite said.
“When we advocate for this to be implemented
elsewhere, we have the evidence to formalise
the success of what we do.”

► Dr Hill is now conducting a similar

evaluation of Roses in the Ocean’s
Peer CARE connect program, the peersupport group for people impacted by
suicide in the PaRK region.
Dr Nicole Hill is supported by the
Forrest Foundation as a Forrest
Prospect Fellow. She has project
funding from Mineral Resources
and Roses in the Ocean.
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It takes a village: how the CRE helped
shape FASD policy and practice
Fetal Alcohol Spectrum Disorder (FASD) is a diagnostic term
for severe neurodevelopmental impairments that result from
brain damage caused by alcohol exposure before birth. As a
major nationwide project to improve the policy architecture and
clinical approaches around drinking during pregnancy draws to a
close, Telethon Kids Institute researchers have worked with communities
to come up with a tangible, practical legacy using the knowledge gained.
After five years, the FASD Research Australia Centre
of Research Excellence – funded by the National
Health and Medical Research Council and based
at Telethon Kids Institute and the University of
Sydney – has come to an end.
A series of comprehensive research projects
carried out across Australia under the CRE has
developed a detailed list of policy and clinical
practice changes aimed at improving the
diagnosis, treatment and prevention of FASD.
But policy change takes time, and for people living
in communities where FASD is occurring, the issue is
time critical.
In partnership with Aboriginal Elders in Port
Hedland, Newman and Roebourne in WA, Telethon
Kids Institute researchers – informed by knowledge
accumulated over the lifetime of the CRE – have
co-designed a series of outreach materials in
traditional language, designed to spread the word
in communities about the risks of drinking during
pregnancy.
“FASD is an ongoing issue and the lesson learned
from the research is that even though there are
clear guidelines from the Health Department in
regard to screening of young pregnant mums,
there are reasons why this just doesn’t happen,”
said Glenn Pearson, Director of Aboriginal
Research at Telethon Kids Institute.
“So the complementary strategy to that is to build
up the services knowledge around FASD, as well
as arming communities with this material that they
can continue to use as part of their overall primary
health care plans.”
The series of posters, flip charts and videos
delivered in-language are a powerful way to get
the message across.
Local Elders feature in the materials, and they are
speaking directly to their communities.
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“This is essential if you want to connect with the
community,” Mr Pearson said.

“Having those messages come
from the Elders and people hearing
their own language coming back
to them makes a significant
difference.
“The Elders play such a vital role in the care
arrangements for their children and their children’s
children.”
Mr Pearson said it was a message not only directed
at mothers.
“It’s not just about loading it all up on the shoulders
of our women who are trying to do the best they
can, it’s about saying to the men, you blokes,
you’ve got to back your woman and if she wants
to stop drinking then you’ve got to get off it too.
Work as a team,” he said.
The resources, currently being finalised, will be
rolled out through local Aboriginal health services.
Mr Pearson is hopeful they will have a meaningful
impact.
“We still need to tell our families that the choices
that we make for all the reasons that we do can
have a lifelong effect on our bubs,” he said.
“If we want to keep our culture strong and keep
our stories being told, we have to make sure we
protect our bubs.”
The development of the materials was
supported through the NHMRC-funded grant
‘Making FASD History in the Pilbara’ and
Warajanga Marnti Warrarnja (Together we
walk on Country) Project, funded by BHP.

The FASD Research
Australia Centre of
Research Excellence
(CRE), which ran from
2016–2021 and was
led by Co-Directors
Professor Carol
Bower at Telethon
Kids Institute in
Perth, and Professor
Elizabeth Elliott at
the University of
Sydney, substantially
built the evidence
base around FASD
and had a significant
impact on advocacy,
policy and practice
during its five years
of operation.

FASD Research Australia CRE investigators from across the country, at an Early and
Mid-Career Researcher Workshop in Sydney, 2019

A key aim of the FASD Research Australia CRE
was to turbo-boost Australian FASD research
and translation of that research into policy and
practice.
Looking back, Co-Director Professor Carol Bower
– who headed the Perth arm of the CRE from the
Telethon Kids Institute – believes the countless
people who worked within and in collaboration
with the CRE over its lifetime more than achieved
this goal.

“I think I can safely say that
over the five years of this CRE
we’ve left a legacy of FASD
research expertise and laid a
solid foundation for a bright
future in FASD research and
research translation in Australia,”
Professor Bower said.
“It’s wonderful to see the continuation and
expansion of research and practice across
the nation now that the CRE has wrapped up.

“The Pilbara FASD project, building on the CRE
and many other sources to work with Elders on
resources, and the Bigiswun Kid Project – a followup of the Lililwan (all the little children) Project –
are great examples.”
Professor Bower said that in addition to the policy
outcomes and increased awareness achieved by
the CRE, she was pleased at how it had helped
to shape a talented pool of young and emerging
researchers.
“I am inordinately proud of the post-doctoral
fellows and PhD students we recruited, supported
and nurtured as part of the CRE, and the national
collaboration of researchers that we established,
and who continue in advancing our FASD
knowledge and practice beyond the life of
the CRE.”
Director of Aboriginal Health at Telethon Kids,
Glenn Pearson – one of many investigators on
projects associated with the CRE – said the Centre
had been a magnificent collaborative endeavour
which had left a deep impression on everyone
involved with it.
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“The champions that were involved in
the CRE were a group of world-class
researchers that were deeply disturbed
by the circumstances of unborn children
in this state, through something that was
completely, 100 per cent preventable,” Mr
Pearson said.
“Without blaming or losing the bigger
picture around the circumstances for
these families, they brought their skills,
their research and their deep thinking to
work with government and communities
at all different levels to change those
circumstances in favour of the children, and
of the unborn kids. I think it’s just amazing.”
Mr Pearson said the multi-disciplinary
program of work undertaken by the CRE
had brought into sharp focus an issue that
had previously struggled to garner either
attention or commitment and investment in
actions to prevent FASD and improve quality
of life.

“Research comes with
responsibility – the CRE is
an example of how research
can’t just be conducted
in and of itself, it comes
with responsibility to do
something meaningful
with it,” he said.
“Thanks to this work FASD is now on the
national agenda.
“Going forward, the national Closing the
Gap agreement, and the early years and
child protection national strategies that
underpin that, potentially augur well for
a more developed and sophisticated
conversation and agreement to action on
a range of issues confronting Aboriginal and
Torres Strait Islander children – particularly
those confronted by the reality of FASD.”

Professor Elizabeth Elliott
and Professor Carol Bower
36 |

TELETHON KIDS INSTITUTE

A paper published in the International
Journal of Population Science in March
this year captured much of the FASD
Research Australia CRE’s impact over
its period of operation. This included:
Filling important knowledge gaps and developing
resources to improve FASD screening, diagnosis,
surveillance and management
►After earlier research by CRE team members
revealed Australian clinicians were unskilled or
unwilling to make a FASD diagnosis and didn’t know
where to refer for assessment or management, the
CRE developed the Australian Guide to the Diagnosis
of FASD, and accompanying training modules.
►The Lililwan Project identified rates of alcohol
use in pregnancy and FASD in remote Aboriginal
communities were among the highest in the world,
and identified almost universal early life trauma,
learning, developmental and behavioural problems.
This led to trials of the Alert program in primary schools
and the community-modified Indigenous Triple-P
program, Jandu Yani U – in turn providing data for
advocacy and further funding.
►The CRE team undertook the Banksia Hill Project,
a ground-breaking study of FASD prevalence in
youth detention which identified the highest known
prevalence of FASD in a corrective setting worldwide
(36%) and found an extraordinarily high level of
neurodevelopmental impairment among sentenced
youth in WA (89%).
► Since this study, neurodevelopmental assessments
are increasingly being requested during Children’s
Court proceedings nationally and the team has
been consulted by other states and territories on how
these assessments could become routine for youth in
detention.
Helping to build workforce capacity to prevent,
identify and manage FASD
►The CRE’s research team advocated for the
inclusion of alcohol screening scores in the WA
Midwives Notification Form and developed a learning
guide for health professionals setting out the how,
why and when of screening women for alcohol
use during pregnancy. This included guidance for
midwives on using the evidence-based screening
tool, Alcohol Use Disorders Identification Test
(AUDIT-C).

►As part of the Banksia Hill Project, Dr Hayley
Passmore pioneered Reframe, a workforce training
intervention to help justice staff better manage and
support young people with neurodisability – since
delivered to more than 400 justice and community
services professionals in WA and the NT.
►Also as a result of the Banksia Hill study,
new information-sharing methods have been
implemented across the WA youth justice system.
Advocating for, involving and communicating
with consumers, community members and other
stakeholders
►To ensure the CRE’s work was relevant and
meaningful, the team established a priority-setting
partnership with consumers and community to
identify the top 10 priorities for FASD research in
Australia. The most urgent priority identified was the
need to change societal views and beliefs about
alcohol use during pregnancy, through a national
public health campaign.
►The team promoted the research priorities in
lobbying and advocacy to government. Paired with
strong lobbying from the Foundation for Alcohol
Research and Education (FARE) and NOFASD
Australia, this led in 2020 to funding for a national
awareness campaign.
►The CRE supported the FASD Hub Australia, which
provides current, high-quality, evidence-based
information about alcohol use, pregnancy and FASD,
including resources on prevention, diagnosis and
treatment in Australia.
Lobbying and submissions to government and
inquiries
►The CRE made contributions and submissions to
multiple state and national inquiries and guidelines,
including the National FASD Strategy 2017, Global
Alcohol Strategy 2017, NHMRC review of alcohol
guidelines 2017-2020, the National Alcohol and Drug
Strategy 2018, and National Clinic Practice Guidelines
– Pregnancy Care 2018.

► Fetal Alcohol Spectrum
Disorder (FASD) is a
neurodevelopmental
disorder caused by
exposure to alcohol
in utero. It can cause
severe impairments
such as difficulty with
physical activities,
language, memory,
learning and behaviour.
It has pervasive, lifelong
impacts and is recognised
as a major public health
concern in many countries
where alcohol is used
► The FASD
Research
Australia Centre
of Research
Excellence was
funded by the
National Health
and Medical
Research Council
to generate
and translate
evidence
to address
prevention,
diagnosis and
management of
FASD in Australia

►Data from the CRE informed the National Action
Plan for FASD (2018–2028) and the Senate Enquiry into
Effective Approaches to Prevention, Diagnosis and
Support for FASD.
►The team provided evidence and joined with
others, including the WA Government, to successfully
lobby the Federal Government for mandatory labels
on alcohol packaging to warn women about the risks
of drinking during pregnancy.
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PARADIGM SHIFT
THIS RESEARCH CHANGES THE VERY WAY WE THINK

38 |

TELETHON KIDS INSTITUTE

IMPACT REPORT 2022

| 39

Breakthrough autism program makes
headlines around the world
“This is an important step forward in what we hope
is an opportunity to develop new clinical models
for babies showing early behavioural signs of
autism.”

Autism researchers at the Telethon Kids Institute have found the first evidence that therapy
in infancy can reduce the likelihood of a clinical autism diagnosis in early childhood.

World-first research led by CliniKids at Telethon
Kids, in collaboration with the Child and
Adolescent Health Service (CAHS), has found
a parenting program for babies showing early
signs of autism can reduce the chance of clinical
autism diagnosis by two-thirds.
In a study published in JAMA Pediatrics, an
international research team led by CliniKids
Director Professor Andrew Whitehouse found that
a clinician diagnosis of autism at age three was
only a third as likely in children who received the
iBASIS-VIPP program, compared to those who
received treatment as usual.
The findings were the first evidence that a preemptive therapy in infancy could lead to such
a significant improvement in children’s social
development that they then fell below the
threshold for a clinical autism diagnosis.
“Many therapies for autism try to replace
developmental differences with more ‘typical’
behaviours,” said Professor Whitehouse, who is
the Angela Wright Bennett Professor of Autism
Research at Telethon Kids and The University of
Western Australia.
“By contrast, this program does not work with
the child directly but with the social environment
around the child. By doing so, it was able
to support social communication skills and
behavioural expression to the point that infants
were less likely to meet the diagnostic criteria for
autism.

