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MISSION

We are HeartKids, the Australian Childhood Heart Disease Foundation,
dedicated to supporting all infants, children, young people and adults
affected by congenital and acquired heart disease.
We fund life-saving research and give comfort through quality assured
information and advice. We are the national voice and advocate for all
those impacted by congenital and acquired heart disease.
Our free of charge support is a commitment for life because there is no
known cure.
With advances in surgery, medicine and treatment, infants are now living
longer and healthier lives and that brings new challenges. HeartKids is
the only organisation in Australia dedicated to bringing solutions to these
challenges through Advocacy, Information, Research and Support.

Vision Statement
Supporting heart kids through life.

Purpose
HeartKids is the ‘compass’ to help you navigate your congenital heart
journey throughout your lifetime.

Our Values
•
•
•
•
•

Care
Collaborate
Lead
Perform
Think

Guiding Principles

Sam age 16
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Person and family centred
Evidence based and informed
Collective action
Addressing health inequities
Accountable governance
Wellness focus
Sustainable
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•
•
•
•
•
•
•
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UNITY

has achieved
long standing goals

We are delighted on behalf of the Board of Directors
and staff to present the HeartKids Limited second
Impact Report for the year ending 30 June 2018.
With nearly 40 years of service to people impacted
by congenital and acquired heart disease, the
former federated group of charities unified in
October 2016 to form a single national charity,
HeartKids Limited. This report summarises our
second year of operation as a consolidated entity.
Our coming together to realise a vision of a stronger HeartKids movement has yielded immediate
dividends for people living with or impacted by congenital and acquired heart disease. HeartKids’
advocacy and awareness strategy has seen several significant milestones achieved. This includes
recognition of congenital and acquired heart disease by the Australian Government as a national
health priority with HeartKids funded by the Department of Health to facilitate Australia’s first
National Childhood Heart Disease (CHD) Action Plan.
The inaugural National Childhood Heart Disease Roundtable held in September 2017 at Parliament
House Canberra demonstrated our unity. We brought together clinicians, researchers, health
groups, patient representatives and HeartKids Board and staff to review the 2011 Childhood Heart
Disease White Paper and formulate a strategy going forward. Following the roundtable, the
Hon. Greg Hunt, Minister for Health pledged $15 million as part of the Conquering Childhood
Heart Disease Research Mission. The entire HeartKids family owes a debt of gratitude to our
Parliamentary Ambassador the Hon. Steve Ciobo, Minister for Defence Industry and heart kid parent,
for his continued championing of childhood heart disease.
Both the CHD Action Plan and the Research Mission are testament to our vision of a united HeartKids
and our ability to shine a light on the need, aspirations and circumstances of all Australians living
with or impacted by congenital and acquired heart disease.
Whilst there is cause for celebration in both these announcements, HeartKids continues to address a
range of challenges including financial sustainability in an increasingly competitive donor and charity
landscape while addressing the related issue of broader community awareness of HeartKids and
congenital heart disease as a cause worthy of community support.
This year HeartKids introduced regular client surveys to better understand the impact of our
programs and services in supporting infants, children, young people, young adults and adults
living with congenital and acquired heart disease. Our research tells us that those directly impacted
by the disease and their immediate family and friends are well connected to and very appreciative
of the services that HeartKids freely provides.

The future ahead looks bright with significant opportunity on the horizon for HeartKids and the
childhood heart disease community more broadly.

Jan McClelland, AM 		
Rob Daly
Chairperson			
Acting Chief Executive Officer
					(from Sept 2018)

Savannah age 6mths
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Our major challenge is to improve brand awareness of HeartKids and congenital heart disease more
specifically, so that we can improve our competitiveness for corporate and community donations
and secure funding for our important programs and services. This report highlights the significant
amount of work completed by our dedicated team of staff, volunteers and supporters. On behalf
of the Board we extend our sincerest thanks to all those that give their time and resources to help
HeartKids achieve our purpose.
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Our year in review

HIGHLIGHTS
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HeartKids Peers
Inaugural Childhood Heart
as Mentors Program
Disease Roundtable
is launched with
Parliament House, Canberra held
50 parents inducted
bringing together patients,
in the first program
researchers, clinicians and
health agencies for the
first time
National Congenital Heart
HeartKids Education Days
Disease Survey
launched nationally
A first for Australia - launched in
focusing on
Sydney, to date 3,200 patients
Family Coping and
have completed the survey
Teen Transition
making it one of the
largest of its kind
in the world

The $15 million
Conquering Childhood Heart Disease
Research Mission
announced by the Australian Government,
Parliament House Canberra on
International
Congenital Heart Disease Day

HeartKids awards
$273,000 in research grants
to seven childhood
heart disease
projects

JULY AUG SEPT OCT NOV DEC JAN FEB MAR APR MAY JUNE
HeartKids Two Feet
& A Heartbeat Charity Walks
expands to
20 communities nationally
with 3,000 participants
raising $260,000
for research

Melbourne Fruit Markets
Cherry Auction raises
$200,000 for
HeartKids Family Coping
Program pilot

HeartKids new website
is launched as a
one stop shop for
information and
resources
8

HeartKids
Sweetheart Day 2018
raises $520,000 with
$3 million donated media to
raise much needed
awareness of
congenital heart
disease

HeartKids Super Boss Day
raises $372,500 with
220 corporate CEOs
and leaders
participating
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OUR IMPACT

ADVOCACY

$

$15M

National
Childhood
Conquering
Heart Disease Childhood
Congenital
becomes a Heart Disease Heart Disease
national health Action Plan
Research
funded
priority
Mission

5,855

INFORMATION

50M

Media
Investment
hits for
for research
community Sweetheart
Day
announced

$3M
Pro-bono
advertising

7,500

Website visitors People assisted
with referrals
per month
to other
agencies

SUPPORT

50

2,819

Parents
People living Peer mentors
trained to
attend peer
with or
support
support in
impacted
families
hospital
by CHD
after
supported +13%
discharge
on last year

943
People
volunteered

314

12,000

18

11

Resources
distributed
inc. HeartKids
Care Bags

Education
Sessions
focusing on
Family Coping
and Teen
Transition

Regional
Cardio
Clinics

RESEARCH

$3.5M

85%

In volunteer
Of people
labour assisted reported
improved
resilience,
confidence and
wellbeing

