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Mito Foundation
Who We Are
The Mito Foundation is the only organisation 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 their needs and funding essential research into the
prevention, diagnosis, treatment and cures of mitochondrial disorders.

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

Mission
To support the mito community while seeking cures

Values

Unrelenting

Caring

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

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.

To learn more about the Mito Foundation’s work and read the stories of those who have generously
allowed us to feature their photos in this report, please visit:

mito.org.au

Gratitude

Lean

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

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

The Mito Foundation, Unit 3, 21 Mary St, Surry Hills, Sydney, NSW 2010
02 8033 4113 / info@mito.org.au / ABN: 84 135 324 39
Helpline: 1300 977 180
Cover Photo Credit: Welsh Photography
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A Message from our Chairman
and CEO
It is fair to say that 2020 has been a year like no other. For
the Mito Foundation, the phrase “a year of two halves” is
most appropriate.

step towards legislative change which will give couples
the option of preventing mitochondrial DNA abnormalities
being passed on to their children.

The first half saw standout growth in The Bloody Long Walk
2019 national series. Almost 18,000 participants took part
across Australia to raise $3.5 million; a 39% increase on
the previous year.

The second half brought unprecedented challenges
related to COVID-19. Our Bloody Long Walk 2020 national
series was forecast to raise $4.4 million from eleven
events. But, owing to health restrictions on public events,
all Bloody Long Walks were either postponed or cancelled.
The end result was a fundraising shortfall of over $1 million
for the 2020 financial year. An even greater impact is
expected to be realised in the following 2021 financial
year.

The foundation launched the Patient Pathways Program in
August 2019, thanks to a three-year grant from the Centre
for Community-Driven Research (CCDR), helped along
with generous contributions from Jenour Foundation,
James N Kirby Foundation and Qantas Side by Side.
This new telehealth service provides tailored care plans,
dedicated support and connection with specialist services.
We committed close to $850,000 to fund cutting-edge
research into improving diagnosis, treatments and
potential cures.
Our efforts to legalise mitochondrial donation in Australia
led to the establishment of the NHMRC (National Health
and Medical Research Council) Mitochondrial Donation
Expert Working Committee. In September 2019, a public
consultation process sought public views on ethical and
social aspects of introducing this life-saving IVF-based
technique into Australian clinical practice. This is a major

People with mito are an at-risk population and during
the COVID-19 crisis needed our support more than ever.
Fortunately, we were able to respond by swiftly increasing
our services. This was thanks mainly to our dedicated
supporters who generously donated to our COVID-19
Emergency Appeal, to those who supported Stay in Bed
Day, and to the government stimulus package. These
services were designed to combat the fear of contracting a
life-threatening infection, and to alleviate the ill effects of
isolation felt by families with mito.
We extend a heartfelt thank you to our generous donors
who make this vital work possible. We are overwhelmed
by the commitment of some very special individuals who
have devoted their time to fundraising, providing pro bono
services or sharing their personal stories to advocate and
raise awareness.
We thank also those in the mito community for their
tireless efforts towards legalising mitochondrial donation,
and for stepping up in the face of the global health crisis to
help one another via our peer support channels.
The events of 2020 highlight the strength and solidarity of
the mito community. With your help, the Mito Foundation
will continue to work to improve the lives of those
impacted by mito. And we thank all of you who share this
commitment.

Sean Murray, CEO
Doug Lingard AM, Founder and Chairman

About Mito
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.

The Facts
One Australian baby born each week
will develop a severe or life-threatening
form of mito. That’s over 50 Australian
children each year.

The Tierney family

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

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

Valentino Wilson

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

Mito can cause any symptom in any
organ at any age.
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Our work for the mito community
Support
The Mito Foundation continues to expand its range of
professional services and resources that support and
empower Australians living with mito, as well as their
families.