“Those children falling below
the diagnostic threshold still had
developmental difficulties, but by
working with each child’s unique
differences, rather than trying
to counter them, the program
has effectively supported their
development through the early
childhood years.”
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The four-year randomised clinical trial was a
partnership with the Child Development Service
within CAHS. Babies aged 9–14 months were
identified within the Child Development service
and half received iBASIS-VIPP – a program that
uses video feedback to help parents recognise
their baby’s communication cues so they
can respond in a way that builds their social
communication development. All babies had
shown early behavioural signs of autism, such as
reduced eye contact, imitation, or social smiling.
The study findings attracted international
headlines, including the front page of The
Telegraph in the United Kingdom, international
wire service Reuters, Canadian television, and all
major print, online, TV and radio media outlets in
Australia – potentially reaching an audience of
more than 1.3 billion people.
Professor Whitehouse, whose research has
been supported by the Angela Wright Bennett
Foundation for many years, said rather than
waiting for a diagnosis to start therapy,
developmental differences needed to be
identified and supported as early as possible.
Autism was not typically diagnosed until 2–3 three
years of age, he said.

According to Professor Whitehouse, interest in
the program has been extremely high since
the release of the findings – both from parents
wanting to participate in iBASIS-VIPP and clinicians
wanting to be trained in its delivery.
Consequently, the CliniKids team is developing
a training program for clinicians, expected to be
rolled out later this year.
CliniKids team

“At its most basic, this is a change
of clinical support from ‘wait and
see’ to ‘identify and act’ to support
babies showing early developmental
difficulties,” Professor Whitehouse
said.

“It’s exciting to think that this program being
developed in WA has the potential to support
babies and their families worldwide,” Professor
Whitehouse said.

“This was a deeply impactful collaboration between
Telethon Kids and CAHS. Therapy commencing
during the first two years of life, when the first signs of
developmental differences are observed and the
brain is rapidly developing, may lead to an even
greater impact on developmental outcomes in later
childhood.
“The findings emphasise the importance of providing
supports to children based on functional difficulties,
rather than the presence or absence of a diagnosis.

► CliniKids is developing a training program for

clinicians around the world and will commence
training in the second half of 2022.
► CliniKids has developed a new program for

newborns who have a family history of autism
or ADHD. This program is currently being
tested in a clinical trial conducted through
CliniKids, called the CUB Study.

The study was funded by the WA
Children’s Research Fund, Autism CRC,
La Trobe University’s Understanding
Disease Research Focus Area, and the
Angela Wright Bennett Foundation.

Collaborating institutions: La Trobe University,
The University of Western Australia, the Western
Australian Child and Adolescent Health Service,
Griffith University, the University of South
Australia, the University of Manchester UK, and
Evelina London Children's Hospital, part of Guys
and St Thomas’ NHS Foundation Trust UK.

Professor Andrew Whitehouse
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Early support helps Stirling thrive

Amy Bertinshaw and Stirling. © West Australian Newspapers Limited

Amy Bertinshaw had a choice between ‘wait and
see’ or seek help when she noticed her son Stirling
was slower to meet developmental milestones at
age 12 months.
“Our main concerns were that he had two words
and difficulties making sounds,” Mrs Bertinshaw, a
speech therapist, said.
“I decided I didn’t want to wait and see any longer
– I wanted to bridge any gaps with therapy, as
early support is critical.
“It felt right to seek assistance from professionals
because a trained therapist is a wonderful addition
to your toolkit as a parent.”
Consequently, Mrs Bertinshaw enrolled Stirling in
the iBASIS-VIPP program, a parenting program
that supports the social development of babies, at
Telethon Kids Institute’s CliniKids in Subiaco.
For iBASIS-VIPP, parents are videoed interacting
with their baby in everyday situations such as
feeding and playing. A trained therapist then
provides guidance to the parent about how their
baby is communicating with them so they can
have back-and-forth conversations.
Mrs Bertinshaw said she enjoyed taking part in the
iBASIS-VIPP program, although she did find the
video reviews a little daunting at first.
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“I’m not sure how many people are comfortable
watching themselves on video, but it got much
easier over time,” she said.

“It was great to get feedback that
we were doing all the right things
to assist Stirling’s development.
This gave me peace of mind and
encouragement to keep on going.”
Mrs Bertinshaw said Stirling, now three, had gone
from having significant communication difficulties
to relatively minor ones – something she largely
credited to iBASIS-VIPP.
“The program helped both my husband and myself
understand our little boy and his communication
needs,” she said.
“It makes you sensitive to the small attempts babies
make to communicate each day and how to
reward and encourage those attempts so they
happen more frequently.
“It fills your heart with joy seeing your child learn
new skills regardless of how big or small the skills
are. Communication is a key component of who
we are as individuals and I enjoy each and every
interaction I have with Stirling.”

GUT BACTERIA NOT THE CAUSE OF AUTISM
A long-held belief linking gut bacteria to autism has
been debunked by an Australian research team
that included researchers from CliniKids at Telethon
Kids Institute.
Rather than causing autism, the study, published
in October 2021 in the scientific journal Cell, found
that individuals with autism had less diverse gut
bacteria because they were more likely to be
picky eaters.
The Australian collaborative Autism CRC study,
which was led by Mater Research and The
University of Queensland, examined genetic
material from the stool samples of 247 children,
including 99 children diagnosed with autism.

problems, such as constipation and diarrhoea,” Dr
Alvares said.
“Rather than differences in gut bacteria influencing
brain development, our research suggests changes
in gut bacteria are driven by restricted diets, or
picky eating.
“We need to do more to support families at
mealtimes, in particular for families with autistic
children, rather than resorting to fad therapies that
may do more harm than good.”

Senior Research Fellow at CliniKids, Dr Gail Alvares,
said the findings brought much-needed clarity to
an area often shrouded in mystery.
“Interest in the autism gut microbiome first came
from observations that people on the autism
spectrum are more likely to experience gut

Credit: Chloe Yap from Mater Research
and The University of Queensland
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More than a good night’s sleep: why a
preterm baby’s body clock may unlock
the secret to life-long health
We can all appreciate the benefits of a
good night’s sleep, but for premature
babies that can be hard to achieve.
Their body clocks are not properly
developed, potentially leading to a
host of physical and developmental
problems. A simple set of eye masks
and ear plugs – an inexpensive solution
explored in a successful pilot study
by Telethon Kids Institute, together
with the Child and Adolescent Health
Service – could hold the key to better
outcomes for our tiniest bubs. Now, a
nationwide clinical trial is testing the
idea in hundreds of premmies across
the country.

The Neonatal Intensive Care Unit (NICU) at King
Edward Memorial Hospital is a busy place. Dozens
of cribs and incubators display the names of the
tiny newborns nestled inside. Parents hover over
their precious babies as machines beep and whirr,
monitoring heartbeat, breathing and feeding.

“That’s a concern, because experimental studies
suggest that circadian rhythms are important for
healthy growth and development, and it may be
that the brain and other vital organs of premature
babies are not receiving all the right signals for
normal development while they are in hospital.”

When night-time rolls around, some of these
bubs will be fitted with specially made mini-eye
masks and ear plugs designed to teach them the
difference between day and night.

The CIRCA DIEM trial began as a small pilot study
at King Edward Memorial Hospital in 2019 and,
following promising results, went nationwide in
2022 – rolling out to NICUs in Western Australia,
Victoria and New South Wales. Half of the babies
recruited to the trial will receive the intervention,
while the other half – the control group – will
receive routine care.

They are part of the CIRCA DIEM trial, led by
Telethon Kids Institute and University of Western
Australia Professor Jane Pillow, who is driving the
recruitment of almost 1,000 pre-term babies (born
at less than 31 weeks’ gestation) in hospitals all over
Australia, to see if the simple intervention can kickstart the babies’ body clocks.

“Circadian rhythms are vital for
healthy development,” Professor
Pillow said.

“They’re present in most cells
and drive up to 20 per cent
of the genes in your body, so
they actually control many
developmental processes.”
Babies typically develop their circadian rhythms
– or body clocks – in the womb in the third
trimester of pregnancy, but those who are born
prematurely don’t get the opportunity to learn this
vital biological process from their mother.
Circadian rhythms in early life may have a
significant impact on the baby’s development.
From fighting infections to boosting brain and
organ development. They are even thought to
play a role in heart disease, behavioural problems
and obesity.
Premature babies are also up to seven times more
likely to develop autism than those born at full
term, and researchers think the sleep-wake cycles
developed in the third trimester of pregnancy
could play a crucial role.
“Preterm babies are born before that intrinsic
rhythm has developed, when they’re still reliant
on the mother’s time-of-day signals – and then
suddenly the mum’s not there any more,”
Professor Pillow said.
“Some of these babies are then in a noisy hospital
environment with constant dim lighting for 3–5
months – and we know from recent studies that
they don’t develop a circadian rhythm before
they go home.
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“The beauty of this trial is that it’s
so simple,” Professor Pillow said.
“The masks and plugs cost around $66 per
child over an 8-12 week period, which makes it
extremely affordable, and they are extremely
comfortable for the babies to wear.”

► Researchers will follow the babies

over two years to see what impact the
intervention has had on their overall
health and development, compared with
babies in the control group who did not
have the intervention. If the eye masks
and ear plugs are proven to be effective,
they could become standard treatment
for all premature babies in Australia and
around the world.

CIRCA DIEM is funded by the National
Health and Medical Research Council.
The pilot study was funded by the WA
Child Research Fund.
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How researchers have made
surgery safer for babies
Making medications safer for sick kids

Performing surgery on
babies and young children
takes incredible precision
and rigorous training, and
the same can be said for
the anaesthetists who keep
these tiny patients safe
and comfortable during the
procedure. The Telethon
Kids Institute’s Perioperative
Medicine team is helping
to change global and local
practice by finding safer
and gentler ways to both
undertake surgery, and
care for kids and families
afterwards.

Professor Regli-von Ungern-Sternberg and
her team have also conducted a study of
patients and their parents in post-surgical
wards at Perth Children’s Hospital with a
view to making medications safer for young
patients.
They found that differences in the wording
of instructions on medication given to
children led to some confusion for parents –

Professor Britta Regli-von Ungern-Sternberg

When anaesthetists need to intubate a tiny patient,
it’s important to get it right as quickly as possible,
but it may not always happen on the first attempt.
Professor Britta Regli-von Ungern-Sternberg, head
of Telethon Kids Institute’s Perioperative Medicine
Team, Chair of Paediatric Anaesthesia at The
University of Western Australia, and Consultant
Paediatric Anaesthetist at Perth Children’s
Hospital, was a key contributor to a global study
to determine the most accurate ways to intubate
babies.
“We know that with increased attempts to put the
breathing tube in, the risk for the patient increases
with regards to complications, mainly respiratory
complications,” Professor Britta Regli-von UngernSternberg said.
“Children are very prone to airway swelling, so
any small damage while intubating can have
significant adverse effects on these very young
infants.”
The study involved an international randomised
control clinical trial of 564 infants in the operating
theatres of five hospitals including Perth Children’s
Hospital – the only site outside the United States.
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Getting kids to take their medicine can be
tricky. In hospital, doctors often use liquids
or dissolvable or chewable tablets to deliver
pain relief and other medication.

It found a 93 per cent success rate for intubating
children on the first attempt using video
laryngoscopy, compared with an 88 per cent
success rate for children who were intubated
without video guidance.

But what about the taste? Often, the
bitterness of the drugs can’t be disguised
and children will reject them by refusing to
take the medicine or spitting it out.

Professor Regli-von Ungern-Sternberg said a
strong global network of collaboration led to the
quick take-up of video laryngoscopy as standard
practice.

The team’s findings have prompted
recommendations to improve the
standardised wording for prescription
instructions, which are being reviewed by
the PCH Pharmacy Department and could
drive change in children’s hospitals across
Australia.