$414,000

3,200

$273,000

$15

Invested in the
Australia and
New Zealand CHD
Registry

People complete
the National
Congenital
Heart Disease
Survey

Invested in
seven
research
priorities

Additional
donation for Seed
funded research
for every

$1

HeartKids invests
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LEADERS

Meet our

Ms Jan McClelland AM

Ms Beverley Barber

Ms Jayne Blake

Mr Jared Brotherston

Prof. David Celermajer AO

Mr Rohan Geddes

Chairperson

Director

Director

Director

Director

Director

Jan McClelland AM is a company

Beverley Barber is an experienced

Jayne has been a Director of HeartKids

Jared has over 15 years’ experience

David Celermajer is the Scandrett

Rohan has over 25 years’ experience

Executive and Non-Executive Director

since 2011, previously in the roles of

as a director and company secretary

Professor of Cardiology at The

in personal and employment related

with a background spanning a range

Chair of HeartKids Australia, Chair

and executive in both in both Australia

University of Sydney, Director of

tax matters, specialising in FBT, payroll

of industry sectors including the

HeartKids New South Wales and has

and New Zealand. A construction

Echocardiography in the Cardiology

tax, superannuation, employment

private sector. A Director with Deloitte,

also been Chair of the Audit, Risk and

barrister by training, Jared has held

Department as well as Director of

termination and redundancy

and having worked throughout her

Compliance Committee and Chair

company secretarial and general

Adult Congenital Heart Services at the

arrangements and PAYG.

career across State, Federal and Local

of the Alignment and Engagement

management roles in postal services,

Royal Prince Alfred Hospital and

Governments, she has worked with

Committee of HeartKids Australia.

construction and transport and

Clinical Director at The Heart

Jayne is an experienced company

logistics. He has consulted to numerous

Research Institute.

director with more than 12 years’
governance experience as chair and
non-executive director in government,
commercial, industry association and
not for profit enterprises across
a range of industry sectors.
Jan is a former Director-General of the
NSW Department of Education and
Training and Managing Director of
TAFE NSW. She is currently Deputy
Chancellor and Council Member of the
University of New England, Chair
of the superannuation industry’s
Gateway Network Governance Body
Preventorium.

enterprises, was a Board member
on the HeartKids Australia Board
and more recently on the HeartKids
South Australia Board. In addition to
experience in business transformation,
organisational design, leadership and
culture, Beverley holds qualifications in
management and public policy and has
significant public policy and governance
proficiency and a wealth of knowledge
and experience in politics and Government
Relations. Beverley is committed to the
development and growth of HeartKids
and has worked with many businesses
to help them resolve the most
complex issues and achieve success.
Beverley is also a member of the
Finance and Audit Committee.
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director with broad cross-functional
expertise including key Executive roles
in Finance, Sales, Commercial and
Customer Relations. In her corporate
career Jayne worked for Vodafone

resources and oil and gas mega projects
in and around Australia. More recently,
Jared has held senior commercial roles
in contracting and procurement and
supply chain management for major

leads the Employment Taxes and
Payroll Consulting Practices. In these

Some of David’s major achievements

roles, he provides proactive advice to

include; NSW Health Minister’s

employers, assisting them with the

Award for Lifetime Achievement in

processes and policies used to help

Cardiovascular Research in 2012,

manage the tax and administrative

Simon Dack Award for excellence

impacts of remunerating their

in cardiology in 2010, Fellow of the

employees and their contractors.

Group in various General Manager

mining entities.

roles in both the UK and Australia, in

Currently, Jared is Commercial Manager

Australian Academy of Science since

He has also worked in Australia and

Finance, Commercial and Customer

of the Southern Ports Authority,

2006 and Commonwealth Health

the US, providing personal tax

Service functions, until becoming

with responsibility for Bunbury,

Minister’s Award for Excellence in

assistance to high net wealth

Sales Director in 2004. Bringing all this

Albany and Esperance Ports.

Health and Medical Research,

individuals and expatriates.

experience together Jayne established

for outstanding lifetime

Rohan is a heart kid.

JBC International, a coaching and

contribution in 2002.

consulting business in 2009, specialising
in assisting other organisations to
effectively plan for and drive
sustainable business growth.
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and a Director of Stewart House

ASX listed companies, small to medium

He is a Partner at PwC, where he

13

LEADERS

Ms Sami Glastonbury

Mr Anthony Mahady

Dr Joanne Redburn

Prof. Ruth Salom AM

Dr Lisa Selbie

Mr Matthew Tognini

Director

Director

Director (Resigned Nov 2017)

Director

Director

Director

Samantha Glastonbury is Marketing

Anthony is an experienced lawyer,

Dr Joanne Redburn is the principal

Professor Ruth Salom is a medical

Dr. Selbie received her Ph.D. in

Matthew has a passion for helping

professional with 15 years’ experience

having practised in both Australia and

of a boutique not for profit practice

graduate, specialist pathologist, with

Molecular and Cell Biology from

businesses achieve their potential.

nationally across several industries

the UK, primarily in financial services

bringing years of experience in

more than 30 years’ experience in

Northwestern University and has

Throughout his career as a chartered

with more recently taking a keen

law. He is currently responsible for

corporate, commercial and

health, medical education, research

experience in cardiovascular

accountant he has worked closely

focus on consulting to the Food and

managing the prudential regulatory

intellectual property law,

and health management.

research, project management,

with his clients to help them not only

Health industries.

risk of a major Australian financial

to the not for profit sector.

consulting and teaching.

achieve financial independence but

Sami is also heart mum to 41/2 year old
Francis who was born with a congenital
heart disease and also has special

qualifications Anthony also holds a
Master of Applied Finance.

Ruth is currently Professor / Director

to also help them to optimise their

Because of the highly focused nature,

of Pathology at Monash University.

Dr Selbie held research positions

Joanne has developed a specialised

Ruth is a former Non-Executive Director

at the Garvan Institute of Medical

knowledge of the sector, working

of Melbourne Health and Peninsula

Research and Queens Medical Centre,

In his business career Matthew has

business structures and operations.

Anthony has three young children,

with a diverse range of not for profit

Health as well as former Director

Nottingham as a Wellcome Trust

worked and specialised in SME

has developed a passion for consumer

one of which suffers from a congenital

and social enterprise clients. She not

National Health KPMG, Executive

Research Fellow studying cardiac

business clients. He has overseen

advocacy and health reform.

heart condition. Anthony is also a

only understands the legal needs of

Director of SA Pathology and Head of

neuropeptide receptors, and was

taxation compliance, strategic

member of the Programs and Services

the sector but also understand what

Integrated Solutions at Telstra Health.

involved in consultancy reviews of

planning, restructuring and

Advisory Committee.

motivates the sector. Joanne is the

national research funding processes. Dr

human resources issues for

Selbie is a lecturer with Johns Hopkins

a variety of clients.

