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WHO WE ARE
The Mito Foundation is the only national charity 
dedicated to supporting people affected by 
mitochondrial disease (mito) in Australia. It 
provides support services for patients and 
their families while increasing awareness and 
understanding of this devastating disease. The 
foundation aims to transform outcomes for the 
mito community by advocating for patient and 
family needs and funding essential research into 
the prevention, diagnosis, treatment and cures 
of mitochondrial disorders.

MISSION 
To support the mito community while  
seeking cures

VISION
To be the pre-eminent source of energy and hope 
for the mito community

VALUES
Unrelenting: We will work tirelessly and urgently to make a difference to those affected by mito.

Caring: We will show empathetic support for everyone affected by mito.

Professionalism: We are a peak body whose team members communicate effectively, and operate in 
an ethical and transparent manner at all times.

Gratitude: We are accountable for the support we receive at all levels by appropriately acknowledging 
and expressing gratitude.

Learn: We optimise our resources to ensure that every dollar has maximum impact for the mito 
community.

THE MITO FOUNDATION

Tyler
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2019 marks the tenth anniversary of the Mito 
Foundation and, as Chairman and CEO, we are 
extremely proud to reflect on the progress of 
the past ten years. During this time, the Mito 
Foundation has raised more than $17 million 
which has been invested equally across 
research and support for the mitochondrial 
disease (mito) community. 

The financial year 2018/2019 has seen 
significant growth in our support services 
while seeking cures. We launched new 
services including a Mental Health 
Awareness and Support Program and 
secured three-year funding for a Patient 
Pathways Telehealth Nurse. The Patient 
Pathways Program will be launched in 
the 2019/2020 financial year to provide 
dedicated case management, support and 
connection to existing services for mito 
patients across the country.

Our dedicated pursuit of improved diagnosis, treatment and cures intensified 
with the funding of nine new Australian-based research projects. We joined 
forces with four other leading mitochondrial disease patient advocacy groups 
to form the Leigh Syndrome International Consortium. Collectively, the five 
partners have pledged $1 million USD to fast track treatments, best practice 
clinical care and cures in this world first multi-year patient-driven research 
network.

The growth of The Bloody Long Walk has continued with two new locations, 
Townsville and Newcastle, added to the 2018 national series. Almost 15,000 
participants took part across the country and a record total of $2.54 million 
was raised. 

In February 2019, the foundation welcomed a government response to the 
2018 Senate Inquiry on mitochondrial donation which committed to developing 
a process for public consultation, leading to the establishment of the NHMRC 
Mito Taskforce. This is a huge step forward in our relentless effort to legalise 
this IVF-based technique in Australia which would prevent mitochondrial DNA 
defects being passed on from mother to child.

We recognise the dedication of some very special individuals who continue to 
go the extra mile to support our work through their commitment to fundraising, 
provision of pro bono services or by sharing their personal stories to raise 
awareness. Our annual Mito Foundation Awards exist to acknowledge these 
highly valued efforts.

We are encouraged by the prospects of the years ahead and remain committed 
to transforming the lives of those impacted by mito.  On behalf of the 
foundation, thank you to all who share our commitment.

A MESSAGE FROM OUR FOUNDER AND OUR CEO

Doug Lingard Sean Murray

The Mito Foundation has raised more 
than $17 million which has been invested 

equally across research and support for the 
mitochondrial disease (mito) community. 

Doug Lingard 
Founder and Chair

Sean Murray 
CEO

Doug Sean
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Mitochondrial disease (mito) is a 
debilitating genetic disorder that robs 
the body’s cells of energy, causing 
multiple organ dysfunction or failure and 
potentially death. It is highly complex 
and takes many forms.

Mitochondrial disease is terminal; there are no cures and few  
effective treatments.

Due to the complexities of mito, many people are undiagnosed 
or misdiagnosed. Some are not yet symptomatic, and others are 
unknowingly at risk of passing on the disease to their children.

Mito can cause any symptom in any organ at any age.

One Australian child born each week will develop a severe or  
life-threatening form of mito.

One in 200 people, or more than 120,000 Australians, may carry 
genetic changes that put them at risk of developing mito. 