Just a spoonful of sugar
helps the medicine go down

The clinical trial established that a technique using
a video camera to guide the insertion – known as
video laryngoscopy – was the most likely to lead
to success on the first attempt.

The findings were published in leading medical
journal The Lancet and led to a swift change in
practice for anaesthetists across the globe.

increasing the risk of accidental overdosing
or underdosing.

Professor Regli-von Ungern-Sternberg and
her team have been working closely with
The University of Western Australia’s Centre
for Optimisation of Medicines over the last
seven years to design, test and evaluate a
sweeter way to deliver pain relief to kids.

Known as the Chocolate Delivery System,
the patented chewable tablet can be
used to give children Tramadol, a powerful
analgesic, and the sedative Midazolam.
The chocolate tablets can be stored
at room temperature and can also be
dissolved in water.
Professor Regli-von Ungern-Sternberg said
the chocolate-based formula also had
better absorption rates and patients had
described it as easy to swallow.
“Tramadol is used in adults as well as
children, so the chocolate delivery system
could have benefits for adults who have
difficulty swallowing,” she said.

“We shared the data obviously via the publication
but also via conference presentations and other
information channels,” she said.
“Uptake was very fast due to the great global
network.”

► The team will continue working to see what other medications the Chocolate Delivery System

could be applied to and will move towards commercialising the treatment in the future.
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Landmark study heralds new
era for diabetes management
One hundred years after the discovery of insulin, technology advancements are being
heralded as the dawn of a new era for managing type 1 diabetes (T1D) in young people.

“A unique component to this study were the
participant-reported outcomes, which highlight
better treatment satisfaction and quality of life
with the HCL system,” Professor Jones said.

“The trial participants liked
the system and said it made a
difference. Families reported less
stress and fewer complications.
Parents sleep better, family
stress is reduced, and anxiety is
reduced.”

Living with type 1 diabetes – a common disease
affecting all ages, particularly children, where
the pancreas stops the body making insulin
– is exhausting, unrelenting and can be lifethreatening.

The results from this landmark trial have also been
used to inform international guidelines around
diabetes management.

But new technology is being shown to take some
of the burden away and improve quality of life for
young people living with T1D.
A world-first clinical trial led by Dr Mary Abraham,
Professor Tim Jones and Professor Liz Davis from the
Children’s Diabetes Centre, based at the Telethon
Kids Institute and Perth Children’s Hospital, has
found young people with type 1 diabetes have
better glycaemic control and quality of life while
on a hybrid closed loop (HCL) system versus
conventional treatments.

“When the system is working,
insulin delivery is automated with
more or less insulin delivered
according to sensor glucose
levels,” Dr Abraham said. “By
doing that, it takes some of the
burden away from the person with
diabetes, and their family.”
Dr Abraham and her team conducted the
landmark study – Australia’s longest and largest
ever at-home paediatric trial of the HCL system
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“The next stage with all technology is further
improvements and iterations to make the system
better. Ultimately we want to have a system
we give to people that manages their diabetes
automatically without them having to put as
much effort into it.”

The HCL system is now in clinical use and available
to patients. Using the lessons learnt from the trial,
they have been able to replicate similar results in
clinic patients.

Those with the disease must administer insulin in
order to keep glucose levels within an appropriate
range, with a need for constant decision making
part of daily insulin management.

The HCL system – a device that is a step towards
an artificial pancreas – consists of an insulin pump,
a sensor with transmitter and a maths program
(an algorithm) within the pump that automatically
works out how much insulin is needed.

“Being able to use the system before it was
commercially available gave us the opportunity
to educate and upskill our clinical staff and
ensure adequate resources and follow-ups are
provided to families commencing on the system,”
Dr Abraham said.

Dr Mary Abraham with HCL trial participant
Connor McGillivray, now 19

more advanced system which has further
potential to improve diabetes management.
The new device is more automated and
can deliver auto-corrections. It also has
improved user interface, permitting greater
time in closed-loop. This is another Perthled, multicentre trial in Australia recruiting
children and adolescents with T1D who are
struggling with diabetes care with their
current pump therapy – a cohort most at risk
of immediate and long-term diabetes-related
complications.
► The results are expected to inform the

Pump/CGM chapter of the International
Society of Paediatric and Adolescent
Diabetes (ISPAD) guidelines, due this year.

– before the system was commercially available.
The Perth-led study, with five tertiary paediatric
diabetes centres participating across the country,
involved 135 participants aged between 12 and
25 years.

► The team has commenced recruitment

for another study using this advanced hybrid
closed loop system, for children aged 2–7
years.

Published in JAMA Pediatrics in October 2021,
the study was the first to provide robust scientific
evidence that using the system is better than
current therapy – either insulin injections or
standard insulin pump therapy – at keeping
glucose levels within the normal range.
Professor Jones said the results were clear, with
the study showing the HCL system helped make
diabetes management easier and reduced the
burden of the disease for both individuals and
their families.

► Dr Abraham and her team are trialling a

This work was supported by JDRF
Australia, the Australian National
Health and Medical Research
Council, and the PCH Foundation.

Clinical research nurse Julie Dart with HCL
trial participant Faith Pascoe, 15
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New technology the Wright
treatment for Lucia

Lucia Wright is a happy, confident 16-year-old who
loves her family, friends, drama, science and making
the most of her newfound independence.

Lucia said being involved in the study gave her an
opportunity to transition from injections to a closedloop system, in a supported environment.

But it hasn’t always been that way. At the age of 11
she was diagnosed with type 1 diabetes, a lifelong
chronic disease. She had been lethargic and sick for
some time when she was rushed to hospital and told
her life would change forever.

“The frequent injections and fingerpricks I had to do every day were
really tiring and were always on my
mind,” she said.

What followed were years of multiple daily needles,
finger pricks, late nights, and a whole lot of stress for
both Lucia and her family.
Thankfully, new diabetes technology is now helping
the teenager to keep on top of her condition and
be more independent – at the same time easing
the disease burden on her family.
Two years ago, Lucia was involved in the landmark
trial investigating the benefits of the Hybrid ClosedLoop (HCL) system – a device which, in a step
towards an artificial pancreas, automatically works
out how much insulin she needs.

“The hybrid closed-loop is like a support system – it
helps keep my glucose levels within the normal
range and takes a lot of the stress of diabetes off my
shoulders. I don’t have to be thinking about it 24/7.
“I still have to manage my diabetes, but the system
has given me some control back in my life to do the
things I love. All the stuff a normal teenager wants to
do, like go to the beach, hangout with friends, I can
do with confidence thanks to this new technology.”

► T1D is a chronic autoimmune disease that results from the immune system attacking the insulinproducing cells of the pancreas.
► Currently, T1D cannot be prevented but it can be managed by administering insulin, monitoring
glucose levels, having a healthy, balanced diet, and getting regular physical activity.
► In WA, about 160 children are diagnosed with diabetes every year.
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Lucia Wright. © West Australian Newspapers Limited
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Cystic fibrosis (CF) researchers are working hard
to progress phage therapy as an alternative
treatment to antibiotics in people with CF who
develop life-threatening lung infections.
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Wal-yan Respiratory Research Centre Associate
Professor Anthony Kicic, also of Curtin University,
and his team are leading the WA arm of the
Phage Australia Project – a national research
project looking at how bacteriophage can be
used to treat a range of antibiotic-resistance
bacteria that cause serious infections.
a

m
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Last year’s Impact Report featured the paradigmshifting work under way to tackle antibioticresistant superbugs affecting children with lung
conditions like cystic fibrosis, with researchers
working to harness the power of a naturallyoccurring virus – bacteriophage, or phage – to
prey on and kill problematic bacteria. A year
later, the therapy has been extended to people
with severe lung infections on a compassionate
basis, and the team is working towards
manufacturing phages for wider use.

a

Researchers make progress on
‘superhero’ phage therapy

This work is especially relevant in respiratory
disease because bacteria, such as pseudomonas
and staphylococcus, which cause severe lung
infections can become resistant to antibiotics.
Severe lung infections contribute to the
progression of lung disease in chronic conditions
such as CF.

► CF is the most common chronic, lifeshortening genetic condition affecting young
Australians. About 1 in 25 people carry a CFcausing gene, resulting in about 1 in 2,500
babies being born with the disease.
► People with CF are prone to serious lung
infections which resist standard antibiotic
treatment.
► Bacteriophage, or phage – also
known as ‘superhero viruses’ – are like
microscopic armies which have the ability to
multiply to destroy harmful bacteria.

Associate Professor Kicic’s team has identified
more than 2,500 bacteriophages effective at killing
common strains of bacteria, which cause severe
lung infections in people with CF.
This year, the team obtained national ethics
approval to treat people with CF who have very
severe infections, on a compassionate basis. They
have since responded to two calls for help to treat
people with CF who have severe lung infections
that are no longer responding to antibiotics.

Professor Anthony Kicic
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Associate Professor Kicic said phage treatment
was a highly precise type of medication
delivery, where his team effectively played
matchmaker in the lab – finding the best cocktail
of bacteriophages against the specific strain of
bacteria the patient has.
“The team has identified several phages from our
collection that are very active at targeting the
bacteria in question,” Associate Professor Kicic
said.
“The next step is to produce these in bigger
volumes and appropriate formulations so they can
be safely used to treat people.”
Since obtaining ethics approval for
compassionate use, the team has been busy
working toward obtaining approvals and funding
to establish a small-scale phage manufacturing
facility here in WA.
“This fit-for-purpose service will supply phage to
treat local patients who are suffering from severe
antibiotic-resistant bacterial infections,” Associate
Professor Kicic said.
“Beyond this, when phage therapy is approved
as standard care, we will need to mass produce
phages and so a much larger, specialised
manufacturing facility will be needed.
“Currently this is done overseas and the
turnaround time can be up to a couple of months
– time that kids with limited options don’t have.”

► The team will continue to isolate and
expand its phage bank to include new
bugs of interest, including Burkholderia,
Acinetobacter and Stenotrophomonas.
► Team members will continue to
identify and start treatment of local
cases on a compassionate basis, and
are working on plans to establish a
small-scale phage production facility
which, pending funding, they hope to
have up and running within the next 12
months.

Associate Professor Anthony Kicic is a Rothwell Family Fellow and a Team Leader at
the Wal-yan Centre – a powerhouse partnership between Telethon Kids Institute, Perth
Children’s Hospital Foundation and Perth Children’s Hospital.
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COLLABORATING
FOR IMPACT
THIS RESEARCH SHOWS HOW WE WORK
WITH OTHERS TO MAKE A DIFERENCE
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Pneumococcal vaccine sees
hospital admissions for deadly
pneumonia slashed

► Research first began in the 1980s in
PNG to discover the bacteria and viruses
responsible for causing pneumonia.
► Pneumonia is responsible for more than
one million childhood deaths around the
world every year.

New research has revealed the extraordinary impact of a collaborative project between
the Telethon Kids Institute and the Papua New Guinea Institute of Medical Research,
with rates of hospitalisation for pneumonia dropping by nearly 60 per cent thanks to the
introduction of the pneumococcal vaccine eight years ago.

based at Telethon Kids Institute, said the results
would dramatically shape child health outcomes
in countries like PNG.