University MS/MBA Biotechnology

Matthew came to HeartKids

Program developing and delivering

through the diagnosis of his

on-ground and online courses,

daughter, before birth,

serves on the NSW AusBiotech

with a complex congenital

Committee, and previously was

heart defect.

involved in fundraising and raising
awareness for HeartKids and has now

parent of an adult heart kid.

Ruth holds a Bachelor of Medicine
Bachelor of Surgery from Monash

sat as a non-executive director on

University, Bachelor of Medical Science

the state and now national board

from Monash University, Doctor of

for 4 years.

Medicine from Monash University,

Sami is honoured to be contributing
to HeartKids Limited and is dedicated
to raising national awareness
for HeartKids to support families
on their journeys.

Master of Business Administration
from Melbourne University,
Fellowship from the Royal College
of Pathologists Australasia and is a
Fellow of the Australian Institute
of Company Directors.

Chair of HeartKids Australia.
Dr Selbie is Chair of the HeartKids
Research Advisory Committee.

HeartKids Annual Impact Report 2017-2018

needs. Since the birth of her son, Sami

Sami and her family have been actively

14

institution. In addition to his legal
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WHY

Childhood Heart Disease
is a national health priority

Many people are unaware of childhood heart disease and its prevalence in Australia.
Some remember the term “Blue Baby” and “Hole In The Heart Baby” - these are terms
that describe childhood heart disease that in reality covers a wide range of conditions.
Congenital heart disease incorporates a group of abnormalities of the heart and is a
general name for any type of malformation of the heart, heart valves or major blood
vessels which are present at birth. Defects can range from simple to complex and
can occur alone or in groups, depending on how the heart has developed.
Acquired heart disease refers to conditions such as rheumatic fever and Kawasaki’s
Disease which can damage the heart during childhood. Therefore we often refer to
childhood heart disease so as to include heart disease acquired during childhood
and congenital heart disease.
Congenital heart disease is the most common congenital disorder in newborns. The
birth rate prevalence of congenital heart disease is understood to be approximately
8 – 10 cases per 1,000 live births.
In Australia, there are approximately 300,000 registered births per year resulting 2,400
– 3,000 babies born each year with a form of congenital heart disease. Cumulatively,
taking into consideration newborns through to adults living with congenital heart disease,
this number could conceivably represent between 65,000 to 90,000 Australians.
Although there is no indication that the incidence of congenital heart disease
is increasing, as Australian birth rates increase and enhanced medical care and
technology continue to improve survival rates following medical interventions,
the prevalence is predicted to increase. There are an increasing number of adults with
congenital heart disease who are not well served by the existing health care system.
HeartKids has a commitment to work across the life span. Gaining a better
understanding of the entire spectrum of congenital heart disease, the number of
people living with congenital/childhood heart disease, and the total burden of disease
across the disease continuum is imperative to patients and those responsible for
treating them, including health policy makers, ultimately delivering not just better,
but sustainable care.
Looking forward in 2019 / 2020 HeartKids aims to commission Australia’s first Economic
Burden of Disease Report to measure direct and indirect costs or financial impact of
is a major gap in our understanding of the true burden of the disease.

Freddie age 1 mth
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congenital heart disease on government, the community and patients. We believe this
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ADVOCACY

OUR OBJECTIVES
A National Congenital/Childhood Heart Disease
Action Plan is endorsed by Government

Achieved and
strengthening

HeartKids receives government funding as
necessary to maintain and grow its service footprint

Partially achieved and
continuing as a priority

Financial support for people impacted by congenital
heart disease in particular NDIS and Carers Benefits
(or similar) is achieved

Not achieved and
continuing as a priority

HeartKids is the voice of all Australians impacted by congenital and acquired heart
disease and our HeartKids Advocacy and Engagement Plan was successful in delivering
long awaited recognition of childhood heart disease as a national health priority.
Until very recently HeartKids received less than $50,000 per annum or 1% of total
revenue as government funding. A strategic objective is to secure Australian and
State / Territory funding for both research and support programs. To this end,
HeartKids facilitated the inaugural National Childhood Heart Disease Roundtable
in Parliament House, Canberra in September 2017 to identify gaps in services,
research and priorities that will have the greatest impact on the health and wellbeing
of all people living with congenital heart disease and their families.

CHILDHOOD HEART DISEASE ACTION PLAN
HeartKids, partnering with the childhood heart disease community and patients,
secured funding to deliver Australia’s first Childhood Heart Disease National
Action Plan.
The Plan’s development is now underway and will be delivered in consultation with the
Paediatric and Congenital Council of Cardiac Society of Australia and New Zealand, the
Clinical Leadership of all State and Territories Paediatric and Adult Cardiology teams; as
well as other non-government agencies, Health Departments and the broader childhood
heart disease research community.
The Australian Government’s Department of Health has provided a one-off grant to
HeartKids to facilitate the development of the Plan to be completed by November 2018.

CONQUERING CONGENITAL HEART DISEASE MISSION
In the largest single investment in congenital heart disease research in Australia’s history,
the Australian Government announced that congenital heart disease would be the fifth
mission of the Medical Research Future Fund.
of $15 million from the Australian Government’s Medical Research Future Fund under
the ‘HeartKids Conquering Childhood Heart Disease Research Mission’.
The CHD National Action Plan will inform the research key priority areas of the HeartKids
Conquering CHD Research Mission. The strategic and operational plans for the CHD
Research Mission will be refined as part of the Action Plan.
HeartKids work with Government and the philanthropic community (both in Australia
and internationally) to attract further funding investments and donations.
The ‘HeartKids Conquering Childhood Heart Disease Research Mission’ is just the fifth
disease focus area of the Medical Research Future Fund. Looking forward our aim is to

Tahlia age 14
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On 14th February 2017 The Hon. Greg Hunt Minister of Health pledged a minimum

invest over $20 million over the next five years.
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INFORMATION

HEARTKIDS 1800 HELPLINE
The HeartKids 1800 HelpLine – 1800 432 795 (1800HEARTK) – has supported hundreds of
parents and adults answering non-clinical / medical requests for information and increasingly
connecting callers with a range of government and non-government support organisations.
A range of consumer health campaigns and resources were implemented over the past
twelve months including:
• HeartKids Starting School Campaign
• Twelve new HeartKids Fact Sheets on a range of topics including
		 reproductive health for women with CHD, Transitioning to Adult Health 		
		 Services, Exercise and CHD, Preparing for Surgery and Self Care for
		 Bereaved Families.
HeartKids would like to acknowledge the tremendous support of Actelion Pharmaceuticals
for their generous donation towards HeartKids Information and Awareness Strategy.