Mito affects one in 5,000 people, making it the second most commonly 
diagnosed, serious genetic disease after cystic fibrosis.

ABOUT MITO

THE FACTS

Rex and family
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SUPPORT 
The Mito Foundation offers an ever-growing range of 
services and community generated activities that support 
and empower mito patients and their families.

This year a new Mito Foundation website was launched 
to provide a comprehensive and easily accessible source 
of information and resources for the mito community, 
medical professionals, researchers and supporters.

We continued to grow the Mito Professionals Directory to 
improve access to appropriate health care, and our eight 
Information Days across the country provided valuable 
education for patients and carers.

Recognising the value of peer support, our Mito Connect 
Calls, Support Groups and Support Network provide 
opportunities to connect and share experiences while 
the Helpline offers empathetic and practical one-on-one 
advice. 

This year saw the launch of our Mental Health Awareness 
and Support Program in response to the 2018 Australian 
Mitochondrial Disease Patient Experience, Expectations 
and Knowledge (PEEK) Study which found that 40% 
of respondents suffer from anxiety, sleep issues and/or 
depression, which is two to three times higher than the 
national average.

RESEARCH
The Mito Foundation identifies and funds strategic 
research initiatives that improve diagnosis and treatment 
and translate into preventions and cures.

Thanks to the generosity of our donors, an additional 
$1.34 million was invested in cutting edge Australian-
based research projects and fellowships this year. 

1.  Two Year Clinical Fellowship, Dr Carolyn Bursle, Royal 
Children’s Hospital Melbourne - $125,000: Capturing the 
prevalence as well as clinical and diagnostic data over 
30 years of paediatric mitochondrial disease in Australia, 
this research will improve the diagnostic journey of mito 
patients. It will also help to identify future research 
avenues, including the expansion of this study to include 
adult-onset mitochondrial diseases.

2. Two Year Clinical Fellowship, Dr Bindu Parayil Sankaran, 
Westmead Children’s Hospital - $195,000: Detailed 
information on the symptoms and signs in patients will 
help understand how mitochondrial disease manifests in 
each patient in a systematic manner, helping to identify 
complications early and plan appropriate managements. 
Improved diagnosis, treatment and follow-up evaluation 
will improve patient wellbeing and outcomes.

3. Incubator Grant, Dr Vijay Rajagopal, University of 
Melbourne - $24,600: This project aims to verify whether 
stem cell derived cardiomyocytes are adequate model 
systems to mimic the function of adult ventricular 
myocytes. This analysis will enable scientists to 
customise stem cell derived organoids for drug screening 
studies for patients with mitochondrial diseases.

4. Translational Research Grant, Dr Ann E Frazier, Murdoch 
Children’s Research Institute - $150,000: It is estimated 
more than half of paediatric mitochondrial disease cases 
remain undiagnosed. Current studies will be expanded 
to include one of the newest DNA sequencing strategies, 
Long-Read DNA Sequencing. This new genetic technique 
will be evaluated alongside existing methodology to 
help overcome current limitations to achieve the highest 
diagnostic rates possible.

5. Project Grant, Prof John Christodoulou, Murdoch 
Children’s Research Institute - $240,000: This project 
will provide an active implementation strategy for 
introduction of the Mito Foundation consensus guidelines 

OUR SUCCESSES

“As much support as I have from family I still feel 
like I am going through this alone, and it is nice 

to connect with the mito community. I enjoyed the 
intimate atmosphere (of the Mito Connect Call) given 
there were not too many in attendance. I very much 

appreciate the support.” 

Paul Clifford, Adult Mito Patient
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into Australian sites in 2019. It seeks to understand 
impacts on clinical services and explore the patient and 
family experience of specialist clinics to inform policy 
decisions, service planning and refine professional 
guidance.

6. Research Fellowship, Dr Isabel Lopez Sanchez, Centre 
for Eye Research Australia - $200,000: This research will 
transform our understanding of the mechanisms that help 
prevent vision loss in Leber’s hereditary optic neuropathy 
(LHON). A stem cell-derived human retinal model of 
LHON will be used to identify protective targets in the 
target organ of the disease for the first time.