Professor William Pomat, Director of the Papua
New Guinea Institute of Medical Research
(PNGIMR), doesn’t have to look far to find
someone in Papua New Guinea (PNG) with a story
to share about the true impact of pneumonia.
“Every family in PNG has been touched by
pneumonia,” Dr Pomat said. “For many, this
has meant time away from family, long trips
to hospital, and difficulty maintaining incomegenerating activities to provide food and
education for their children.
“Sadly, for others, pneumonia has caused the
devastating loss of their loved one.”
PNG has one of the highest rates of childhood
mortality in the Western Pacific region – more than
12 times the rate in Australia – and children are still
dying from vaccine-preventable infections.
But the future is now looking a lot brighter thanks
to a longstanding collaboration between Telethon
Kids Institute and PNGIMR that has seen the power
of vaccination reduce pneumonia hospitalisation
rates by 57 per cent.
The two institutions have been united in a
battle against pneumonia for the past 25 years,
working closely on vaccine research and clinical
studies. Their efforts paid off in 2014 when the
pneumococcal vaccine was introduced as part
of PNG’s National Immunisation Program.
Fast forward to 2022 and the results are
astounding – in addition to the massive reduction
in hospitalisation rates, research published by
Telethon Kids Institute, PNGIMR and Murdoch
Children’s Research Institute has found children
suffering pneumonia are now almost 30 per cent
less likely to require oxygen treatment.
Professor Chris Blyth and Clinical Associate Professor Deborah Lehmann in Papua New Guinea
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Professor Chris Blyth, Director of the Wesfarmers
Centre of Vaccines and Infectious Diseases,

“This research clearly demonstrates
the vital role vaccination plays in
drastically reducing the number of
children acquiring pneumonia and
pneumococcal disease and will be
pivotal when informing future health
policies,” Professor Blyth said.
“At the Wesfarmers Centre of Vaccines and
Infectious Diseases, our mission is ensuring a
healthier start to life for all children through
elimination of infectious diseases, not just in
Australia but throughout the world, and achieving
equitable access to life-saving vaccines.
“We would like every child in PNG to have access
to vaccinations for protection against infectious
diseases. This research goes a long way in showing
the policymakers, healthcare workers and parents
in PNG that pneumonia vaccines make a huge
difference for our kids.”

► Researchers from the Wesfarmers Centre

of Vaccines and Infectious Diseases will
now shift their focus to tackling the many
barriers that still prevent a large percentage
of children from getting vaccinated in PNG.
These include access to healthcare and
vaccination clinics, difficulties with supplies
and infrastructure, and challenges around
vaccine hesitancy and misinformation.

This work has been funded
by Pfizer Global and the Bill
& Melinda Gates Foundation.
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Painted by respected Noongar
Elder and artist Aunty Millie Penny,
the project’s logo depicts a
coolamon, a women’s tool for
gathering food. The coolamon was
used to carry the berries, leaves,
and seeds collected by women
and was used to grind seeds to
make flour for damper. The logo
also depicts other bush tucker
eaten in traditional diets including
turtle, emu eggs, and bardi. The
logo represents a traditional,
healthy diet for Aboriginal people
and is tied to the project aim of
encouraging Aboriginal people
to include more traditional food
sources in their diets.

How traditional bush tucker
could help boost Aboriginal
children’s vitamin D
Researchers are collaborating with Community Elders to find out
how bush tucker and traditional food can improve the health of
Aboriginal children. Connecting closely with culture and community,
the project combines traditional Aboriginal knowledge, wisdom, and
ways of doing things with western science to investigate the food eaten
by ancestors and by Aboriginal people today and discover how these,
combined with safe sun exposure, can prevent vitamin D deficiency.
Aboriginal people have lived in Australia for
tens of thousands of years and retain a deep
understanding of and connection to Country.
Part of living on Country is knowing which foods
are good to eat, and which seasons those foods
should be eaten in.
In the Bush Tucker, Safe Sun Exposure and Vitamin
D Project, Telethon Kids Institute and Curtin
University researchers are working with respected
local Elders and communities on Noongar Boodja
and in Bardi Jawi Country in the Kimberley to
determine how locally available bush foods –
together with safe sun exposure – could support
vitamin D health in Aboriginal children.
Low vitamin D levels can cause poor bone health
and may contribute to respiratory infections, noninfectious skin disease, chronic kidney disease,
type 2 diabetes, poor mental health, and low
birthweight for babies.
The project aims to identify traditional and
current knowledge and attitudes about diet and
sun exposure, collect samples of bush tucker to
measure their vitamin D content, and work with
community on ways to help increase vitamin D
intake.
In work already undertaken on Noongar Boodja,
the project has seen researchers, local Aboriginal
Elders, community members and organisations
team up to first determine what kinds of foods
ancestors ate in the past and the foods Aboriginal
people still eat today, then collect samples of
bush tucker in season.
The plant and animal samples are then cleaned,
prepared and frozen, before being sent to
the National Measurement Institute in Naarm,
Melbourne for analysis.
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Noongar Elders Aunty Dale Tilbrook and Uncle
Noel Nannup, chief investigators leading the
Perth arm of the project, helped the team to
understand the seasonal availability of bush
tucker on Noongar Boodja and develop a list of
plants and animals that form an important part of
the diets of Noongar people.

“The importance of being on
this project is highlighted by
the staggering statistics that in
regional and remote Aboriginal
communities, the vitamin D
deficiency is around 40 per cent
– which has come about due to
our change of diet and lifestyle,”
Aunty Dale said.
“Revisiting traditional foods and
how they were gathered and used
is an important component of
this project, hopefully leading to
a return to Country for food and
wellbeing.”
Analysis of the samples will determine how much
vitamin D is in each of the foods, providing
communities with valuable information that can
be used to encourage higher consumption of
beneficial, readily available bush tucker.
The team will hold yarning circles and undertake
a co-design process with community members
to understand and interpret the knowledge in
culturally safe ways, and develop resources
that promote diets high in vitamin D, provide
information about the vitamin D content of

traditional foods, and provide safe sun exposure
messaging specific to Aboriginal people.
It is hoped similar work can be undertaken in
the Kimberley, where the research team has
begun working with communities on the Dampier
Peninsular keen to be involved.
Telethon Kids Kimberley team member Liam
Bedford said having the Elders involved was a vital
part of the project.
“A lot of respect and trust is given to Elders and
their knowledge of Country,” Liam said. “To have
them involved and teach about vitamin D will not
only build on the knowledge they already know,
but it will also strengthen our health messaging in a
way where the children can learn from their Elders.
“Although Aboriginal people are deficient in
Vitamin D, teaching them about it will help them
understand a healthy diet when it comes to
consuming vitamin D and sun exposure. Teaching
children the importance about it plays a vital part
to a healthier future.”
Uncle Noel agrees culture and local knowledge
are vital to the project – allowing for true
collaboration between western science and
knowledge passed down for thousands of years to
Elders and the Aboriginal community.

“A project like this is so valuable
to help inform our community of
the importance of vitamin D, while
keeping our cultural knowledge
and ways still connected to our
story of keeping healthy through
systems that have been practiced
for many thousands of years,”
Uncle Noel said.

Elder Researchers Aunty Dale Tilbrook and Dr Noel Nannup

► The Perth-based team will hold yarning
circles with community members to talk about
their knowledge of bush tucker and sun safety
practices, with the goal of co-designing public
health messaging to increase vitamin D uptake
in Aboriginal populations.
► The Kimberley team will work with interested
communities to establish robust community
governance processes, co-design how
communities would like to be involved, hold
yarning circles, and co-design a sampling
plan. They’ll partner with local providers to
collect, prepare and store the samples for
transportation to Melbourne for analysis.

This research is supported by the National
Health and Medical Research Council.
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Push to catch beneath-the-radar
newborn virus

Telethon Kids Institute researchers are
working with Perth Children’s Hospital
and other experts across the country to
get ahead of a sneaky virus few mums
or even health professionals have
heard of, despite it being one of the
biggest causes of permanent hearing
loss in children every year.
Cytomegalovirus (CMV) is so common and so
low-key that it circulates virtually unnoticed in
our community. Most adults have had it, but the
majority remain asymptomatic or experience
symptoms that feel just like a cold or flu.
For some expectant mums, though, CMV presents
a hidden risk to their baby that they’ve probably
never heard of – one that can cause permanent
hearing loss, intellectual disability or cerebral palsy.
Around two-thirds of women will have been infected
with CMV by the time they become pregnant.
Once a person is infected, the virus remains ‘viable’
but inactive in the body, but for a small number of
pregnant women, it can reactivate or be acquired
unknowingly, placing their baby at risk.

Congenital CMV
occurs in ½ to 1% of the approximately

300,000 babies

born in Australia every year –

around 3,000 cases every year
About
90% of those babies who get congenital CMV
will remain asymptomatic,
but for the 10% who are more seriously affected

– around 300 babies a year
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Dr Reid, Associate Professor Bowen, Associate
Professor Chris Brennan-Jones (Telethon Kids
and Curtin University) and Associate Professor
Jafri Kuthubutheen (PCH and UWA) published a
paper in the Medical Journal of Australia this year
arguing for targeted screening and are currently
working with a wider team of researchers – led by
Dr Reid – to test the approach via a two-year trial
at PCH.
Although it still has a few months to run, the trial
– assessing the health and economic impact of
offering CMV testing to any newborn who fails
their hearing test – is already making a difference
to children’s lives.

According to paediatric infectious diseases
researcher and clinician Associate Professor Asha
Bowen, the best window for congenital CMV
diagnosis is within the first three weeks of life, but
because it’s not well-recognised and there’s
no coordinated screening program in place in
Australia, cases are frequently missed.

“Early intervention can change the trajectory of
a child,” Associate Professor Bowen said. “Apart
from paving the way for prompt audiology,
speech and language support, early diagnosis
also means we can get the child onto a path for
cochlear implant, if appropriate, and assess and
monitor them for other potential impacts that we
otherwise may not go looking for.”

“By then it’s often too late to diagnose the cause,
so they never find out the reason for their child’s
condition.”

60 |

“The sooner we can pick this virus
up the better – early diagnosis
is crucial so we can get kids into
routine follow-up and support.”

– it can cause progressive and permanent
hearing loss and, for some, intellectual
disability, or cerebral palsy

“The first most parents know something is wrong
is when their child starts losing their hearing in
toddlerhood or the early primary years,” Associate
Professor Bowen said.

Associate Professor Asha Bowen

“Congenital CMV is having a
profound impact on the lives of
hundreds of Australian children
every year, but most cases
currently go undiagnosed,”
Associate Professor Bowen said.

Keen to improve diagnosis rates and give
affected children and families the support they
need, Associate Professor Bowen and a team of
researchers – led by Perth Children’s Hospital (PCH)
ear nose and throat registrar and University of
Western Australia PhD student Dr Allison Reid – are
pushing for targeted screening to be introduced
across the country. The change would see every
Australian baby who fails their newborn hearing
assessment – a tell-tale sign of congenital CMV –
screened for the virus via a simple saliva or urine test.

In another key move to tackle the impacts of the
virus, Associate Professor Bowen is leading a group
of researchers – including Professor Cheryl Jones
(University of Sydney) and Dr Hayley SmithersSheedy (Cerebral Palsy Alliance Research Institute,
University of Sydney) – who have established
a confidential register to identify and follow
confirmed cases of congenital CMV.

The Australasian Congenital Cytomegalovirus
Register (ACMVR) is a database of clinical
information about children with confirmed
congenital CMV born or living across Australia and
New Zealand.
Designed to track trends over time, identify risk
groups, and lay the groundwork for evaluation
of future intervention programs, the register
allows researchers to observe the incidence
of congenital CMV infection while collecting
valuable evidence and data about outcomes
for affected babies throughout childhood and
beyond.
Associate Professor Bowen said the ACMVR would
help researchers better understand congenital CMV.

“We know this virus affects each
baby differently, and there is still
much to learn about the long-term
outcomes of congenital infection,”
she said.
With no treatment or proven therapy currently
available to treat a foetal CMV infection,
Associate Professor Bowen said the multi-pronged
approach of building an argument for national,
standardised newborn screening of CMV, getting
affected babies into early intervention programs,
and following up confirmed cases long-term
offered the best chance of improving outcomes
for children and families.
“Thanks to the work we're doing across multiple
disciplines here at Telethon Kids – including
infectious diseases, child disability, and paediatric
rehabilitation – and in collaboration with our
colleagues at PCH, University of Sydney, UWA,
Curtin and elsewhere, we’re more hopeful than
we’ve been in a while that we can provide
families affected by this virus with the answers and
support they deserve,” she said.

► WA babies are due to start being included in the ACMVR this year.
► The Targeted screening for congenital cytomegalovirus-related hearing loss in Western Australia
trial is expected to provide evidence of effectiveness and cost-effectiveness for early, saliva-based
diagnosis of congenital CMV in WA, and will be used to make the case for change across Australia.