HEARTKIDS INFORMATION DAYS
Our commitment to providing evidence-based quality assured information was
achieved through the introduction of national series of CHD Education Days. These
interactive workshops are led by experts in their fields and include opportunities for
questions and answers in a relaxed, inclusive and supportive environment. In 2017 –
2018 we focused on two areas identified by our community as strategic priorities:
Family Coping and Teen Transition.
Family Coping - Families of children with congenital heart disease may experience a
range of psychosocial and emotional stresses that impact on family life. The Family
Coping Education Days are designed to provide information, resources and tools to
support families once they leave the hospital.
Sessions focus on:
• How to stay positive and manage stress and anxiety
• Communicating with siblings and other loved ones
• Maintaining a healthy relationship with your partner

OUR OBJECTIVES

• Maintaining a healthy relationship with your medical and health professional
Achieved and
strengthening

The reach of our information and support programs increases

Achieved and
strengthening

• Where to access support
Teen Transition - Life as a teenager can be challenging, and even more so for young
people with congenital heart disease. HeartKids has adopted a focus on up-skilling
and preparing teenagers so that they can navigate the health care system on their own

Finding out that your child or unborn baby has a heart condition can be
overwhelming. Many cases of congenital heart disease are diagnosed before
a baby is born during an ultrasound scan in pregnancy. In some babies,
heart problems will be detected after birth and some kinds of congenital
heart disease are mild and may not be diagnosed in infancy. In most cases,
the cause of congenital heart disease is unknown.
HeartKids provides support for parents of children with congenital heart disease
in many different ways. From high quality information and in-hospital support,
to peer mentoring that helps parents to meet other parents in a similar
situation. During the last year, HeartKids has worked extensively with health
and hospital systems nationally to create a comprehensive Directory of
Support Services and Programs available to patients and their families.

and self-manage their heart care needs over time.
Sessions focus on:
• The stages of transition from paediatric to adult cardiology services
• Parents perspective of transition and ‘letting go’
• Young people’s perspective of transition and ‘stepping up’
• Your health records
• Where to access support
HeartKids acknowledges the tremendous funding support of Admedus – national

Hamish age 4

partners of the CHD Education Days.
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In consultation with specialist clinicians and service providers,
conduct ongoing awareness and information campaigns
to create greater understanding of congenital heart disease
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RESEARCH

surgery leads to improved patient centred outcomes. The study started in July 2017 at
Lady Cilento Children’s Hospital Brisbane and all major paediatric cardiac surgical centres
in Australia and New Zealand are now enrolling. The study will be the largest trial done
in paediatric cardiac surgery and has the potential to change practice leading to better
patient outcomes.

“The start-up funding by HeartKids was
essential to get us going and provide the
necessary feasibility data to NHMRC
allowing to secure this large grant – so
thank you on behalf of the whole team!!!!”

Thanks to initial seed funding provided by HeartKids Grants-in-Aid, this CTG-endorsed
study (Clinical Trials Group of the ANZ Society of Intensive Care) has been successful in
obtaining NHMRC funding in 2017. This is a first for the Paediatric Study Group of the ANZ
Intensive Care Society. The study is expected to be completed within three years.
HeartKids has since worked with the research team and funded an animated video

Associate Professor.
Dr Luregn Schlapbach,
Paediatric Intensive Care Unit Lady Cilento Children’s
Hospital

resource to inform parents of the study.
“The start-up funding by HeartKids was essential to get us going and provide the necessary
feasibility data to NHMRC allowing to secure this large grant – so thank you on behalf of the
whole team!!!!” Associate Professor. Dr Luregn Schlapbach, Paediatric Intensive Care Unit Lady Cilento Children’s Hospital.

HeartKids Research Partners – Conquering Childhood Heart Disease together

OUR OBJECTIVES
Working collaboratively with CHAANZ to implement the
Australia and New Zealand Congenital Heart Registry
Implement the National
Congenital Heart Disease Survey
Provide seed funding for investigator lead grants
Collaborate with strategic partners to
increase research investment

Australian Centre for Heart Health
Royal Princess Alfred Hospital
The University of NSW		
Murdoch Children’s Research Institute
Victor Change Cardiac Research Institute
Federation University Australia
Grace Centre for Newborn Intensive Care,
Westmead Children’s Hospital

The Sydney Children’s Hospitals Network
The Royal Children’s Hospital Melbourne
The University of Queensland
Centenary Institute
The University of Western Australia
Lady Cilento Children’s Hospital
The University of Sydney

CONGENITAL HEART ALLIANCE OF AUSTRALIA AND NEW
ZEALAND CHD REGISTRY & SURVEY

Achieved Phase 1 & 2 ongoing priority
Achieved - data
being analysed
Achieved and
strengthening

Tracking the long-term changes in those living with congenital heart disease will now
be possible thanks to a new Australian first registry, supported by HeartKids.
The Registry will be informed by an Australian first, the National Congenital Heart
Disease Survey, providing crucial information that will ensure a continuum of care and

Achieved requires
ongoing investment

assist with identifying those at a higher risk of complications later in life.

SPOTLIGHT: RESEARCH IN ACTION BENEFITING CHILDREN
WITH CONGENITAL HEART DISEASE

Congenital heart defects are often associated with babies and children, but the disease
now affects more young people and adults who are either living longer due to medical

In 2017, HeartKids provided Grants-in-Aid funding to Associate Professor Dr Luregn
Schlapbach of The University of Queensland to undertake a research project entitled
“Nitric oxide during cardiopulmonary bypass to improve recovery in infants with congenital
heart defects (NITRIC trial): a randomised controlled trial.”

advancements or being diagnosed with the disease later in life.

