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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.
Mitochondrial disease is terminal; there are no cures
and few effective treatments.
One in 200 people, or more than 120,000 Australians,
may carry genetic changes that put them at risk
of developing mito.
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 affects at least one in 5,000 people,
making it one of the most commonly diagnosed,
serious genetic diseases.
Bodhi and family
Cover Photo Credit: Bree Mitchell from BM Films
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Mito can cause any symptom in any organ at any age.
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Mito Foundation

Who we are

Our vision

Our values

The Mito Foundation is the only
organisation in Australia dedicated to
supporting and empowering people
affected by mitochondrial disease
(mito) . It provides resources and
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 driving meaningful
change and funding essential
research into the prevention,
diagnosis, treatment and cures of
mitochondrial disorders.

To be the catalyst for energy,
hope and cures for every Australian
impacted by mitochondrial disease.

Excellence
We strive to be the best, operating
with professionalism, accountability
and transparency to deliver
the best outcomes.

Our purpose
To end the suffering from
mitochondrial disease.

Our strategic
pillars
Empowerment
Improve the experience for mito
patients and families by offering
a range of Mito Foundation and
community generated activities that
result in them feeling cared for,
heard, supported and empowered.
Influence
Transform outcomes for mito
patients and families by advocating
and educating appropriate
stakeholders to achieve equitable
access to high quality diagnosis,
treatment and support.
Research
Drive research into mito by identifying
and funding strategic research
initiatives that improve diagnosis
and treatment and translate into
preventions and cures.

Commitment
We are unwavering in our dedication
and urgency to make a difference
for those affected by mito.
Compassion
We show support, empathy,
genuine care and kindness for
everyone impacted by mito.
Collaboration
We work together for the greater
good, sharing information
and partnering openly, internally
and externally.
Gratitude
We are accountable for the
support we receive at all levels by
appropriately acknowledging
its impact and expressing
our appreciation.

Sustainability
Strengthen our organisation
through excellent governance,
financial security,
capacity and capability.
Timmy
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A message from
our Chairman and our CEO
After almost ten years of tireless advocacy,
the Mitochondrial Donation Law Reform
(Maeve’s Law) Bill 2021 was passed through the
House of Representatives on 1 December 2021
with a convincing majority of votes. It then passed
through the Senate on 30 March 2022 marking an
enormous milestone for the mito community.
Mitochondrial donation, an IVF technique, offers
real hope to eligible Australian families to have healthy children of their own.
Mito Foundation will continue to work closely with the Department of Health and the
National Health and Medical Research Council (NHMRC) to ensure the needs and priorities
of the mito community are considered in the implementation of the pilot.
The passing of Maeve’s Law has raised the profile of mito and the foundation among key
decision-makers in government, our health system and the media. This paves the way for
further systemic change to improve outcomes for Australian families impacted by mito.
Mito Foundation has strengthened our internal and community capacity in advocacy to
support the key priorities for 2022 and beyond.
We have been in awe of the mito community’s courage and commitment to fight persistently
for mitochondrial donation by making submissions, visiting parliamentarians and sharing
their personal stories in the media. This legislative change is testament to the community’s
collective power and tenacity, and a remarkable example of community-driven advocacy.
We extend a heartfelt thank you to our generous donors who make our vital work possible.
We are overwhelmed by the commitment of some very special individuals who devote
their time to fundraising, raising awareness or providing pro bono services.
Despite the continued challenges presented by COVID-19 restrictions and lockdowns
throughout 2021, our flagship fundraising event The Bloody Long Walk was held in
seven locations across Australia together with an additional virtual event. We thank all
who contributed to raising over $3 million from the 2021 series.
The funds raised from these walks helped strengthen our core support services, boost
our advocacy efforts and commit $1.25 million to fund new, cutting-edge research into
improving diagnosis and accelerating treatments, prevention and potential cures.
This year more than ever, we have seen the solidarity of the mito community
make an incredible impact. Your passion is what drives us, and we look
forward to continuing to work together to transform the future for
Australians impacted by mito.
Dr Doug Lingard AM			
Founder and Chair			
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Sean Murray
CEO

Maeve and family
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Your donations at work
Throughout 2021, our generous donors have made an incredible
difference to families impacted by mito. Thank you!