•

Mito Information Days were changed to a digital format
to ensure that people with mito could access vital
information and advice wherever they were, including
real-time captioning to assist the hearing impaired

Thanks to a grant from the Centre for Community-Driven
Research (CCDR) and generous contributions from Jenour
Foundation, James N Kirby Foundation and Qantas Side by
Side, Mito Foundation launched a new Patient Pathways
Program. The program is part of a federal government
initiative which aims to increase the capacity of health
charities to help patients navigate the health system and
access all that is available to them, including clinical trials.

•

All Mito Connect Calls and Mito Information Day
presentations are now recorded and made available on
the website

Mito Foundation’s dedicated Patient Pathways Telehealth
Nurse commenced in August 2019 and has since
provided mito patients throughout Australia with one-onone telephone-based support, tailored care plans and
connections to specialist services.

•

The capacity of both the Helpline and Patient Pathways
Program was enhanced to deal with increasing
concerns and ensure accurate and timely advice

•

Outreach calls were made to mito community
members to offer tailored support to meet their
changing needs

•

Website resources were updated with prominent
COVID-19 information and links to reliable external
resources

•

A new Digital Support Groups Program was launched
in May in Queensland, New South Wales, Victoria,
Tasmania, South Australia and Western Australia to
enable people to forge connections with others in their
local community. Volunteer support group leaders
received professional facilitator training to maximise
the impact of the support groups.

The onset of the COVID-19 health crisis in early 2020
brought a new level of fear, uncertainty and isolation
to mito patients, who are considered to be an at-risk
population. They needed support more than ever.
The incredible generosity of our donors allowed the
foundation to promptly ramp up its service offerings to
adapt to the mito community’s changing needs:
•

Mito Connect Calls were increased to weekly to combat
isolation by providing a forum for people with mito to
connect with one another, share experiences and hear
important updates

•

A new series of Wellbeing Mito Connect Calls was
launched, focusing specifically on mental health and
wellbeing

•

A Mito Q&A: COVID-19 webinar was recorded with
Prof. Carolyn Sue, Dr Roula Ghaoui and Dr Shanti
Balasubramaniam who answered questions from the
mito community

I have found that participating in the Mito Support Groups
both in my state and nationwide has been very beneficial. It
has helped me to maintain my resilience and find other people
who ‘get what you’re going through’. The weirdly transient
nature of some symptoms is understood by other mito
members and I have made some genuine and
important friendships through these groups.
Allison, Tasmania

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 to legalise mitochondrial donation
here.

The public health crisis dominated the Health Department
and media’s focus from early 2020. But, we were
encouraged by ongoing coverage of mitochondrial
donation in nationally syndicated pieces such as the
March front page feature article in the Good Weekend
highlighting Shelley Beverley’s personal perspective. Good
Weekend also interviewed our CEO Sean Murray on the
importance of mitochondrial donation for its inaugural
Good Weekend podcast.

Following a government response in February 2019 to
the 2018 Senate Inquiry on mitochondrial donation, The
National Health and Medical Research Council (NHMRC)
formed a Mitochondrial Donation Expert Working
Committee to develop a process for public consultation.

We sincerely thank Shelley and other members of the mito
community for sharing their stories to help keep the issue
in the headlines as well as those individuals and groups
that engaged with the public consultation process.

Public consultation was undertaken from September
to November 2019 to obtain views from the Australian
community on the ethical and social considerations of
mitochondrial donation. The Australian public was invited
to make online submissions and attend webinars and
public forums to understand the topic and have their voice
heard.
The NHMRC’s Mitochondrial Donation Expert Committee
sent its final report and advice to Federal Health Minister
Greg Hunt in March 2020, marking the finalisation of the
committee’s work and the public consultation process.
The foundation has continued to engage key political
stakeholders and encouraged the mito community to meet
with their local MPs and senators to build support at a
constituent level.

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.
This is an important step towards a vital legislative change
to protect future generations from mito.