Despite improvements in survival of patients with congenital heart disease, the perioperative
period remains associated with significant morbidities. Given the adverse effects of cardiopulmonary bypass on early recovery and long-term neurodevelopmental there is an urgent
need for clinical trials evaluating novel therapies to address these problems.

treatment and outcomes for an estimated

Two previous pilot studies demonstrated the potential of nitric oxide (NO) – a commonly
used medical gas with a very good safety profile - used during cardiopulmonary bypass to
reduce bypass-mediated inflammation and fasten post-surgical recovery in children
undergoing heart surgery.

Survey is a vital part of understanding the

New Zealand) funded by HeartKids with the support of The Kinghorn Foundation and
The Pinnacle Charitable Foundation, to provide a better understanding of the impact,
65,000 - 90,000 people living with congenital
heart disease.
The National Congenital Heart Disease

“It’s vital that people understand that
children diagnosed with congenital heart
support and collaboration helps us make the
disease are only rarely cured and many
have ongoing issues related to
best plan for whole of life care, including planning
their heart health, even if they
for the right levels of funding and types of resources
feel entirely well.”

burden of the disease in adults. Greater

Elsa age 4

Professor David Celermajer AO, Chairman of
CHAANZ and Director of Adult Congenital Heart
Disease and Pulmonary Hypertension Services
at Royal Prince Alfred Hospital said

required at all the different life stages.
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In this large multi-centre trial planning to enrol 1,320 children below two years of age
needing heart surgery, we now aim to confirm whether nitric oxide used during bypass

The joint initiative is led by CHAANZ (Congenital Heart Disease Alliance of Australia and
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RESEARCH

HEARTKIDS GRANTS-IN-AID
The HeartKids Grants-in-Aid Program was established in 2011 with the support of
Founding Partner, Wilson HTM Foundation (now the Pinnacle Charitable Foundation).
The program supports Australian research into congenital heart disease and heart
disease acquired during childhood.
The Grants-in-Aid program is unique as it provides seed funding for smaller projects
(minimum $20,000 and maximum of $50,000 incl. GST) with a shorter duration of 12 months
maximum. The Grants-in-Aid are intended to support and grow research capacity specifically
directed to congenital and acquired heart disease and enable pilot studies which may
lead to larger, longer-term research projects.
The grant application process is also simpler than that of other research funding
schemes; the application forms shorter, the decision process faster and hence a less
demanding process on the applicants.
HeartKids Grants-in-Aid Program will provide $273,000 to support a range of new Australian
research projects into congenital and acquired childhood heart disease in 2018.
The seven grant recipients selected this year will undertake research into the causes,
treatment and management of congenital/childhood heart disease, for which there is
no known cure, helping to better understand the mysteries behind it.

THE 2018 GRANTS-IN-AID PROJECTS ARE:
Project One: Investigating Neural Correlates of Outcome in Fontan Patients
Using Advanced MRI Techniques
Principle Investigator: Associate Professor Mark McKay
Project Institution: Royal Children’s Hospital, Melbourne
Project Two: Establishing the Queensland Paediatric Cardiac Service
CHD LIFE program database
Principle Investigator: Associate Professor Robert Justo
Project Institution: Lady Cilento Children’s Hospital, Brisbane
Project Three: Identifying the Underlying Genetic Cause of Inherited Arrhythmia
Syndromes In Early Childhood
Principle Investigator: Dr Jodie Ingles
Project Institution: Centenary Institute, Sydney
Project Four: Cord Blood Cell Therapy for Babies With Hypoplastic Left Heart Syndrome
Principle Investigator: A/Prof Salvatore Pepe
Institution: Murdoch Children’s Research Institute

HeartKids acknowledges and appreciates
the financial assistance of:

Project Five: Royal Children’s Hospital Cardiac Specimen Collection Cataloguing and
Re-classification
Principle Investigator: Dr Bryn Jones
Institution: Royal Children’s Hospital, Melbourne

The James and Jutta Lauf Foundation
Kiwanis Charitable Foundation

Project Six: Development in 8/9 Year Old Children After Major Cardiac And
Non-Cardiac Surgery
Principle Investigator: Associate Professor Karen Walker
Institution: Grace Centre For Newborn Intensive Care Westmead Children’s
Hospital, Sydney

Angior Family Foundation
GWA Griffiths Estate

Luka-Angel age 14

Project Seven: Precision medicine in CHD: genetic variants guiding post-operative
clinical management
Principle Investigator: Professor David Winlaw
Institution: The University of Sydney

HeartKids Annual Impact Report 2017-2018

The Kinghorn Foundation and Perpetual Trustees
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SUPPORT

PEERS AS MENTORS

“I’m currently doing a 5-week Heart Child Parent
Coping Program run by HeartKids, the Australian
Centre for Heart Health and Melbourne University.
I can’t stress how amazing it has been and has
helped me already (it’s week 3!).
If you see it being run at a location that suits you...
PLEASE try and do it. It aims to give you
coping strategies when you have children
like ours with a chronic illness.”

In a first for HeartKids, the Peers as Mentors Program was established in early 2018,
training fifty Peer Support Mentors throughout Australia. Whilst every family’s congenital
heart disease journey is unique, Mentors can offer practical assistance, share their own
story, be a friendly face, a supportive shoulder and voice on the end of the phone.
The HeartKids Peers as Mentors program is modelled on the highly successful USA
Stanford Children’s Hospital Program regarded internationally as a model making
a tremendous impact through best practice.
HeartKids Peer Mentors may provide support to families at time of diagnosis, before
and after hospital admission and importantly on the return home.

Julia Davies, VIC.

Peers as Mentors may include:
• families of children with congenital heart disease
• adults living with congenital heart disease
• families that have lost their child to congenital heart disease
(Heart Angels/Bereaved), and
• people with lived experience of congenital heart disease.
Our recent intake of Mentors was specifically selected in areas around the country
where we know that families reside and would benefit from mentoring.
Peers as Mentors receive training and support from HeartKids whilst volunteering in this
role. Our community tells us that they receive support and manage to cope whilst they
are in hospital with their child, for example, but in the weeks and months following,
they often feel alone or the whole experience really hits them.
HeartKids understands that families are very keen to connect with other families – to talk
to people who really understand the congenital heart disease journey. Whilst HeartKids
Support Team may assist you whilst in hospital and in the weeks following, our Peers as
Mentors can continue that direct support by:
• Having regular phone calls when you need a chat
• Meet up at a café
• Being there for you when you need someone
Peers as Mentors can also facilitate additional support through our Support Team and
connect you to services you may need.