The trial, led by PCH and including researchers from Telethon Kids Institute, is funded
by a grant from the Garnett Passe and Rodney Williams Memorial Foundation.
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Saying yes to newborn trial
a life-changing piece of luck
When Perth mum Lacy Swan’s daughter Charlotte
failed the newborn hearing test at 3 days of age,
the medical team explained it could simply be
due to fluid on the ears. But when Charlotte failed
the test again at 7 days, Lacy began to worry.
Referred to Perth Children’s Hospital (PCH), it
wasn’t long before Lacy got a life-changing
phone call from the hospital’s Ear, Nose and
Throat Department.

During the call she was given a lightning
introduction to congenital CMV – a little-known
virus linked to hearing loss in babies – and invited
to take part in a new trial aimed at screening for
CMV and providing early intervention for children
affected by the virus. Lacy still thanks her lucky
stars she said yes.

“We went and got a saliva test and Charlotte
tested positive to CMV. Little did we know that
was just the start of a very long journey,” Lacy
said.

Further tests followed and
within weeks Charlotte, by then
eight weeks old, was being
fitted with her first hearing aids,
through Hearing Australia.
“Charlotte loved her hearing aids – we don’t
really know if they gave her any additional
sounds, but we do know they kept her auditory
nerves alive and gave her development a
boost,” Lacy said.
Seven months later, in December last year,
Charlotte underwent cochlear implant surgery.
The moment the implants were turned on for the
first time, Lacy says her little girl’s face lit up with
wonder.
Earlier this year, Charlotte celebrated her first
birthday. Watching her little girl clapping after
being sung Happy Birthday, Lacy knows how
different the celebration could have been.

Reece Allan (Dad), Charlotte Allan,
Lacy Swan (Mum) and Parker Allan

“If we hadn’t gotten that phone call or if I had said no to the mouth swab,
we wouldn’t be where we are today,” she said. “We’d probably still be
looking for answers and we’d be without the early intervention. Charlotte
probably wouldn’t have heard us singing Happy Birthday.
“Even though it was a lot to take in in the first month of my baby’s life, to
get those answers so quickly and so directly gave us so much peace of
mind and a clear direction on what assistance she could get.”

Charlotte Allan
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Helping communities take
charge of the early years
A program unfolding in four very diverse locations across Western Australia is working to
give children aged 0–4 the best start in life by placing curated, evidence-based information
in the hands of communities and empowering them to decide what actions will work best, in
their own contexts, to help their children thrive.
It’s well accepted by now that providing
appropriate supports around families and children
as early as possible in a child’s life will give kids the
best chance down the track.
But deciding what those supports should be – and
what is most likely to work within the context of
a particular community – can depend on many
factors. With so many diverse towns, suburbs and
communities around the state, there can be no
one-size-fits-all approach.

The Early Years Initiative (EYI) – a 10-year
partnership between the State Government,
Minderoo Foundation and four partner
communities dotted throughout WA – seeks
to work with that diversity and empower local
communities to determine their own priorities for
action when it comes to lifting up their children.
Telethon Kids Institute is the evidence partner for
the initiative, helping to arm working parties in the
partner communities – based in Armadale, Derby,
Bidyadanga and the Central Great Southern
It’s well accepted by now that providing
appropriate supports around families and children
as early as possible in a child’s life will give kids the
best chance down the track.
But deciding what those supports should be – and
what is most likely to work within the context of
a particular community – can depend on many
factors. With so many diverse towns, suburbs and
communities around the state, there can be no
one-size-fits-all approach.
The Early Years Initiative (EYI) – a 10-year
partnership between the State Government,
Minderoo Foundation and four partner
communities dotted throughout WA – seeks
to work with that diversity and empower local
communities to determine their own priorities for
action when it comes to lifting up their children.
Telethon Kids Institute is the evidence partner
for the initiative, helping to arm working
parties in the partner communities – based in
Armadale, Derby, Bidyadanga and the Central
Great Southern region – with evidence-based
information about their individual communities.
The State Government (through the Departments
of Communities, Education and Health) and the
Minderoo Foundation are providing local staff
to facilitate community decision-making and
actions, plus centralised administrative support.

Central Great Southern couple
Ella Maesepp and David Potter,
with sons Zavier and Quade
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Dr Rosemary Cahill, the Principal Senior Research
Fellow leading the Institute’s contribution to the
Early Years Initiative, said a key feature of the

project was that communities remained in control,
rather than outsiders deciding what should
happen.
“The ownership in terms of priorities and any
actions taken rests with those communities,
not with Government, Minderoo, nor us as
researchers,” Dr Cahill said.
“Our role is to provide them with good quality
research evidence about child health,
development and learning, and to collate and sift
through data specific to their community to help
them identify what is most important to them, and
what actions might be most productive given their
own circumstances.
“Rather than throw mountains of information
at them, we’ve provided a curated suite of
administrative data relevant to each community,
in the form of situational analysis reports that look
at headline indicators for child and family health
and wellbeing.”
The administrative data is drawn from sources
including the Australian Bureau of Statistics,
the Child Development Atlas, the Australian
Early Childhood Development Census and
the Departments of Health, Education and
Communities. Selected headline indicators
include rates of teen pregnancy and smoking
during pregnancy, dental health, domestic
violence, preschool enrolments, household
income and housing.
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“Sorting through the data brings to the surface
issues that stand out in that community, whether
they’re strengths or things that may need
attention,” Dr Cahill said. “We also share, as
part of those reports, what research tells us
about how those particular issues influence child
development.
“The community members can then overlay
that information with their own local knowledge,
taking into account things like the cultural and
demographic mix, the resources available, and
what local people most want or need, and work
out which issues are a priority for them to address
with support from the .”
Telethon Kids can also help the communities
clarify how they want to tackle the chosen
priorities.
“People can often see a problem and leap
to what seems like an obvious solution, but
without having a clear vision of exactly what
improvements they want to see, it might turn out
that wasn’t the best way to address the issue after
all and there are other things that may be more
effective,” Dr Cahill said.
“We step the working parties through a planning
process called a Rapid Cycle Review. It asks things
like what’s the problem behind the problem, how
do you think you might approach it, who are the
stakeholders, what do you want to achieve, what
actions are you going to take, and – before you
get started – make sure you are clear about what
you will look for as indicators of progress being
made, etc.
“In this way, they gain absolute clarity about why
and how they’re doing something, what they
want out of it, and how to know it’s getting better.
“The Rapid Cycle Review process is a great piece
of capacity building – once guided through the
process once or twice, they develop the capacity
and confidence to do it on their own into the
future.”

EYI helps community
spotlight dental health
► One in five children in WA is considered

vulnerable on one or more developmental
domains by the age of five. Vulnerability
through these crucial early years of life can
lead to lifelong negative consequences.
► The Early Years Initiative (EYI) is a landmark,
10-year partnership involving three WA
Government agencies (Departments of
Communities, Education and Health), the
Minderoo Foundation and four diverse WA
communities.
► The partner communities – one each
from very remote, remote, rural and urban
settings – are Bidyadanga, Derby, Central
Great Southern (encompassing Katanning,
Gnowangerup, Kojonup and BroomehillTambellup), and Armadale.
► The EYI, which will run from 2018–2028,
aims to empower the communities to design
and implement actions that improve the
development, health and learning of children
from conception to age four, and create
lasting change.
► Telethon Kids Institute is the Evidence
Partner for the EYI, providing evidence-based
information the partner communities can use
to determine early childhood priorities and
actions tailored to their own contexts; and
evaluating resultant interventions to determine
whether they’ve made a difference.

► Telethon Kids will evaluate actions and processes initiated under the EYI, examining impact over
time at the child level, family level, and whole-of-community level. This will involve data collection
at three time points throughout the ’s 10-year lifespan to 2028.
► Analysis of baseline evaluation data collected in 2022, starting in the Central Great Southern and
Armadale communities.
► Consulting with members of the Bidyadanga and Derby communities to ensure the evaluation is
addressing questions they want answers to, and in ways they are comfortable with.
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Communities in the Central Great Southern region
have known for years that dental health is a major
issue for the smallest residents of their towns.
In that sense, it wasn’t a great surprise when
administrative data provided by Telethon Kids
Institute as part of the Early Years Initiative (EYI)
revealed that dental-related hospitalisations for
babies and young children in the region were
almost double the State average for that age
group.
“Dental health in children has been a felt need for
a long time, coming through child health nurses,
the health service, and teachers picking up that
children have dental caries,” said Jo Webb, CoChair of the Central Great Southern Working Party
formed as part of the EYI.
“We also know that in our area it’s one of the
highest causes of hospitalisation in children aged
0–8.”
Mrs Webb said having solid numbers around the
problem, however, had helped galvanise efforts
to tackle the lack of paediatric dental services
available in the Central Great Southern, as well as
focus attention on other actions that could help
improve children’s dental health and broader
health.

“The data in the community
profiles provided by Telethon Kids
Institute confirmed what people
felt and gave us the impetus to
make some change,” she said.

Among other moves to improve access to dental
services and get more information on dental health
to families, the Central Great Southern community
is working with a Perth-based paediatric dentist, the
school dental service, Edith Cowan University, Amity
Health, and a private funder.

“There are three prongs to
it – health promotion, early
identification and early treatment,”
Mrs Webb said. “There’s no point
in doing a lot of health promotion
and getting parents to identify
dental caries or kids at risk, then
having no pathways for them, so
we’ve got to do the three in sync
together – they’re our three key
priorities.”
Mrs Webb said that while participating in the EYI
had focused attention on early intervention as a
way to make life better for children and families,
none of it would work without the community
coming together to implement change.
“Even if something is evidence based and might
have worked somewhere else, it doesn’t mean
that if you drop that same program into another
community, it’s going to work,” she said.
“You have to let local communities drive what they
want, even if it’s slightly different to what you think
they need. The community has got to want it and
then it does tend to work, because they own it.”

“They basically reinforced what many of us
already knew about a number of health and
social issues, but was not what everybody knew.
You often have your own data but when you put
it together, one thing becomes much clearer as a
priority, even if it’s not your area of knowledge.”
Mrs Webb said having data gave the community
hard evidence they could take to government
and funders when they identified programs they
wanted to implement. Being involved in the EYI
also provided opportunities to connect with useful
people and organisations.
“Telethon Kids Institute and Minderoo have been
great facilitators, putting us in touch with the right
people who can listen and help us unpack a bit of
what we need,” she said.

Central Great Southern couple Ella Maesepp and
David Potter, with sons Zavier and Quade
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How listening to our kids could
help Australia get a move on

When a safe, affluent country like Australia scores a D-minus for children’s physical
activity and manages to rank only 30th amongst the world’s richest countries for
the kind of environment it provides for kids, it’s clear some kind of reset is needed.
Telethon Kids Institute researchers are working to reverse these trends from the
ground up – starting with urging governments to listen more to what kids need.
In May this year UNICEF’s Office of Research
released its Innocenti Report Card 17, Places and
Spaces: Environments and children’s wellbeing.
The report focused on how well 43 OECD
countries are doing at providing healthy,
safe, sustainable environments for children’s
development, health and wellbeing.
Along with water and air quality, overcrowding,
whether a child has a healthy home, and how a
country’s environmental actions affect children
beyond their own borders, the report examined
how easy it is for children to access green play
spaces, safe from road traffic.
Australia came in at a lowly 30th position overall
on the league table, trailing countries like the
Czech Republic, Estonia, and Malta.
Although much of Australia’s poor ranking is
undoubtedly due to its lacklustre climate change
policies, harsh judgments of the environment
Australia provides for its children weren’t a huge
surprise to Associate Professor Hayley Christian,
who leads the Child Physical Activity, Health and
Development team at Telethon Kids Institute.
She recently completed the BEACHES policy
review – a comprehensive report examining
the impact on children’s health and wellbeing,
including physical activity levels, of dozens of built
environment-related policies across Australia.
The report, launched in February and created
with partners including the Western Australian
Department of Transport, showed one thing was
clearly missing when it came to developing built
environment policy in Australia: the voices of
children.
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“Our number one finding after examining more
than 40 planning and transport policies across
the country was that children’s voices must
be included in the development of policy,”
Associate Professor Christian said.
“Many of our policies are still dominated by the
desire to make the motor vehicle commute as
short as possible, rather than thinking about the
bigger picture.