Shelley Beverley and her husband James

This fight [to legalise
mitochondrial donation in Australia] is
really personal to me. Short of a cure,
people with mito should have at least
the option of having healthy children
of their own, free from the
debilitating effects of mito.
Shelley, Tasmania
Image courtesy of Peter Mathew / Good Weekend
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Dr Diana Stojanovski, The
University of Melbourne:
Incubator Grant, $25,000

Research
The Mito Foundation identifies and funds strategic
research initiatives that improve diagnosis and treatment
and will one day translate into preventions and cures.
Thanks to the generosity of our donors, this year an
additional $850,000 was committed to cutting edge
Australian-based research projects, clinical trials,
fellowships and a world first international partnership.

Leigh Syndrome International Consortium:
Partnership Grant, $300,000
Five of the world’s leading mitochondrial disease patient
advocacy groups joined together to form and fund the
Leigh Syndrome International Consortium. The Mito
Foundation, the United Mitochondrial Disease Foundation
(US), People Against Leigh Syndrome (US), Mitocon Onlus
(Italy) and the Lily Foundation (UK) have collectively
pledged $1 million USD to support this innovative, multiyear project. This patient-driven research network will
focus on improving diagnosis, therapeutic development
and optimised patient care for patients with one of the
cruellest forms of mito. The consortium opened its first
grant round this year which awarded six grants to Leigh
syndrome-focused research across the globe.

By uniting together, this
network will drive more connections
to help develop future treatments for
Leigh syndrome patients. No single
organisation can take on a project of
this scale alone. This collaboration
between mitochondrial disease
patient advocacy partners will help us
leverage our existing connections to
the patient community as well as elite
international researchers.

Professor Carolyn Sue AM,
The Kolling Institute:
Clinical Trial Support
Grant, $225,000
Carolyn’s project aims to
determine whether an interactive
digital health intervention
can increase a mito patient’s
compliance with an ongoing exercise regime. Half of one
patient group will undertake an individual exercise regime
with the use of Fitbits (digital health trackers) and text
message support, while the other half will not. Prof. Sue’s
team will determine if this support assists with exercise
compliance.

Dr Laura Rudaks, Royal
North Shore Hospital:
One-Year Clinical
Fellowship, $125,000
Laura, under the guidance of
Prof. Carolyn Sue, works at the
Mitochondrial Disease Clinic
at Royal North Shore Hospital
(the largest adult mito clinic in Australia). She focuses on
assessing new patients to improve pathways to diagnosis
and also reviews patients with confirmed mito to assist
with their ongoing care.

Dr Sandy Hung, Centre for
Eye Research Australia:
Booster Grant, $75,000
Despite the identification of the
three most common genetic
changes that cause Leber’s
hereditary optic neuropathy
(LHON), current treatment options
remain very limited. This innovative project investigates
the use of new gene editing technologies to permanently
correct the underlying LHON genetic mutations, providing
a real possibility of a cure and preventing blindness.

Diana’s project concentrates
on a type of mito called Sengers
syndrome. It looks at uncovering
its molecular basis with a view to
identifying possible treatments.
Diana’s lab will be looking at specific mitochondrial
proteins to determine their role in disease.

Dr Sylvie Callegari, The
Walter and Eliza Hall
Institute of Medical
Research: Incubator Grant,
$25,000
The ubiquitin signaling system
is currently the focus of drug
development for a range of
different diseases. This project will use ubiquitin to
investigate how mitochondrial proteins are regulated
on their journey to the mitochondria and to determine
whether these drugs could be used to treat mito patients.

Mr Yau Chung Low,
Murdoch Children’s
Research Institute (MCRI):
PhD Top-up Scholarship,
$12,000
Pluripotent stem cells are
used in this project to model
mitochondrial disease, specifically
Barth syndrome and Sengers syndrome. The stem cells are
converted to human heart cells, as these two types of mito
most often affect a patient’s heart. Yau’s work will examine
the effects of mito on the heart and potential treatments
will be trialed on the models.

Mr Cameron McKnight,
Murdoch Children’s
Research Institute (MCRI):
PhD Top-up Scholarship,
$15,750
Cameron uses stem cell models
of heart muscle cells to screen
promising treatments for mito.
His team will also look at how genetic mutations affect cell
function in different cell types.