OUR OBJECTIVES
HeartKids’ programs are accessible
particularly to those most in need

Partially achieved
and strengthening

User and partner satisfaction
with our services remains high

Achieved and
continuing priority

Provide at least one HeartKids Support
Worker in every major cardiac care hub

Achieved and
continuing priority

Implement the Peers as Mentors program
training volunteers as peer support

Achieved and
continuing priority

HEARTKIDS SUPPORT WORKERS
HeartKids provides direct support to families in hospital, after
discharge and in the community. This is provided free of charge by
our passionate and dedicated Support team, many of whom are
heart kid parents themselves. The team consists of over twenty
staff located in Children’s Hospitals in Adelaide, Brisbane, Canberra,
Darwin, Melbourne, Perth and Sydney as well as HeartKids Regional
Support Coordinators in several regional and rural communities.

FAMILY COPING - TRANSLATING RESEARCH INTO PRACTICE

SUPPORT

Information – practical information regarding your upcoming hospital stay
Referrals – ensuring you have access to relevant services and understand
what’s available
Connections – to other families who understand the realities of living with
congenital heart disease
Direct support – our Support Team are there for you, reach out and see how
we can help you.
Last year HeartKids Support Workers assisted 5,300 individuals, an increase
of 13% on the prior year.

Ash age 29
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HeartKids supports heart kids through life. Our Support team’s role is to
assist and support new diagnosed parents, infants, children, young people,
young adults and adults with:

In 2016, HeartKids provided Grants-in-Aid funding to Prof Alun Jackson of the Australian
Centre for Heart Health (ACHH) to undertake a research project entitled “Families coping
with childhood heart disease”.
ACHH implemented the findings from this initial study and worked with HeartKids Support Teams at the Royal Children’s Hospital (RCH), and families, to develop a deeper
understanding of the psychosocial impact of a child’s condition on the whole family unit.
Consultation and interviews also explored families’ adaptation, coping and
parenting challenges. From these various sources, a family intervention manual was
designed based on a family coping program with eleven years’ worth of
evidence of its effectiveness.
The HeartKids Family Coping Pilot Program facilitated by HeartKids, the Australian Centre
for Heart Health and Melbourne University was delivered in 2017 to 23 parents of heart kids
in metropolitan and regional Victoria with overwhelmingly positive feedback from families.
In the year ahead, HeartKids is seeking funding in order to roll out this important
program nationally. HeartKids is indebted to the outstanding fundraising efforts by
VF Siciliano and Sons; Market Place and A&S Wholesale Fruit & Vegetables who raised
over $200,000 at the Fruit Auction in Melbourne in November 2017.
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SUPPORT

OTHER HEARTKIDS SUPPORT PROGRAMS
HEARTKIDS CARE BAGS
Many families find themselves unprepared for a long hospital stay when their child is
diagnosed with CHD and the HeartKids Care Bag offers a form of support that helps the
family feel cared for and less alone.
HeartKids Care Bags are provided by our amazing Family Support Team to our families
in hospital or to families travelling regionally for their child’s life saving heart surgery.
Participating hospitals nationally are Westmead and Randwick Children’s Hospital,
Perth Children’s Hospital, the Women’s and Children’s Hospital Adelaide, Darwin
Base Hospital, Royal Children’s Hospital Melbourne and Lady Cilento Children’s
Hospital Queensland.

HEARTKIDS FINANCIAL ASSISTANCE PROGRAM
HeartKids understands that congenital heart disease significantly impacts patients and
their families especially when your baby, child or teen is hospitalised, and you and your
family need to travel intra and interstate for surgery.
We understand that lives can be turned upside down as parents care for their babies and
children whilst juggling siblings, work and running your household. One or more parents
may be forced to use up their leave or give up work. For some, family and friends help
navigate the journey to a certain extent, however we acknowledge congenital heart disease
causes significant emotional, physical, financial anguish and worry.
Thanks to our donors and corporate partners, HeartKids offers a Financial Assistance
Program for families and/or care givers of children and young people diagnosed with
and undergoing treatment for congenital heart disease. In the last year, $85,000 was
distributed directly to families with 413 families assisted to find support in the community.
Sadly, four people pass away each week from congenital heart disease. Our Heart Angels
are precious and HeartKids acknowledges the distress and anguish caused by the death
of a child to entire families.
To support families at this difficult time HeartKids provides:
• Financial assistance towards the cost of a Heart Angel’s funeral
• Financial assistance for grief and loss counselling to support parents and/or siblings
• In memorial jewellery to remember your child

HEARTKIDS BEAD PROGRAM

The Heart Beads Program helps to enrich the experience of cardiac patients and their
families at children’s hospitals throughout Australia.

Will age 12

Children are rewarded with distinctive beads specific to each procedure or treatment.
The children feel a sense of achievement for their courage and the beads help them
tell their story.
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The HeartKids Heart Beads Program is one of the most loved in our range of
support services.
The Heart Beads Program was originally developed by nursing staff at Westmead Children’s
Hospital and is now coordinated by HeartKids in all major children’s hospitals Australia
wide. We acknowledge the generous donation of the Northern Beaches Social Riders
(Sydney) who fund the program’s delivery nationally.
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AWARENESS

HEARTKIDS SWEETHEART DAY 2018
The unification of HeartKids and the maturity of the new organisation was perhaps
best demonstrated in our community coming together to build awareness of congenital
heart disease in the broader community. Sweetheart Day, also known as Valentine’s
Day, is International Congenital Heart Disease Day and HeartKids’ largest campaign.
The campaign resulted in over 50 million media impressions and a very large surge in social
media activity. Working with our partners, Write Away Communications and Initiative,
$3 million dollars in pro bono TV, print, billboard and digital advertising was donated.
With thanks to our staff and volunteers, Sweetheart Day greatly improved the community’s
understanding of congenital heart disease and its impact on families.
With thanks to Virgin Money, our Sweetheart Day partner who matched donations up to
$50,000, a surge in donations resulted in a record $550,000 being raised ($375,000 last
year) for HeartKids in-hospital support program.
On Sweetheart Day 2018, The Australian Government’s Department of Health announced
a one-off grant to HeartKids to facilitate the development of the Plan to be completed by
November 2018.