7. Large Research Equipment Grant, Dr Arthur Stroud, The 
University of Melbourne - $300,000:  This research team 
was one of the first in the world to show that mass-
spectrometry can work with genome sequencing to 
improve the rate of mitochondrial disease diagnosis. This 
state-of-the-art mass-spectrometer (Thermo Orbitrap Q 
Exactive HF-X) will be used in the diagnosis of existing 
patients with mitochondrial disease, and contribute to 
developing the technique in order to obtain accreditation 
for routine diagnostic use. 

8: PhD Scholarship, Mr Harrison Burgin, Deakin University 
- $18,000: This grant will examine mitochondrial 
dysfunction in cells of patients with ECHS1 deficiency 
(ECHS1D) which is associated with growth restriction, 
premature birth and an average life span of two years. 
By developing a more robust understanding of ECHS1D’s 
impact of other aspects of mitochondrial function, it will 
lead to better diagnosis and treatments for mitochondrial 
diseases.

9: Booster Grant, Dr Tara Richman, Harry Perkins Institute of 
Medical Research - $75,000: Dysfunctional mitochondria 
cause a diverse group of multi-system human pathologies 
that often result in severe, progressive and lethal 
diseases. This research will utilise a unique model of 
mitochondrial disease to examine how stress such as viral 
infection can trigger the onset of mitochondrial disease, 
its progression and potential therapeutic mechanisms.

10. Research Equipment Grant, A/Prof Oliver Rackham, Harry 
Perkins Institute of Medical Research for $12,800: The PBI-
Shredder enables fast and gentle disruption of tissues for 
isolating intact, functional mitochondrial from even the 
most difficult samples. The availability of high quality 
samples will lead to more accurate molecular diagnosis 
and improved validation of pathologies that cause 
mitochondrial disease in patients. 

ADVOCACY
Mitochondrial donation is an IVF-based technique 
which can prevent certain types of maternally inherited 
mitochondrial disease being passed on from mother 
to child. While mitochondrial donation was approved 
in the UK in 2015, it is not yet legal in Australia. As 
part of our commitment to transform outcomes for the 
mito community, the Mito Foundation is working closely 
with the Federal Government with the aim of legalising 
mitochondrial donation here. 

In February 2019, the foundation welcomed a 
government response to the 2018 Senate Inquiry on 
mitochondrial donation which committed to developing 
a process for public consultation, leading to the 
establishment of the NHMRC Mito Taskforce. This is an 
important step towards a vital change in legislation, and 
the foundation continues to inform and empower the mito 
community to help them advocate at a local level. 

The foundation thanks the Inquiry for recognising the 
impact that mitochondrial disease has on Australian 
families and will continue to advocate for the 
introduction of mitochondrial donation into Australian 
clinical practice. The contribution of the mito community 
through making submissions, contacting their local MPs 
and sharing their stories with media is absolutely critical 
to build the case for legalisation. We thank the mito 
community for its continued efforts. 

Key government relationships were nurtured by holding a 
Mito Foundation stand at NSW Parliament during Global 
Mitochondrial Disease Awareness Week in September 
2018 and through one-on-one meetings throughout  
the year.

“Scientific research does not exist in a bubble. Along with the support from 
the Mito Foundation, my research would not have been possible without the 
members of the Ryan Lab at the Monash Biomedicine Discovery Institute, as 
well as our many collaborators. I would like to thank the Mito Foundation 

for supporting my research through this period of time. This relationship has 
led to my involvement in the annual Bloody Long Walk and the AussieMit 
conference which has in-turn introduced me to an inspiring community of 
people affected by and working against mitochondrial disease. For this 

opportunity, I am incredibly grateful.”

Mr Marris Dibley

“The Mito Foundation’s persistent effort and passion 
towards legalising mitochondrial donation gives our 
family real hope for the future. Their dedication thus 
far has shown great progress and we strongly support 
the foundation’s efforts so that families like ours can 

one day have children of their own, free from the 
debilitating effects of mito.”

Shelley Beverley, Adult Mito Patient
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EDUCATION
Mito can impact any organ at any age and can be very 
difficult to diagnose due to the wide variety of symptoms 
and sub-groups. Mito patients find it difficult to find a GP 
who understands the disease. A new “Maybe it’s Mito” 
education program for GPs was launched to improve 
the quality of health care available to mito patients. 
Developed by Australian Doctor in partnership with 
the Mito Foundation, the module attracts Continuing 
Professional Development Points. 