Ms Linden Muellner-Wong,
The University of
Melbourne: PhD Top-up
Scholarship, $18,000
Linden’s PhD project looks at a
group of proteins that have been
shown to frequently mutate,
causing disease. She will examine
the inner workings of these proteins and how their loss of
function leads to mito. The findings could lead to faster
and more accurate diagnosis for mito patients.

Mr Alexander Anderson,
The University of
Melbourne: PhD Top-up
Scholarship, $11,250
Alexander’s work focuses on
mitochondrial protein import
processes, specifically two protein
import machineries that, when not
working properly, can lead to a person developing mito. His
project describes the function of the mitochondrial import
process and the components that can lead to disease.
Gene-editing technology CRISPR/Cas-9 will be used which
could eventually lead to possible treatments for mito.

Ms Daniella Hock, The
University of Melbourne:
PhD Top-up Scholarship,
$15,750
Daniella’s project aims to develop
a personalised diagnostic
method called proteomics for
undiagnosed mito patients.
Proteomics can identify mutations in thousands of
proteins, leading to a faster and more accurate diagnosis.
This work could potentially assist with access to
treatments and reproductive options down the track.

Brian T. Harman,
President & CEO of UMDF
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Professor John Christodoulou AM and Professor David Thorburn

RESEARCH SPOTLIGHT:
Real progress towards improved diagnosis
Preparing Australia for Genomic Medicine
A partnership with Australian Genomic Health Alliance (AGHA)
Most people with mito undergo months, if not years, of
painful and invasive tests and are often misdiagnosed,
enduring unnecessary anguish and stress.
The Mito Foundation, thanks to the generous support of a
number of corporate grants and a dedicated community of
supporters, partnered with the Australian Genomic Health
Alliance (AGHA) to co-fund a ground-breaking genomics
study to improve mitochondrial disease (mito) diagnosis.
The study commenced in 2016 and is led by two mito
experts, Professor John Christodoulou AM and Professor
David Thorburn. Both are based at Murdoch Children’s
Research Institute in Melbourne.
This large project tests out a revolutionary genetic
technology, genomic sequencing, which is able to diagnose
mito by analysing a person’s entire genetic code.
Genomic testing is a highly accurate method of diagnosing
mito, and has the potential to eliminate the need for
invasive and painful testing methods including muscle and
liver biopsies.
Until now, implementation of genomic testing has
been uncoordinated, with access to testing differing
across states, leading to suboptimal health outcomes,
unnecessary costs and stress to patients and their
families. Currently, funding of genomic testing under the
MBS scheme is limited to a small proportion of patients.
Genomic sequencing is the latest advancement in
diagnostic medicine and thanks to this important study,
Australian mito patients are among the first to benefit
from it.
This project will compare genomic testing to current
diagnostic methods to determine the evidence-based
case for nationwide implementation. It will collect critical
data to compare two forms of genomic sequencing:
whole-genome sequencing and whole-exome sequencing
coupled with mitochondrial DNA sequencing.
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The team has provided genomic sequencing for 140
individuals with mito from all states across the country,
including individuals whose symptoms started in
childhood or adulthood. So far, a positive diagnosis has
been obtained for ~ 36% of individuals (32% for those with
adult-onset disease and 40% for those whose onset was
in childhood). For around 20% of these cases, additional
studies were needed to confirm the diagnosis, and this
additional work was predominantly undertaken in research
labs which are also supported by the Mito Foundation.
The study is expected to have a significant longterm impact. Researchers are assessing the cost, the
effectiveness and patient satisfaction to build a case
to convince the Australian government that genomic
sequencing should be standard for mito diagnosis. This
study is also expected to discover new mito genes and
expand scientific knowledge about its cause, building
evidence toward new treatments or cures. The goal is to
implement genomic sequencing early in the diagnostic
journey for mito.
Professor John Christodoulou AM
Prof. Christodoulou is the Director of the Genetics
Research Theme and Co-Group Leader of the Brain and
Mitochondrial Research Group at Murdoch Children’s
Research Institute and Chair of Genomic Medicine in the
Department of Paediatrics at Melbourne University. He is
currently a member of the Mito Foundation Scientific and
Medical Advisory Panel, and is a founding director of the
Mito Foundation.
Professor David Thorburn
Prof. Thorburn is the Co- Group Leader of Mitochondrial
Research at the Murdoch Children’s Research Institute.
He is a member of the Mito Foundation Nominations
Committee, a member of the Mito Foundation Scientific
and Medical Advisory Panel and a founding director of the
Mito Foundation.
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Education