HEARTKIDS TWO FEET & A HEARTBEAT CHARITY WALK
In recognition of the fact that the human heart begins to beat 21 days a after conception,
HeartKids Two Feet & A Heartbeat is a 2.1km walk, allowing participants to take positive
steps towards finding a cure for congenital heart disease, whilst enjoying the mental
and physical benefits of moderate exercise.
Participants walk side by side with HeartKids families learning more about their journey and
their challenges. Each participant carries a coloured flag creating a powerful visual effect.
Blue is carried by those with congenital/childhood heart disease, red by those walking
in support and white by those walking in memory of a Heart Angel.

RAISING AWARENESS OF THE BURDEN
OF CHILDHOOD HEART DISEASE

The September 2017 walk concluded with a twenty-one second silence in memory of
our Heart Angels.
This is an emotional time of reflection as families commemorate the lives of infants and

OUR OBJECTIVES
A diverse revenue based is achieved
HeartKids remains financial strong and sustainable

Increased funding from Trusts and Foundations
linked to identified priorities
Increased Government investment in hospital and
community care programs

Partially achieved and
continuing very high priority

sense of community.
For the first-time walks took place in each major capital city and many local communities

Partially achieved and
ongoing very high priority

across the country. Over $260,000 in 2017 ($180,000 in 2016) was raised by 3,200
participants with this amount invested into HeartKids’ research programs.

Partially achieved and
ongoing high priority

HEARTKIDS SUPER BOSS DAY 2018

Achieved and
strengthening

June 15th was Super Boss Day, HeartKids national day of action for corporate leaders
and business owners to raise funds for HeartKids programs. This year 228 Super Bosses
from every corner of Australia participated raising $404,000 - a new record for HeartKids

Partially achieved - actively
ongoing very high priority

(16% more than last year).

HeartKids promotes and advances awareness of congenital heart disease

Now in its fourth year, Super Boss Day is proving a very effective and fun corporate

through several community awareness campaigns. Three national campaigns

engagement campaign that captures the attention of employers and employees alike.

were delivered in 2017 - 2018 to ensure all Australians understand the
burden of disease and the impact on all people living with or impacted by
congenital heart disease. Following is a snapshot of our major campaigns.

HeartKids would like to acknowledge and thank the tens of thousands of heart kid

Charlotte age 1

parents and supporters who sponsored and donated to their favourite Super Boss.
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Continue to build multi-year corporate partnerships
linked to identified priorities

children who have died. HeartKids annual charity walk unites us and fosters a true
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INVESTING IN OUR PEOPLE AND
CAPABILTIES FOR THE FUTURE

The HeartKids Staff Survey achieved an excellent
participation rate, with 96% of staff completing the survey.

OUR OBJECTIVES

Overall, the results indicate that staff have high levels of
passion/employee engagement (87%) and this result is
13% higher than the Health Promotion and Health
Advocacy Services benchmark average.
Organisational commitment and job satisfaction are
high, particularly in relation to staff willingness
to put in the extra effort for
HeartKids (100%) and staff enjoying
the type of work they do (98%).

Staff and volunteer motivation remains high

Achieved and
continuing priority

Staff and volunteer satisfaction remains high

Achieved and
continuing priority

Innovation and technology is embraced
as part of our everyday work

Achieved and
continuing priority

The HeartKids Board and leadership team sought to again invest in our people and their
capacity or capabilities to undertake they work they do. For the second year running our
staff engagement survey highlights critical areas of improvement. In 2017 the team
identified our information technology systems as poor and with the funding assistance
of Perpetual Trustees a grant of $100,000 was secured to completely overhaul both
hardware and software. The HeartKids Digital First Strategy has consolidated in cloudbased solutions our office, customer database and finance / payroll systems improving
efficiency and connectedness.
In 2018, HeartKids conducted their second staff engagement survey with Voice Project.
The survey provided staff with the opportunity to give feedback about the quality
of current work practices at HeartKids, and to provide feedback on the impact and
ongoing challenges following the 2016 merger.
The survey also enabled the outcomes of passion (employee engagement) and
Organisation’s progress to be measured. Research shows that more positive results
on these outcome measures are associated with tangible outcomes such as turnover,
absenteeism, safety incidents and performance.
The 2018 HeartKids Staff Survey achieved a strong participation rate, with 96% of staff
completing the survey. This is on par with the response rate from 2017 and well above the
industry average (83%).
Overall, the results indicate that staff have high levels of passion/employee engagement (84%)
and this result is 11% higher than the Health Promotion and Health Advocacy Services
benchmark average. Organisational commitment remains high, particularly with respect
to advocacy, with staff indicating that they would recommend HeartKids’ services to

Similarly, job satisfaction continues to be high (87%). Although this result is 9% lower
than the last survey, the majority of staff still report enjoying the type of work they do
(93%). Compared to 2017, staff intention to stay with HeartKids over the next two years
has increased by 11%. Staff perceptions of organisation progress are also high (85%).
This result is 13% above the benchmark average and represents an increase of 17%
from 2017. Staff expressed greater confidence in the goals and objectives of HeartKids
being reached (93%) and satisfaction with the way the organisation has been run over
the last year (93%).
Consistent with this, more staff believe that HeartKids is delivering high quality services

Toni age 11
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and meeting the needs of its customers (87%).
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family and friends (100%).
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FINANCIALS AT A GLANCE
2017-2018 we committed new resources to advocacy and fundraising capacity.
Advocacy saw significant success with the inaugural National Childhood Heart
Disease Round-table, work started on Australia’s first CHD National Action Plan and
a commitment from Government to fund the Conquering Childhood Heart Disease
Research Mission. This will lead to greater investment across the sector and ultimately
better outcomes for children, teenagers, adults and families impacted by CDH.
Whilst we saw growth in a number of fundraising areas, rate of growth in revenue overall
was not as high as anticipated in 2017-2018 due to a competitive donor and charity
landscape. Overall income for the period was a loss of $483,747. In July the Board
initiated a number of initiatives to reduce costs and return to profit, while maintaining
momentum around advocacy and revenue growth.