The foundation’s school education kit “Mito 4 Kids” 
improves the experience of school age mito patients 
by enhancing the knowledge and understanding of 
their teachers and classmates. An additional eight new 
factsheets were created to empower mito patients to 
make informed health care decisions and manage their 
daily life.

Global Mitochondrial Disease Awareness Week was 
again managed centrally by the Mito Foundation as an 
education and awareness initiative for the global mito 
community. Light Up for Mito saw monuments across the 
world illuminated green on 22 September 2018, mito 
facts were shared on social media and supporters were 
engaged through various community activities including 
Stay in Bed Day in Australia. 

The Mito Foundation held two symposia highlighting the 
developments in mitochondrial donation and research. 
The foundation also sponsored AussieMit, Australia’s 
premier biannual mitochondrial research conference for 
clinicians and researchers.

FUNDRAISING
This year’s Christmas and Tax Appeals were a great 
success thanks to the families of Tyler Flaskas and 
Carrera Sutton who bravely shared their stories. Two 
forward thinking family trusts generously matched 
donations which helped make the 2019 Tax Appeal the 
most successful to date. 

The foundation invested in a three-year program to grow 
the number of supporters who make regular monthly 
gifts. The pilot telemarketing campaign more than 
doubled the size of the program, creating an ongoing 
source of funds which will be built upon further in 2020. 

The Mito Foundation secured a grant of $30,000 per 
year for three years from the Centre for Community 
Driven Research (CCDR). This, together with generous 
contributions from Jenour Foundation, James N Kirby 
Foundation and Qantas Side by Side will enable the 
foundation to launch a tailored Patient Pathways Program 
in the 2020 financial year to offer centralised and 
coordinated care to the mito community. 

As a beneficiary of the ASX Refinitiv Charity Foundation, 
the Mito Foundation is grateful to have received over 
$260,000 in proceeds from events and raffles over 
the past five years. These donations have funded vital 
research into mitochondrial disease and programs to 
support the patient community.

Overall, the fundraising income in the 2019 financial 
year represents a 35% increase on the previous year.

We are grateful to our motivated community of 
supporters who not only work hard to raise awareness of 
mitochondrial disease but also raise vital funds.  Without 
the support of those who organise fundraising activities, 
volunteer their time, attend and donate to fundraising 
events, we would not be able to continue to offer our 
services to the mito community.

“Very interesting topic; well-presented and something 
I knew very little about. The activity has stimulated 
greater interest for me and raised a few issues in 
relation to both mito itself and some patients who  

may fit the bill.” 

GP from New South Wales

Tyler
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SUPERHEROS DISCO (WA) $2,250 raised
Community organisation SKLPC, inspired by local mum by Preeti 
Raghwani and her daughter Ziya, organised this super fun disco for 
superheroes of all ages! A sold out event, over 100 people danced the 
night away to support mito families.

HERE IS A SMALL SAMPLE OF THE MANY COMMUNITY FUNDRAISING 
EVENTS THIS YEAR: 

RAY WHITE LONG LUNCH 2018 (QLD)
The team at Ray White New Farm has held long lunch events for the 
past few years in support of their friends Mark and Vanessa Rotolone 
who lost their son Ari to mito. These have become must-attend 
events in the local calendar and have raised funds in the hundreds of 
thousands to date!

RAPID FITNESS TRIVIA NIGHT (VIC) $5,100 
Touched by the story of local child Lani Quirk, this gym showed their community spirit by holding a trivia 
night where members gave their brains a workout to raise funds for mito.

MINTIE CHALLENGE AND COIN DRIVE, BENNETT ROAD PUBLIC SCHOOL (NSW) $1,000 raised

The school raised funds in honour of Carrera, the sister of student Ruby Sutton, and the Parents & 
Citizens Association showed their support by making a generous donation.

ALADDIN MOVIE NIGHT (VIC) $900 raised
A special movie screening organised by Susie Carroll in memory of her mum Olive May who sadly lost her 
life to mito. The movie night was very well supported by the local Ballarat community.