Fundraising

The community in action

The Mito Foundation aims to increase awareness and
understanding of mito by educating those affected, the
medical professionals who treat them, the general public
and policy decision-makers.

The Mito Foundation relies on the generous donations
of individuals, groups and organisations to fund its vital
support services and research into treatments and cures.

We are grateful to our motivated community of supporters who not only work hard to increase community 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.

Online factsheets provide practical information to those
with mito to help make informed health care decisions
and manage their daily lives. These online resources have
been enhanced recently with recordings of Digital Mito
Information Days and Mito Connect Calls.
The foundation’s school education kit “Mito 4 Kids” gives
teachers and classmates a greater understanding of mito,
making it easier for children with Mito to assimilate into
the school environment.
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. Patients struggle to find a GP who is
familiar with the disease. The “Maybe it’s Mitochondrial
Disease” education program for GPs was developed
by Australian Doctor in partnership with the Mito
Foundation to improve the quality of available health care
for Australians with mito. The education module which
attracts Continuing Professional Development Points was
updated and re-launched this year with very positive early
engagement.
Some feedback from GPs after completing the Maybe it’s
Mito education module:

“Important information on a little talked about condition”
“Very good educational experience”
“Excellent primer for mito to a rural GP with no previous
exposure in form of patients diagnosed with mito”

Its appeals are deliberately lean in terms of production
costs to ensure that mito families receive the maximum
benefit from every dollar raised. This year’s Christmas
Appeal was entirely digital and featured a simple video
highlighting the effects of mito on young children. Net
income was 30% higher than the previous year.
The Mito Foundation has been a beneficiary of the ASX
Refinitiv Charity Foundation for the past six years. This
year a total of $23,972 was raised from the Art Union
Raffle, Rosehill Gardens Race Day, a Regatta and Golf
Tournament. The foundation is grateful for this ongoing
support which has funded vital research into mitochondrial
disease and programs to support the patient community.
The COVID-19 pandemic posed a real threat to the
foundation’s principal source of fundraising, The Bloody
Long Walk national event series. Due to the restrictions on
public gatherings, all scheduled events were postponed
until later in the calendar year and some cancelled.
The result was an approximate $1 million shortfall in
fundraising for the 2020 financial year.
Our COVID-19 Emergency Appeal was launched in April
and raised $10,000 to help expand service offerings to
meet the growing needs of the vulnerable mito community.
We are extremely grateful to those generous donors
who supported this appeal, many while facing their own
unexpected challenges.
We also turned our focus to developing and launching the
first ever Bloody Long Virtual Walk to take place in August
2020 to bolster lost fundraising opportunities.

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 over 100 monuments
across the world illuminated green on 14 September 2019.
Mito stories and facts were shared on social media and
supporters were engaged through various community
activities, including Stay in Bed Day in Australia.

A few examples of community fundraising this year:

Stay in Bed Day, lockdown edition!
Forty-three fundraisers supported Stay in Bed Day on Friday 22 May 2020; a special edition
to help the community make a real difference with their extra time at home and bolster our
fundraising while The Bloody Long Walk series was under threat.
A full programme of competitions, live interviews and Q&A sessions with mito families
provided bedside entertainment. A total of $20,000 was raised to support families at a time
when they needed it most.