“If we aren’t paying attention
to how these kinds of decisions
are likely to affect families and
children, then we can hardly be
surprised when we end up with
built environments that stop kids
from being able to enjoy the
outdoors, engage in physical
activity, and walk or ride to school
safely.”
In further sobering evidence of how much
work remains to be done to improve physical
activity levels in Australian children, the AsiaPacific Society for Physical Activity (ASPA) this
year delivered its latest report cards on the
performance of eight countries in the Asia-Pacific
region.
In findings partly informed by data from the PLAY
Spaces and Environments for Children’s Physical
Activity, Health & Development (PLAYCE) study
– also led by Associate Professor Christian –
Australia scored a D-minus for children’s overall
physical activity.

Associate Professor Hayley Christian, sixth from left, and members of the Child Physical Activity, Health and
Development team

“Only 20 per cent of WA kids now ride or walk to
school, compared to 75 per cent a few decades
ago, and only a third of Australian children aged
2–5 get the recommended amount of physical
activity,” Associate Professor Christian said.

As well as calling for child impact assessments to
be undertaken before any new policy decisions
are made, the BEACHES report recommended
policy development be more evidence informed,
with more cross-sector collaboration.

“We have to do more to create safe routes to
school, and to improve physical activity levels in
children from the earliest possible ages.”
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Partnering with government to
influence policy and practice

Policies should also include child-specific built
environment features, and consider how built
environment policy impacts different subgroups
of children (including different age groups and
different cultural and socio-economic backgrounds).
“We know a lot about what works to get kids moving
more, but the existing research evidence about this
needs to be translated into policies and actions,”
Associate Professor Christian said. “As part of that
process, it is imperative governments hear from
children and families.”

Telethon Kids Institute Government Relations
Advisor Fiona Roche said the BEACHES project,
along with the Play Active project also being
undertaken by the PLAYCE team, was a great
example of how the Institute is increasingly
working in partnership with Government, across a
multitude of areas, to inform and influence policy
issues and the delivery of services to children and
families in the community.

Encouragingly, WA Transport and Planning Minister
Rita Saffioti agrees.
Associate Professor Christian, together with Telethon
Kids Director Professor Jonathan Carapetis and
Government Relations Advisor Fiona Roche, met
with the Minister before the report’s launch.

“Professor Carapetis and leading researchers
are regularly invited to provide insights and share
their expertise through a range of public forums,
working groups, and in key meetings with senior
Ministers and Government officials,” Ms Roche
said.

“The Minister really resonated with the key finding
about children’s voices being included in the
development of policies,” Associate Professor
Christian said.

“Working with Government as a trusted advisor
and partner is a critical part of Telethon Kids’ work
– making sure our research is useful and used and
has the widest possible impact to the community.

“We’ve since met with Department of Transport
representatives and other state and local
government departments. I have also presented
to a WA working group involving a number of
organisations and government departments about
promoting active school transport.”
In other Institute efforts to improve Australia’s
performance when it comes to the built
environment, Associate Professor Christian was last
year part of the technical working group responsible
for national research priority setting in the area of
active transport.
In work funded by VicHealth, the group published a
paper in the Journal of Transport and Health laying
out the key research questions that will help to
advance active transport – such as walking and bike
riding – in Australia.
In addition, the Institute endorsed ASPA’s Three
Transport Priorities document, delivered to federal
politicians ahead of the recent federal election
and calling for lower default urban speed limits in
residential areas including school zones, 1500m safe
routes to school, and e-bike subsidies.
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► Members of the BEACHES team are in talks
to contribute liveability and sustainability
indicators from the perspective of children
and families to an ongoing series being
produced by The Lancet on healthy,
sustainable communities.

Associate Professor Hayley
Christian is the National
Heart Foundation Future
Leader Fellow and is a Senior
Research Fellow at Telethon
Kids Institute and The University
of Western Australia.

Nine
out of 10
Australian
adolescents aren’t
doing enough
physical activity

“Our work on a global level in the
world-leading BEACHES report
is a case in point. Telethon Kids
worked in collaboration with the
State Government Department of
Transport, together with other key
partners, right from the beginning
of the research journey.
“Such a partnership model ensures our research
is directed to addressing questions that are
important to Government, and by working hand
in hand with Government at all stages of the
research project we can have confidence that
we answer the right questions to deliver real
outcomes to the community.
“It’s all about presenting the strong evidence
base to Government and advocating for them to
inform their policies and practices based on that
evidence.”

► The Built Environments and Child Health in Wales
and Australia (BEACHES) project aims to provide
evidence about how built environments contribute
to low rates of physical activity and associated
health problems, including overweight and obesity.

Only
20 per cent
of Australian
schoolchildren
walk or ride to
school
Only
a third
of children
aged 2–5 years
meet recommended
guidelines of three hours
of physical activity per
day

► The project is examining how more thoughtful,
child-friendly planning could improve physical
activity and children’s wellbeing.
► BEACHES is a joint initiative between Telethon
Kids Institute, The University of Western Australia, and
Swansea University in Wales, with collaborators from
Curtin University, Monash University, The Queensland
University of Technology, University of Southern
Denmark, WA Department of Local Government,
Sports and Cultural Industries, WA Department of
Health, WA Department of Transport, WA Local
Government Association, Australian Childcare
Alliance, Nature Play Australia, Heart Foundation,
The PLAY Spaces and Environments for Children’s
Physical Activity (PLAYCE) Study, Cancer Council WA,
Goodstart Early Learning, Hames Sharley, and the
Commissioner for Children and Young People.
► The project is funded by UK Research and
Innovation and the Australian National Health and
Medical Research Council.
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A hop, skip and a jump to better health for kids
Not too long ago, if you had mentioned physical
activity to educators at the Sonas Early Learning
& Care centres run by Shelley Prendergast, they
would automatically have reached for the trusty
old obstacle course.
These days, their physical activity repertoire is
much more diverse. Children in their care are
just as likely to be hopping, jumping and skipping
their way to wash their hands or eat their lunch as
they are to be having time outside riding bikes,
climbing forts, and running around in the garden.

“Whereas before our educators
would just get children to walk,
maybe in pairs, to the next
activity, now they’ll give children
physical activity movement to do
in those transitions as well,” Mrs
Prendergast said.
This conscious shift to making the most of
incidental – as well as dedicated – opportunities
for physical activity has come about due to the
Sonas group’s involvement in the Play Active
trial, led by the Child Physical Activity, Health
and Development team at Telethon Kids Institute
in collaboration with The University of Western
Australia, the ARC Life Course Centre and 10
partners across government, not-for-profit, the
private sector and academic institutions.
Play Active is an evidence-based program
designed to help early childhood and education
centres (ECECs) increase the amount of physical
activity children undertake every day.
Only a third of Australian children aged 2–5 meet
the recommended level of at least three hours
72 |

TELETHON KIDS INSTITUTE

of physical activity a day – but while ECECs are
required to meet national quality standards
around physical activity, there has been little
information, until now, to guide them. There is
currently no regulatory requirement for ECECs to
have a written physical activity policy, although
the team hopes Play Active will help change this.
Play Active, developed by Associate Professor
Hayley Christian and team and trialled in 79 ECECs
across Perth throughout 2021, provides a physical
activity policy template plus information, training
and resources for staff on how to modify and
implement the policy. The program includes clear
tips and advice on how to help children be as
active as possible throughout the day.
The trial – which reached almost 1,000 children –
was so well received by ECECs that the team is
now scaling Play Active up throughout Western
Australia and other states. The program has also
attracted international attention, becoming
a highlighted case study in the World Health
Organization’s 2021 Global Standards for Healthy
Eating, Physical Activity, Sedentary Behaviour and
Sleep in ECEC: A toolkit.
Mrs Prendergast, who had 11 ECECs participate
in the trial, said Play Active was practical and
accessible and helped fill knowledge gaps for
staff who, while aware physical activity was
an important developmental domain, hadn’t
known as much as they would have liked about
recommended levels or how to meet them.
Most had been surprised to learn that, despite
having plenty of free-flowing space and garden
area for children to run around and be active,
most of the children weren’t meeting the 24-hour
Movement Guidelines for their age.

“Having a physical activity policy
and including it in our planning
documents – so staff don’t have
to read a separate document
while they’re planning for the
next fortnight – forces them to
actively and purposefully consider
physical activity experiences for
children every single day,” Mrs
Prendergast said.
“If we know physical activity is important both for
physical and mental and emotional wellbeing,
and we know children aren’t as physically active
as they should be, then we can make decisions for
the children we have in our care now, so we can
improve their outcomes for the future.
“Play Active is the perfect tool to do that, because
it’s precise and it gives good, direct information.”

► Senior Research Officer Tepi
McLaughlin, who is overseeing the
expansion of Play Active, is working
with the Telethon Kids Institute
communications team on a series
of short instructional videos to give
educators easy, accessible tips on how
to implement Play Active and boost
children’s physical activity levels.
► The team has secured partners for the
scale-up of Play Active throughout WA
and is in talks to expand the program
to ECECs in Queensland and South
Australia, initially, and other states later.
► The team has contributed evidence
and will continue to campaign with
collaborators to change state and
national regulations to require early
childhood and education centres to
have a written physical activity policy.

Play Active is a joint initiative between
the Telethon Kids Institute, The University
of Western Australia, Queensland
University of Technology, University of
Southern Denmark, Goodstart Early
Learning, Minderoo FoundationCoLab, Collaborate for Kids, Nature
Play Australia, Cancer Council WA,
Australian Childcare Alliance, WA
Department of Local Government,
Sport and Cultural Industries and WA
Department of Health. The Australian
National Health and Medical Research
Council provided funding.
Tepi McLaughlin
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IN THE PIPELINE
THIS RESEARCH IS IN THE PIPELINE TOWARDS TRANSLATION
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Researchers may have found key
to preventing asthma
Researchers at the Wal-yan Respiratory Research Centre have made a world-first
discovery into how to prevent severe respiratory infections in babies – a breakthrough
which will influence future clinical trials, including a major ongoing trial in the US aimed
at preventing asthma.
The study built on the findings of a 2019 clinical
trial with collaborators at The University of
Queensland, which showed OM-85 – an immuneboosting medication that contains a mixture of
dead bacteria – protected babies from severe
lung infections.
“Severe respiratory viral infections in early life are
linked to asthma development later in life,” Dr
Troy said.
“To pinpoint how the treatment worked, we
studied how these babies’ immune systems
reacted when faced with a range of infections.”

It’s one of the scariest things a parent can be
confronted with: a tiny child struggling to breathe.
Respiratory issues such as wheezing or difficulty
breathing are one of the most common medical
issues driving parents of babies and young
children to hospital emergency departments
every winter.
Typically caused by a viral infection, for some
children these episodes can develop into a severe
lung infection – a complication often linked to
development of asthma later in life.
Now, breakthrough findings from a study carried
out by researchers at the Wal-yan Centre – a
powerhouse partnership between Telethon Kids
Institute, Perth Children’s Hospital and Perth
Children’s Hospital Foundation – suggest babies’
immune systems could be fortified early on to help
head off this kind of outcome.
Led by PhD student Niamh Troy, of the Wal-yan
Centre and The University of Western Australia,
with a team including senior researchers Pat Holt,
Deborah Strickland and Anthony Bosco, the study
investigated how babies’ immune systems can be
boosted in the first winter of their life to help fight
off lung infections.
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She said babies who received OM-85 displayed a
number of key changes to their first line defences,
including a mild boosting of ‘interferons’ – proteins
that are critical early in an infection. They also had
reduced amounts of inflammatory proteins, which
can be damaging when levels get too high.