BAILEY’S BUGS QUIZ NIGHT (SA) $8,363 raised
Many local businesses donated auction items and The Kapunda 
Bowling Club donated their club house, time and effort to make 
this Quiz Night a huge success! Over 150 locals, including the 
dedicated school community, attended in support of local student 
Bailey who has mito. 

MITRE COOKBOOK BY TRINITY GRAMMAR SCHOOL, KEW (VIC)  

$4,401 raised 
The school published a beautiful cookbook featuring recipes chosen by students, 
teachers, parents and alumni and donated proceeds to the Mito Foundation and the 
school Parents & Citizens Association. Together with other fundraising activities, 
this is a touching example of a school getting behind one of their past students 
with mito, Hugh.
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SPOTLIGHT: THE BLOODY LONG WALK 

The Mito Foundation’s flagship fundraising event, The Bloody Long Walk, is a 
35km walking challenge along scenic Australian coastal or bush routes, taking in 
iconic parklands and city views. All funds raised by participants help the Mito 
Foundation fund research and support for families affected by mito.

The first Bloody Long Walk took place in 2013 in Sydney North with 350 
walkers raising a total of $95,000. Six years later, the event has grown 
to a national series of nine events with almost 15,000 participants 
across the country raising a total of $2.54 million. 

The Bloody Long Walk 2018 series took place in Brisbane, 
Canberra, Melbourne, Perth, Sydney (North), Sydney (East), 
Adelaide and added two new locations, Townsville and 
Newcastle.

The Mito Foundation enlists the expertise of specialist event 
management agency Sorted Events and digital fundraising 
agency Elevate Fundraising. Both partners have been 
committed to The Bloody Long Walk since its inception and 
their involvement enables the foundation to make the most 
efficient use of resources for the greatest return. Event costs 
are covered largely by registration fees meaning that funds 
raised by participants go directly to help families affected by 
mito.

As well as being the largest source of fundraising for the 
Mito Foundation, The Bloody Long Walk is the most public-
facing activity in the Mito Foundation calendar. The 15,000 
participants are taken on a communications journey to 
educate them about mito and motivate them to raise funds. 
Their fundraising efforts enticed donations from 50,820 
people who would not have heard of mito previously.

The Bloody Long Walk offers an opportunity to make a 
meaningful difference to those impacted by the disease. The 
community spirit, seen particularly in large tribute teams, is 
truly inspiring.

The series, conceived by Board Director Ross Wall in 2013, 
has been a transformational addition to the Mito Foundation. 
Thank you, Ross and the entire Bloody Long Walk Team!

“Tom has got so much out of taking part in The Bloody Long 
Walk but also being able to liaise with all the people in the 
Mito Foundation office has been special. So thank you, we 
can’t wait to raise more money for your amazing cause”.

The ChallengeTom Bloody Long Walk Team, Newcastle

8
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YOUR DONATIONS AT WORK 

Over the last year your donations have made a HUGE difference to people 
affected by mitochondrial disease – thank you!

350,000

1 133
Information Days, Mito Connect 
Calls and Support Groups held 

across the country.

Australian Federal Government 
response to recommendations 

from the Senate Inquiry into the 
science of mitochondrial donation 

(a potentially lifesaving IVF 
technique) committing to develop 
a process for public consultation, 

leading to the establishment of the 
NHMRC Mito Taskforce.

Australian Mitochondrial Disease 
Patient Experience, Expectations 

and Knowledge (PEEK) Study 
which was a research project 
developed by the Centre for 
Community-Driven Research 

(CCDR) and supported by the 
Mito Foundation.

Mental Health Awareness Program 
launched based on findings from 
the 2018 Australian Mitochondrial 

Disease Patient Experience, 
Expectations and Knowledge 

(PEEK) Study.8
new fact sheets created to 

empower mito patients to make 
informed health care decisions and 

to manage their day to day life.

$1.89
in additional funding by the Mito 

Foundation was committed to vital 
medical and research projects.

people heard about mito through 
The Bloody Long Walk 2018 

national series through which 
$2.54 million was raised.