A mighty committed walker, Hugo!
Eleven year old Hugo Verden tackled the City to Surf in August 2019 followed by the
Blackmores Bridge Run in September. His mum Janet then joined him in November
to complete the first ever Mighty Long Walk - a 10km section of our Bloody Long Walk
Sydney East. Hugo also supported Stay in Bed Day at his school and even sold limes at his
grandma’s farm to raise money! Hugo’s efforts contributed $745 to help kids with mito.

I am really glad that I can support the Mito
Foundation and all the fabulous work it is doing.
Hugo Verden

Olive’s Dance, a very special celebration
Susie Carroll, after losing her beloved mum Olive to mito, has been organising fundraising
events in her local community of Ballarat every year. Olive’s Dance was a very special night
to mark what would have been Olive’s 80th birthday and raised money through ticket sales,
auction items and donations. Susie has raised a total of $3,920 over the years in her
Mum’s honour.

Kay, the unstoppable Gran
Kay, motivated by her much-loved granddaughter Alana, completed two Bloody Long Treks;
The Great Wall of China in 2017 and then The Larapinta Trail in 2019. She has volunteered
at eight Bloody Long Walks, walked in two including our first Bloody Long Virtual Walk, and
took part in Stay in Bed Day 2020. She has raised a total of $8,950, made many personal
donations and has contributed to multiple Act for Alana fundraising events.
Cooper Tierney
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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 (or
running for some!) along scenic routes across Australia
taking in dramatic coastal views, iconic parklands and
cityscapes. All moneys raised by participants help the
Mito Foundation fund research and support for families
affected by mito.

Noah and
Kat Barlow

The first Bloody Long Walk was held in 2013 in Sydney
North with 350 walkers raising a total of $95,000.
In 2019, a national series of ten events took place in
Adelaide, Brisbane, Canberra, Gold Coast, Melbourne,
Newcastle, Perth, Sunshine Coast, Sydney (North) and
Sydney (East). 17,921 participants raised a total of $3.5
million.
The registration fees largely cover The Bloody Long Walk
event costs meaning that the fundraising component goes
directly to support patients and fund research.
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 foundation’s calendar. The
17,921 participants were taken on a communications
journey to educate them about mito and motivate them
to raise funds. Their fundraising efforts enticed donations
from 57,079 people who may not have heard of mito
previously. Media coverage reached an estimated 450,000
Australians.

Dot Georgiou

The Bloody Long Walk offers an opportunity to make a
meaningful difference to those impacted by the disease
while raising awareness in local communities. Anyone who
has participated in a Bloody Long Walk will know that the
community spirit is second to none.

When our beautiful baby girl Dot was diagnosed with mito, after months of
frightening hospital stays and invasive tests, our local Lobethal community blew us away
with their support. Within a matter of days, Team Dot entered the Adelaide Bloody Long
Walk and 67 walkers raised $38,000 to support families like ours. We went down to
cheer the walkers on and their support gave us an incredible light during a very
dark time.
Suzie Georgiou, South Australia
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Financials

Your donations at work

1

public release of the Expert Statement and Consultation
Report sent to Federal Minister for Health Greg
Hunt, announcing the outcomes and recommendations
of the NHMRC’s (National Health and Medical Research
Council’s) work on mitochondrial donation. The Mito
Foundation continues to engage with stakeholders on
legalising mitochondrial donation and expects next steps
to be confirmed soon.

15.4

MILLION
people reached by 392 media articles raising awareness
and education of mitochondrial disease during the public
consultation on mitochondrial donation. With public
support, this potential legislative change would allow
Australian families to access mitochondrial donation, a
potentially lifesaving IVF technique.

41

information Days, Mito Connect Calls, Wellbeing Mito
Connect Calls and Support Groups held either across the
country or digitally.

Income

30 June 2020

Direct Fundraising
Mito Foundation Events and Appeals
Community Fundraising
General Donations

$22,287

patients have joined the Mito Patient Registry since
establishment, enabling them early access to clinical trials
and identifying future support needs.