Statement of Profit or Loss and Other Comprehensive Income

As at 30 June 2018

2018
$

2017
$

4,983,711

2,054,626

-

1,954,142

48,435

62,434

(673,510)

(455,337)

Program, research, grants and support expenses

(1,295,535)

(664,816)

Salary and wages

(2,686,448)

(1,918,175)

Finance and administration

(124,856)

(73,662)

Other expenses

(735,554)

(406,525)

Surplus before income tax

(483,757)

552,687

-

-

Surplus from continuing operations

(483,757)

552,687

Surplus for the period

(483,757)

552,687

Total comprehensive income for the period

(483,757)

552,687

Revenue earned
Transfer from State Branches
Other income
Fundraising expenses

Income tax expense

Matilda age 11
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For the complete Financial Statement visit heartkids.org.au/who-we-are/our-purpose/governance
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GOVERNANCE AND MANAGING RISK

BOARD PROCESSES
To assist in the execution of its responsibilities the Board of Directors has established
several committees including:
• Finance, Audit and Risk Sub Committee;
• Research Advisory Committee;
• Program and Services Sub Committee;
• Development Advisory Committee;
• Health and Clinical Advisory Sub Committee; and
• Congenital Heart Alliance of Australia and Zealand (CHAANZ) Sub Committee.

OUR OBJECTIVES
Collective accountability for strategy

Achieved and a
continuing priority

Ethical decision making in governance, program,
resources, finance and fundraising applied

Achieved and a
continuing priority

ROLE OF THE BOARD OF DIRECTORS

BOARD PLANNING FRAMEWORK

The role of the Board is defined by the HeartKids Limited Constitution, which is the legal
instrument guiding the organisation. All Board members, staff and volunteers operate in

The Board adopted its inaugural three-year Strategic Plan in May 2017 following the
unification of the five existing State and Territory organisations. This outlines our Mission,
Purpose, Values, Goals and Strategies. These strategies are outcome-focused and are
measured by clearly defined key performance indicators (KPIs).

line with a Code of Conduct – Every Day Every Way.
The Board’s role is to ensure a range of strategies that support people impacted by congenital/childhood heart disease is achieved. To undertake this role, the Board
is responsible for the overall corporate governance of the organisation.

Our Strategic Plan includes:
• A national plan, incorporating five-year performance targets;
• An annual business plan and budget relating to the strategic plan;
• A reporting framework against KPIs;
• Delegated authorities, recorded in a policy framework, from the Board to the CEO and
staff, built around a performance culture measured by a performance appraisal process;
• A risk management plan; and
• A quality assurance framework supported by a program logic and policy manuals.

This includes:
• Formulating its strategic direction;
• Approving and monitoring financial performance;
• Setting executive remuneration;
• Appointing, removing and creating policies;
• Establishing and monitoring the achievement of organisational goals; and
• Ensuring the integrity of internal control and management information systems.

BOARD OF DIRECTORS EDUCATION

The Board is also responsible for approving and monitoring finance and other

HeartKids has a formal process to induct and educate new and continuing Directors about
the nature of the organisation, health and medical issues, the corporate strategy and the
expectations concerning performance and conduct of Board Members.

reporting and compliance.
The Board delegates responsibility for the operation and administration of the
organisation to the Chief Executive Officer. Responsibilities are delineated

ROLE OF THE BOARD OF DIRECTORS

by formal authority delegations.

The Board is a skills-based Board and is broadly representative of the congenital/childhood
heart disease community. It includes Cardiologists, health sector professionals and policy
analysts, medical researchers, legal and accounting specialists, marketing and fundraising
professionals, parents of children with congenital heart disease and adults living with
congenital or acquired heart disease.
Fifty percent of the Board is female, and seventy percent have direct or lived experience of
congenital heart disease either as a patient, family member, or treating health professional.
Board sub-committees also represent a diverse community, including Heart Angel families.

CRITICAL RISK AND MITIGATIONS IMPACTING HEARTKIDS
HeartKids Annual Impact Report 2017-2018
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The strategic risks being actively managed by the Board and leadership team include
• The ongoing sustainability of the organisation through increased and a greater
diversity of fundraising impacting liquidity and cash flow. This is monitored monthly to
ensure the company have sufficient reserves to meet short and long-term liabilities.
• Increasing awareness of HeartKids and childhood heart disease within government
and the broader community to attract increased funding and investment. The Board 		
has approved an advocacy strategy starting with the National CHD Action Plan and
is actively engaging State and Federal Governments to fund core service priorities.
• Attracting and retaining talented staff and volunteers. The Board recognises the
transformation underway within the organisation to develop existing staff skills to
meet the challenges of fundraising and service delivery. A plan is now in place to
up skill staff and identify gaps in skills with pro bono support via skills volunteers
a core activity.
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Copyright
HeartKids Limited encourages the dissemination
and exchange of information provided in this Report.
HeartKids owns the copyright to all material produced
unless otherwise specified.
All material presented in this report is provided under a
Creative Commons Attribution with the exception of:
• HeartKids Logo,

CALLIE’S STORY

• Content supplied by third parties, and
• Other content as specified.

“When Callie was 7, I was left speechless as it was explained to me that

Material obtained from this website is to be attributed as:

Callie had a hole between the top two chambers of her heart and she
would require open heart surgery to have it repaired, or she would

© HeartKids Limited

either require a heart transplant in her 20s or it would mean

Third Party Copyright

almost premature death by her 30s.

Wherever a third party hold copyright in material
presented in this report, the copyright remains with
that party. Their permission may be required to use
the material.

I didn’t really hit home until a few weeks later we
were discussing ages at home and my son pointed
out that I was in my 30s, then Callie stated,

HeartKids has made all reasonable effort to:

‘If I don’t get my heart fixed I’ll be dead by then.’

• Clearly label material where the copyright is owned
by a third party,

It’s just not something you expect to hear from
our 7-year-old. It was really heard to hear her

• Secure permission to use the photograph and or image;
and

say that without any fear.”

• Ensure that the copyright owner has consented to this
material being presented on this website.

“To know that there are people who are
there to talk to is comforting in itself

Using the HeartKids Logo or Trademark

because you know you are not alone.

The HeartKids Limited or HeartKids Trademark and or
Logo can only be used with prior written permission.
Enquiries about the use of the HeartKids Trademark or
Logo can be sent to office@heartkids.org.au

There are shoulders to lean on if you
need to cry, an ear to listen if you
need to vent, a supportive friend
who will help you through the tough

Disclaimer

the good days.”

HeartKids Limited accepts no responsibility for the
accuracy or completeness of any material contained in
the report. Additionally, HeartKids Limited disclaims
all liability to any person in respect of anything, and of
the consequences of anything, done or omitted to be
done by any such person in reliance, whether wholly or
partially, upon any information presented in this report.

Callie age 9
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days and be there to help celebrate
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