International organisations 
collectively pledged $1 million 

USD to improve diagnosis, 
develop treatments and cures, and 

optimise clinical care for those 
affected by Leigh syndrome. This 
exciting multi-year collaboration 

between the United Mitochondrial 
Disease Foundation (USA), 

People Against Leigh Syndrome 
(USA), Lily Foundation (UK), 

Mitocon Onlus (Italy) and the Mito 
Foundation (Australia) is the first 

of its kind.  

patients joined the Mito Patient 
Registry since establishment, 
enabling them early access to 
clinical trials and help identify 

future support needs.

460GP education program launched. 
Maybe it’s Mito will help thousands 

of Australians who are un- and 
misdiagnosed by educating 

GPs, facilitating earlier access 
to specialist care and improved 

symptom management. 

1

1 5
million
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FINANCIALS*

* Unaudited financials. Audited financials will be available in 2020.

** Targeted for future investments in programs

Income 30 June 2019

Direct Fundraising Actual

Mito Foundation Events and Appeals $2,911,591

Community Fundraising $141,024

Bequests $0

Regular Giving $20,997

General Donations $14,668

Total Direct Fundraising $3,088,279

Strategic Fundraising

Corporate Partners $19,289

Trusts & Foundations $237,453

Major Gifts $54,386

Government $30,000

Total Strategic Fundraising $341,128

Event Income (non-fundraising)

Event Income $1,455,850

Total Event Income $1,455,850

Other Income

Investments $61,772

Total Other Income $61,772

Total Income (Gross Profit) $4,947,029

Operating Expenses

Event Expenses $1,579,180

Fundraising $209,175

General and Admin $57,989

Rent $81,541

Remuneration Packages (Operational) $374,795

Total Operating Expenses $2,302,679

Operating Profit $2,644,350

Program Expenses

Remuneration Packages (Programs) $422,641

Support $224,081

Research $637,407

Advocacy $95,792

Education $180,224

Total Program Expenses $1,560,144

Net Profit $1,084,206**

Fundraising sources 

Your donations at work

Government

Major Gifts

Trusts & Foundations

Corporate Partners

General Donations

Regular Giving

Bequests

Community Fundraising

Mito Foundation Events and Appeals

Education

Advocacy

Research

Support Services
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THANK YOU! 

The Mito Foundation is grateful 
for the significant support of the 
following, as well as those who 
wish to remain anonymous:

TRUSTS, FOUNDATIONS AND CORPORATIONS

Department of Social Services

D & A Courtney-O’Connor Foundation

James N Kirby Foundation

Perpetual Foundation - The Merrett Endowment

The Marian and E.H. Flack Trust

The Society for the Study of Inborn Errors of Metabolism 
(SSIEM)

Jenour Foundation

Coca-Cola Australia Foundation

Milton Corporation Foundation

ASX Refinitiv Charity Foundation

Gandel Philanthropy

IN-KIND SUPPORTERS

Acumen Insurance Proprietary Limited

Brown Wright Stein Lawyers

Grant Samuel

MITO FOUNDATION IS PROUD TO 
COLLABORATE AND BE ASSOCIATED WITH THE 
FOLLOWING ORGANISATIONS:

Australian Clinical Trials Alliance (ACTA)

Australian Genomics Health Alliance

Australian Patient Organisation Network

Centre for Community-Driven Research -  
Patient Pathways Pilot Program

Childhood Dementia Research Initiative

Genetic Alliance Australia

Genetic and Rare Disease Network

Genetic Services Network Victoria

HCU Network Australia

Human Genetics Society of Australasia

Metabolic Dietary Disorders Australia

Rare Voices

Research Australia

Sanfilippo Children’s Foundation

Syndromes Without A Name (SWAN) Australia

Tuberous Sclerosis Association

OTHER MITO ORGANISATIONS

International Mito Patients (IMP)

The Lily Foundation

MitoCanada

Mitochondrial Medicine Society

Mitocon Onlus

MitoAction

People Against Leigh Syndrome

United Mitochondrial Disease Foundation



mito.org.au

Follow the Mito Foundation on:



For anyone affected by mito, or by any of the diseases it can cause

We’re here.

mito.org.au

Carrera 