100

+

outreach calls offered personalised support and
advice to members of the mito community including
help with interpreting the public health directives to
suit unique needs.

71

49

%

increase in completion of the relaunched Maybe It’s
Mitochondrial Disease GP education module for 2020.
The medical profession’s improved understanding of mito
will increase rates of diagnosis and help thousands of
Australians by facilitating earlier access to specialist care
and improved symptom management.
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Trusts & Foundations
Corporate Partners
General Donations

$3,175,353

Regular Giving

Strategic Fundraising

486

Corporate Partners

$52,303

Trusts & Foundations

$91,001

Major Gifts

$61,500

Bequests
Government
Total Strategic Fundraising

$725,480

Total Event Income

$725,480

Total Other Income

Mito Foundation Events
and Appeals

Your donations at work

Education

Other Income

Investments

Community Fundraising

$30,102
$234,906

Event Income

Special Non-Assessable Income Cash Flow Boost

Bequests

$0

Event Income (non-fundraising)

Jobkeeper subsidy

Government
Major Gifts

$126,199
$34,556

Total Direct Fundraising

Fundraising sources

$2,992,311

Regular Giving

Total Income (Gross Profit)

cases supported by the new Patient Pathways Program
with 85% of participants reporting a reduction in anxiety.
Areas of support included the development of treatment
plans, referrals and assistance with personal and
emergency care plans.

Actual

$135,000

Advocacy

$62,500

Research

$59,201

Support Services

$256,702
$4,392,440

Operating Expenses
Event Expenses
Fundraising

450,000

people heard about mito through The Bloody
Long Walk 2019 which raised $3.5 million to help
families affected by mito.

General and Admin
Rent
Remuneration Packages (Operational)

$1,468,447
$210,401
$66,687
$68,347
$504,668

Total Operating Expenses

$2,318,549

Operating Profit

$2,073,891

Program Expenses

$

1

MILLION
USD

collectively pledged by five international organisations
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.

Remuneration Packages (Programs)

$569,094

Support

$66,533

Research

$977,523

Advocacy

$148,409

Education
Total Program Expenses
Net Profit
Unaudited financials. Audited financials will be available in 2021.

$349,925
$2,111,485

Owing to the restrictions
on public events brought about by
COVID-19, all Bloody Long Walks
in 2020 were either postponed or
cancelled. The result was a fundraising
shortfall of over $1 million for the
2020 financial year. An even greater
impact is expected to
be realised in the 2021
financial year.

-$37,594

Sean Murray, CEO, Mito Foundation
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The Beard family

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

Noah Barlow

ASX Refinitiv Charity Foundation
Australian Executor Trustees
H&D Mansfield Family Trust
James N. Kirby Foundation
Jenour Foundation
Milton Corporation Foundation
News Corp Australia
Qantas Side by Side
The Rick and Judy Foundation
Coca-Cola Australia Foundation
Gandel Philanthropy

IN-KIND SUPPORTERS
Acumen Insurance Pty Ltd
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 (AGHA)
Australian Patient Organisation Network (APON)
Centre for Community-Driven Research - Patient Pathways
Pilot Program
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Rare Voices Australia
Research Australia
Sanfilippo Children’s Foundation
Syndromes Without A Name (SWAN) Australia
Tuberous Sclerosis Australia

OTHER MITO ORGANISATIONS
International Mito Patients (IMP)

Childhood Dementia Initiative

MitoAction

Genetic Alliance Australia

MitoCanada Foundation

Genetic and Rare Disease Network Australia

Mitochondrial Medicine Society

Genetic Support Network Victoria

Mitocon Onlus

HCU Network Australia

People Against Leigh Syndrome (PALS)

Human Genetics Society of Australasia

The Lily Foundation

Metabolic Dietary Disorders Association

United Mitochondrial Disease Foundation (UMDF)

mito.org.au
Follow the Mito Foundation on:
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The Hood Family

Living today
with hope for tomorrow
Together, we will transform the lives of people affected by mito.
mito.org.au