“Essentially, we found the
treatment ‘trained’ the babies’
immune defences,” Dr Troy said.
She said the results – which have the potential
to inform treatments for a range of inflammatory
conditions, even beyond respiratory disease –
suggested that in OM-85 researchers had found
the first plausible preventative for asthma in its
early stages.
“We are excited and motivated by our findings,
and looking forward to moving this work to the
next phase,” Dr Troy said.
“An important next step is to understand what
cell types of the immune system are responsible
for these protective changes, and what modes of
delivery (inhaled or ingested) are most effective.
“Answering these key questions will allow us
to continue to push forward on our goal of
preventing asthma in children.”

OM-85 research
making a splash
► Niamh Troy’s world-first discovery netted
national media coverage, including a Sunrise7
interview .
► The paper, published in the Journal of
Allergy and Clinical Immunology, found babies
who received OM-85 had a stronger immune
‘alarm’, which helped train the body’s defences
to fight off severe lung infections. While it
doesn’t stop the usual colds and sniffles, it can
stop the infections from becoming serious – an
important circuit-breaker, given serious lung
infections can increase the risk of later asthma
development.
► OM-85, which is relatively cheap and easy
to manufacture, is not currently available in
Australia but has been widely used for 50
years in Europe and South America to safely
boost immune system function.
► Dr Troy’s work is attracting acclaim. She
was the inaugural recipient of Telethon Kids’
Illuminate Award, which recognises and
rewards the Institute’s best and brightest
researchers, and was a joint winner of the
Student Scientist of the Year award at the 2021
Premier’s Science Awards in Western Australia.
She also received a ‘bright spark’ award from
the International Union of Immunological
Sciences after presenting her work at the
European Congress of Immunology.

Other OM-85 research
► Several Wal-yan Centre researchers are
looking at how OM-85 can help improve
the lives of children living with respiratory
conditions.
► POWER – a clinical trial at Perth
Children’s Hospital co-led by Professor
Peter Le Souef and Dr Ingrid Laing – is
using OM-85 to help young kids with
severe wheeze who regularly present to
the Emergency Department for treatment.
Although the trial is still ongoing, it’s hoped
that with this treatment children will have
fewer severe wheeze/asthma attacks and
spend less time in hospital.
► Associate Professor Deborah Strickland’s
team has led several pre-clinical studies
looking at the impact of OM-85, when given
in pregnancy, on the immune systems and
respiratory health of mothers and babies.
Their findings have included that babies of
mums given OM-85 during pregnancy were
more resistant to severe disease and death
– linked to more efficient anti-viral defence
responses; that such babies developed
more capable immune systems that are
resistant to developing asthma; and that
OM-85 protects pregnant mothers against
the effects of severe respiratory infections,
which can trigger pregnancy complications
such as premature birth. Pending funding,
the team is hoping to start a clinical trial
featuring expectant WA mums, within the
next two years.

► Dr Troy’s study is already having an impact, with her findings providing researchers at The University
of Arizona with a roadmap to interpret a trial which is investigating whether OM-85 treatment in early
life can prevent severe lung infections and asthma. The trial has recruited 822 children aged 6–18
months and will track them until age 7, with results to be published thereafter.
►Dr Troy explained that there were a number of sub-groups of asthma, with each group having a
different immune system pattern that may drive asthma development. Very large trials, such as the
University of Arizona’s trial, are required to identify these sub-groups. The team in that trial will use
her research to identify the participants, and asthma sub-group, whose immune systems experience
relevant changes.
► “Our work will help to guide the investigators on what protective immune changes to look out for,
which can help to develop and tailor optimal treatments for each sub-group,” Dr Troy said.
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Researchers sound
the alarm as vaping
fad explodes
Research into the potential health impacts of vaping is
starting to back up concerns that electronic cigarettes
(e-cigarettes) are not as benign as many people think.
It’s a challenging message to get across when so many
have converted to or are profiting from the practice,
but research led by Telethon Kids Institute and Curtin
University is helping to sound the alarm – particularly
for the increasing numbers of non-smokers and
teenagers taking up the habit.
The most comprehensive data to date on
e-cigarette chemical composition in Australia is
helping to guide advocacy efforts as researchers,
health campaigners and regulators struggle to
chart the best path forward when dealing with
the exploding phenomenon that is vaping.
In a study funded by the Minderoo Foundation,
Lung Foundation Australia (LFA) and Cancer
Council of WA and published in the Medical
Journal of Australia, respiratory health researcher
Associate Professor Alexander Larcombe and
colleagues found toxic and harmful chemicals in
e-liquids readily available in Australia.
The team from Telethon Kids Institute and Curtin
University examined the ingredients of more than
60 of Australia’s most popular over-the-counter,
‘nicotine-free’ liquids used for e-cigarettes and
found the majority of e-liquids contained substances
with known toxic effects, including causing
respiratory issues and lung damage when inhaled.
In addition, nicotine was present in trace amounts
in nine per cent of the liquids tested – despite
them being marketed as nicotine-free.
At the time, Associate Professor Larcombe
described the amount of nasty chemicals found
in the liquids tested as concerning, saying many of
the flavouring ingredients found by the team were
known toxins and irritants which, when inhaled,
can damage airways and lungs.
While the results sparked a predictably furious
response from vaping advocates, they are being
taken seriously elsewhere.
“There’s a lot of support from most of the scientific
community, and most advocacy groups and
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scientists are pretty positive about it,” Associate
Professor Larcombe said.
“Whenever I’ve presented our findings at scientific
forums and conferences, including the state
and national conferences of the Public Health
Association of Australia and the Thoracic Society
of Australia and New Zealand, it’s been met with
interest. People are just pleased someone is doing
this sort of research.”
In particular, the work has featured heavily in
ongoing advocacy efforts by the Minderoo
Foundation and Lung Foundation Australia.
“The Curtin e-liquid chemical study was a
centrepiece of Lung Foundation Australia’s
National Vaping and Young People Roundtable,
held in December 2020, and foundational to
both the outcomes from that roundtable and the
subsequent public health resources developed
for teens, young adults, parents and educators,”
Lung Function Australia chief executive officer
Mark Brooke said.
The promotional campaign for a suite of ‘Unveil
what you Inhale’ public health resources –
developed following the e-liquid study and
roundtable – reached more than 300,000 people
on social media, had more than 35,000 campaign
views and more than 7,500 resource views, and
generated 68 media stories with a total reach of
more than 36 million people.
“The findings of the study have been used in Lung
Foundation Australia’s election priorities document
to reiterate the many unknowns of e-cigarettes,
and will be used in ongoing advocacy to protect
Australians from the harms of e-cigarettes,
such as the National Tobacco Strategy which

is currently under review, as well as supporting
implementation of the National Preventive Health
Strategy,” Mr Brooke said.
Director of the Minderoo Foundation’s Collaborate
Against Cancer Initiative, Dr Steve Burnell, said the
chemical analysis study remained a leading piece
of research in an Australian setting. It had helped
to inform state campaigns and its methodology
had supported state/territory chemical analysis for
seized products.
“E-cigarette research undertaken by Associate
Professor Larcombe’s team has been vital to
spotlight the toxic ingredients, mislabelling and
nicotine contamination of e-cigarettes sold in
Australia,” Dr Burnell said.

“This research is so important
to increase awareness of
policymakers and the Australian
public. E-cigarettes are not
harmless, despite false claims
made by those who shamelessly
market them to our children. We
need to continue to support such
high-quality research needed to
inform policy and allow effective
regulation and controls.”
Associate Professor Larcombe said that, worryingly,
the e-cigarette market was becoming dominated
not by smokers trying to quit, but teenagers and
young adults who had never previously smoked.
“We often get the argument that we’re killing

► There is still much work to be done in
understanding what chemicals are in
Australian e-liquids. Associate Professor
Larcombe’s team has, to date, only looked
at a small number of pre-selected e-liquid
ingredients. Going forward they hope to
take a more ‘discovery’ type approach
to comprehensively identify the chemicals
commonly used in Australian e-liquids.
► There are also significant gaps in our
understanding of what impacts different
e-liquid/e-cigarette ingredients might
have on health. For example, most e-liquid
flavouring agents have only been approved
for ingestion – not heating and inhaling.
Emerging technologies in toxicological
assessment will help fill these gaps.

smokers by giving this information out because it’s
preventing them from switching from cigarette
smoking to vaping and, in that way, we’re
consigning them to an early grave,” he said.
“But figures suggest now the proportion of nonsmokers and teenagers taking up e-cigarettes is
rapidly increasing, so it’s not just your older smokers
trying to give up, it’s also high school kids who are
using them and getting addicted really quickly.
There is conclusive evidence showing that this
leads to tobacco smoking as well.”
He said that while the jury is still out on the longterm health impacts of vaping and e-cigarettes,
there is enough evidence now to show some
adverse health effects – including lung disease,
nicotine poisoning, people being burnt and
batteries exploding in pockets.
“In terms of the long-term health effects, it’s still not
conclusive from a clinical perspective because
people haven’t been using them for long enough
and there’s no evidence yet of, say cancer, but
we know e-liquids and aerosols have carcinogens
in them.”

Associate Professor Larcombe is part of the
Wal-yan Respiratory Research Centre, a
powerhouse partnership between Telethon
Kids Institute, Perth Children’s Hospital, and
Perth Children’s Hospital Foundation.
In addition to the advocacy work of the
Minderoo Foundation and Lung Foundation
Australia, his research is contributing to
other policy and advocacy efforts around
vaping and the regulation of e-liquids and
e-cigarettes.
► He has provided an independent expert
review of evidence underpinning a new
CEO statement on e-cigarettes, shortly to be
released by the National Health and Medical
Research Council.
► Following changes to regulations governing
e-liquids sold in Australia requiring people who
want nicotine-containing e-liquids to obtain a
doctor’s prescription, many doctors weren’t
sure how to go about prescribing nicotine, so
Associate Professor Larcombe and colleagues
wrote a paper providing guidelines.
► He is part of a group of advocates,
researchers and policymakers led by Cancer
Council WA which meets several times a
year to discuss issues and potential strategies
to tackle the take-up of vaping by young
people.
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Reducing radiotherapy: new antibody
gives hope for less toxic cancer treatment

For decades, chemotherapy and radiotherapy have been the mainstays of treatment for
cancer, but the side-effects from high doses can be life-long and devastating for children.
Thanks to the generous support of our donor community, Telethon Kids Cancer Centre
is leading the charge to find innovative new treatments that will allow doctors to ‘dial
down’ the amount of toxic treatments needed to fight cancer.
Cancer is a cruel illness, especially when it affects
children. The horrifying blow of receiving a cancer
diagnosis for a child is amplified by the reality that
the treatments they will need to stay alive can
cause untold long-term damage.
Hearing problems, vision loss, fertility struggles
and even the risk of the treatments causing
secondary cancers are common side effects. The
life-saving treatments can take an enormous toll
on their young bodies, which are still growing and
developing.
Professor Terrance Johns, Head of the Telethon
Kids Cancer Centre, is more determined than ever
to make treatments less toxic and less damaging
for kids battling cancer, and hopes an innovative
new antibody developed by Australian company
Patrys Limited will hold the key.

“This antibody is very exciting.
It works by targeting the DNA
in cancer cells which have been
damaged by radiotherapy and
stopping the cells from repairing
themselves,” Professor Johns said.
“This means the radiotherapy itself will be more
effective and patients will require much less of it.”
The antibody, which comes in two forms known as
PAT-DX1 and PAT-DX3, is unique because it is able
to cross the blood-brain barrier – something few
other antibodies can do. This makes it an excellent
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candidate for treating brain cancers, which have
not seen any new treatment options available to
patients for more than 30 years.
Early lab results were extremely promising, and
Professor Johns and his team hope to have the
antibody treatment ready for clinical trial within 15
months.
“We are getting ready to take this antibody into
the clinic in 2023,” he said.
“We want to know the best way to use it in brain
cancer patients, and we want to test it in our
models in combination with radiotherapy.”
Professor Johns has received support from
the Cure Brain Cancer Foundation to begin
the necessary lab work to test the antibody’s
effectiveness on stopping brain cancer cells from
repairing themselves.

“Brain cancer remains a highly
lethal disease and we actually
believe that this is an excellent
way we can help current
treatment be more effective,
extending lives,” he said.
“This is a good antibody for a range of cancers
– obviously my focus is brain cancer – but it can
be taken into other cancers in both children and
adults.”

Professor Terrance Johns

This work is supported by the Cure
Brain Cancer Foundation.
► Dr Raelene Endersby is leading a new project to test
two experimental cancer drugs with potential to help
children suffering from Medulloblastoma, with support
from Cancer Council WA.

The cancer team are supported by the
Stan Perron Charitable Foundation for
their Cancer Immunotherapy research

► Professor Terry Johns is leading research, funded
by the Channel 7 Telethon Trust, to develop new
treatments for babies and young children suffering from
Neuroblastoma, a deadly cancer of the nerve cells.
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to develop a new communication scale that
captures a greater depth of communication,
rather than just focusing on milestones such as
babbling or using words.

Inching towards answers for
children with ultra-rare CDKL5
In 2005, Australian researchers first identified and described CDKL5 Deficiency Disorder,
an ultra-rare genetic condition marked by frequent seizures that begin soon after birth
and never let up – leading to severe disability. Almost two decades on, there’s no cure
or reliable treatment, but work at Telethon Kids Institute is helping scientists across the
globe inch their way towards clinical trials which could, at last, provide relief for children
and families.

“With more thoughtful measures, we might be
able to document a child who can communicate
a range of different emotions and messages
through different types of body language or
sounds.”
Associate Professor Helen Leonard and
Associate Professor Jenny Downs

States to develop a suite of more finely calibrated
outcome measures.
In this project – funded by the prestigious
National Institutes of Health in the US – the team is
developing, refining and testing new measures for
clinical severity, gross motor and hand function,
communication and quality of life (using a qualityof-life tool developed by Associate Professor
Downs).

We call them milestones – the developmental
checkpoints that signal our children are
progressing as expected as they bump, tumble
and strut their way through life.
Whether it’s smiling, crawling, walking, or
talking, they’re big, bold milestones we mark on
calendars, record in scrapbooks, or brag about
on social media.

“For example, sitting is often measured for periods
of ten seconds, so we are testing new items that
involve sitting and necessary assistance for shorter
period of times,” Associate Professor Downs said.

But for some kids, especially those with severe
disability like that caused by the incredibly rare
CDKL5 Deficiency Disorder (CDD), progress tends
to be far more subtle – smaller improvements over
time measured not in milestones, but ‘inchstones’,
as disability advocates and researchers call them.

“And when it comes to communication, there
are so many ways children express who they
are, what they like or want, and how they want
to connect with other people, despite severe
disability. So one of the real challenges for us is

These less obvious changes are especially
important when it comes to testing new
treatments in clinical trials, providing vital clues
that indicate whether the treatment is effective
or not.
But a lack of tested outcome measures attuned
to the nuances of children with severe disability
is hampering efforts to find answers for these
children and their families.
“We can’t properly test new treatments and
cures for children with severe disability until we
understand how to measure those small changes,
or inchstones,” said Associate Professor Jenny
Downs, Head of Disability at Telethon Kids Institute.

“CDKL5, in particular, is such
a severe condition that when
assessed using currently available
measures, the children inevitably
end up with scores at the low end
of the range. That means we can’t
tell if they’ve undergone changes
or not – whether they’re getting
better or worse.”
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It’s a flaw Associate Professor Downs and other
researchers are working hard to fix in time for the
crop of potential CDKL5 treatments expected to
make it to trial stage over the next few years.
“At the moment there are a lot of potential
new medicines on the horizon, including gene
therapy,” she said. “We want to be absolutely
ready for clinical trials of these treatments, and
part of being ready for clinical trials is having the
right outcome measures.”
Together with fellow Telethon Kids researchers
Helen Leonard, Peter Jacoby and Jacinta
Saldaris, Associate Professor Downs is working
with a team at the University of Colorado, the
Children’s Hospital in Philadelphia, and CDKL5
Centre of Excellence Clinics across the United

► The team has already
developed new gross
motor and hand function
measures and are testing
them by gathering
video data from
families in Australia and
internationally.
► Later this year, the
team will test statistically
the suite of measures
their US collaborators are
collecting.
► Next year, the team
will develop assessment
models and begin testing
the measures under
clinical trial conditions.

Associate Professor Downs is also part of the
global Inchstone Project – a consortium of patient
advocacy groups and researchers focused on
accelerating development of outcome measures
for people with severe developmental and
epileptic encephalopathy disorders such as CDKL5.

“It’s so important, not just for
these trials but for the daily
lives of these children, that we
have measures that can better
reflect how these children are
progressing,” she said.
“Families do not want medicines thrown out
because we have not understood the effects on
their children.
“Likewise, if a measure of more finely graded skills
indicates that skills have been lost, then we can
be clear that we definitely do not want that new
medicine.”

► CDKL5 Development Disorder (CDD) is caused by
mutations in the cyclin-dependent kinase-like 5 (CDKL5)
gene, which provides instructions for making proteins that are
essential for normal brain and neuron development. Diagnosis
is via genetic testing.
► CDD causes early onset seizures (usually within the first
three months of life), and can lead to severe intellectual and
motor impairment, abnormal muscle tone, gastrointestinal and
feeding difficulties, and sleep and respiratory problems.
► Although a genetic disorder, the mutation that causes CDD
occurs randomly.
► CDD is so rare there are fewer than 40 known cases in
Australia, and fewer than 1,000 known cases around the world
– although there may be more cases where access to genetic
testing is poor.
► The circumstances of each case vary depending on the
child’s specific mutation on the CDKL5 gene – to date there
are more than 200 known mutations.
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Database a crucial tool helping
to fill the CDKL5 information void
It’s only 18 years since the CDKL5 Deficiency
Disorder was identified by Australian researchers
as an independent disorder, and while some
advances have been made, there are still next
to no answers for families whose children are
diagnosed with the condition.
Before 2004, children with clinical features now
attributed to CDD were thought to have a variant
of Rett syndrome that was dominated by epileptic
seizures.
Telethon Kids Institute disability researcher,
Associate Professor Helen Leonard, played an
important role in the identification of the
differences that define CDD, thanks to her
extensive experience researching Rett syndrome

and running an Australian online database
tracking Rett cases.
Since its discovery she – along with Associate
Professor Jenny Downs – has been among a
small clutch of global researchers championing
the race to learn more about CDD and ease the
burden for affected children and their families.
In 2012 the pair established the International
CDKL5 Disorder Database to collect information
on children and adults with the disorder and help
researchers, families, advocates and treating
doctors – many of whom may only ever see one
affected patient – better understand the condition
and keep up to date with the latest information.
Thanks to the online database – funded by the

International CDKL5 Foundation for Research and
the LouLou Foundation – researchers now realise just
how rare CDD is.

so much we don’t know about many aspects of
this devastating, lifelong condition,” she said.

“It remains extremely difficult to
treat and, even though we are
keen to see more work which helps
us understand the genetic aspects,
the priority now is really trying
to find treatments that make a
difference.

Now with more than 450 children registered, it has
given them an idea of case numbers, connected
families who despaired of ever finding someone
else who could relate to their experiences, and
created a pool of willing study participants anxious
to help find the breakthrough that just might
transform their lives.
Associate Professor Leonard, who recently led a
far-reaching review of what is known so far about
CDD, published in The Lancet Neurology, says the
frustrating reality for families is that, almost two
decades in, there are still no reliable treatments
to ease the relentless, debilitating seizures their
children endure daily or weekly, depending on the
severity of their condition.
“While we have made amazing progress in the
clinical understanding of CDD – and a lot of that
knowledge is thanks to our database – there is still

“There have been some drug trials, including one
which has had some success in controlling seizures
which will be available in the US very soon, but
there aren’t any treatments that really turn the
whole disease around.
“The good thing is we know a lot more than we did,
but there’s still a lot more to do.”

nothing that’s passed on from either of us – it’s
basically random, like you’ve been hit by lightning,”
Patricia said.

Patricia and her husband Mark went to Armadale
Hospital, where Manna had another seizure, then
drove to Perth Children’s Hospital. An overnight
stay and a battery of tests revealed little, with
doctors confirming Manna was having seizures but
saying she otherwise seemed to be doing well.

It took until the end of 2020
before a genetic test
taken during Manna’s
first hospital stay
revealed she had
CDKL5 Deficiency
Disorder, a
condition Patricia
and Mark had
never heard of.

Over the next few days the seizures became
longer and more frequent – escalating first to five,
then 10 a day.

“At a genetics
appointment a while
after they told us it’s
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She’s rolling and trying to crawl but has low muscle
tone and struggles to push up. She has little vision
due to her brain’s inability to interpret what she
sees, and has never babbled but vocalises vowel
sounds and loves to laugh.

“She does have a lot of hard days
where seizures just make her
upset and her sleep is a big issue,”
Patricia said.
“But when she’s happy she’s really happy – really
giggly. She loves being cuddled and squeezed
and tickled. Hearing the voices of people around
her lights her up.”
The family is heartened by efforts to find treatments
and the fact that, despite the condition’s rarity,
Perth is host to a major CDKL5 research hub at
Telethon Kids Institute. They have joined the CDKL5
database and, thanks to Associate Professor Helen
Leonard, have made contact with an American
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“Later that day she did it again, then again. She
just kind of paused, did that, then went back to
normal.”

“It felt like if we could just find that one, it would
be fine – but after three or four the neurologist did
mention that given it wasn’t really changing, there
was probably something underlying going on.”

Now aged two, Manna has full body seizures
several times a week and regular mini-seizures that
frighten her awake – making it difficult for her to
sleep more than a couple of hours at night and
more than 5–10 minutes at a time during the day.

nn

“I’d never seen a
seizure before,” the
Perth mum-of-two said.
“I was on the bed, looking at Manna, and all of
a sudden she had these five little jerks and just
looked at me. It was like time stood still.

“We went back to hospital and
that time she stayed five or six
weeks while they tried medication
after medication. They’d give each
one a day or two, see she didn’t
respond, then introduce a new
one. They kept saying ‘There’s
hundreds of medications, we just
need to find the right one’.

Ma

Patricia Ilchuk can
still recall the
day in August
2020 when
her daughter
Manna – then
five weeks old
– had her first
seizure.

“It’s still hard to process. Obviously, her life is
changing and we still don’t know what it will look
like.”
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family whose daughter, a few years older, has the
same mutation as Manna.
“That really helped because at the beginning it was
so unknown, what it would look like for her as she
gets older, but having that other person – seeing
their life, being emailed photos – just helped us see
there is a life outside, it’s not all doom and gloom,”
Patricia said.
Asked what she’d most like to see come out of
research efforts, Patricia said a cure was top of the
list, but treatments that could help with Manna’s
seizures, sleep, and vision would make
a huge difference.
“That’s all our hope is, to be able to help our little
ones be able to develop in all those important
areas.”
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We thank all our generous supporters all of the individuals, corporates, trusts
and foundations - who help deliver
and drive our research impact so we
can continue to make a difference for
children, young people, families and
communities. We simply could not do it
without you.
Our Principal Partner, Telethon, continues
to achieve remarkable levels of
community engagement and support,
and we are humbled to be one of their
beneficiaries, and proud to wear the
Telethon name as a reflection of the
enormous support we have received
over so many years.
Read more about the philanthropy that
supports our work in our Annual Report:
telethonkids.org.au/about us
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 6319 1000
E | contact@telethonkids.org.au
W | telethonkids.org.au
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Northern Entrance, Perth Children’s Hospital,
15 Hospital Avenue, Nedlands WA 6009
PO Box 855, West Perth Western Australia 6872
T | 08 6319 1000
E | contact@telethonkids.org.au
W | telethonkids.org.au
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