1 milestone legislation
passed to allow eligible Australian
families to have children without
passing on the devastating
effects of mito. The Mitochondrial
Donation Law Reform (Maeve’s Law)
Bill passed through the House of
Representatives in December 2021
and the Senate in March 2022 with
a convincing majority of votes.

8M

$1.25 million in funding was
committed to 14 cutting edge
research projects, clinical trials
and fellowships striving to improve
diagnosis and seek effective
treatments and cures.

122 families received help with
tailored advice, care plans and
referrals through the Patient
Pathways Program. 89% reported
a reduction in anxiety since
joining the program.

6.8 million people reached by
343 media articles raising awareness
of mito and mitochondrial donation
amongst the Australian public.

22% growth in the Mito Registry
and 4 patient studies offered to
eligible Australians to help improve
health outcomes.

19 mito experts collaborated to
publish the first Australian Patient
Care Standards to help people
with mito access the best care to
improve their quality of life and
achieve better health outcomes.

44 Mito Meet Ups across Australia
helped people impacted by mito
to reduce their sense of isolation
and improve mental health
and wellbeing.

127 GPs completed the
Maybe it’s Mito educational module.
Earlier detection of mito and
increased rates of diagnosis will help
thousands of Australians by giving
them earlier access to specialist care.

20 Mito Information Days
and Mito Connect Calls helped
families all over Australia to build
confidence and knowledge to
manage their journey with mito.
Timmy
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“A very timely and helpful
Connect Call.
Thank you also for allowing
extra time for more discussion.
It was so helpful with
practical ideas and also very
understanding of what we all
experience. I really appreciate
that this was specific to our
mito experiences. Thank you! “
2021 Mito Connect Call
Participant

Real impact for the mito community
Generous donors, fundraisers and volunteers
have helped deliver programs to keep the
mito community informed, empowered,
supported and connected throughout the
year. Our supporters have provided real
hope by funding cutting-edge research into
treatments and cures and advocacy to drive
systemic change.

Building knowledge and
connections
The COVID-19 crisis brought uncertainty,
fear and increased isolation to people impacted
by mito, who are an at-risk population. The
generosity and compassion of our donors
allowed us to provide individual support while
building knowledge and confidence to help
people manage their mito journey.
The Patient Pathways Telehealth Nurse
delivered one-on-one telephone consultations
and tailored care plans for individuals and
families. Patients received dedicated help with
symptom management, education and
referrals to specialist services. 89% of
participants reported a reduction in anxiety
following the program, and 78% reported an
improvement in their satisfaction with the
health system. The foundation is now adding
a dedicated NDIS Navigator role due to
significant requests for help with accessing the
National Disability Insurance Scheme (NDIS).

“It is very good to be able to view the Information
Days online and be able to ask questions. This
is invaluable in connecting people and helping
them feel less isolated and misunderstood by the
medical community regarding their symptoms
and condition.”
2021 Mito Information Day Participant
Chloe and family
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“These groups help to normalise
this awful situation we have
found ourselves facing.
I genuinely think I would be very
much worse off if I did not have
these meet ups (and the other
services) that are offered.”
2021 Mito Meet-up
Participant

Helpline capacity was increased and
outreach calls offered proactive support
to existing and new connections in the
mito community.
We enhanced our online resources to make
them easy for community members to access,
understand and action after consultation with
the mito community and experts.
A range of events throughout the year
reduced isolation, improved wellbeing, and
increased knowledge:

•

13 Mito Connect Calls provided a forum 		
for people with mito to connect with one
another, share experiences and hear
important updates.

•

44 Mito Meet-ups provided a regular space
for people to forge peer support networks
in their local community, and to connect
parents of children with mito.

•

7 Mito Information Days delivered vital
information and expert advice and
presentation recordings were available
as an ongoing resource.

Improving access to
mito-aware health care
People impacted by mito struggle to find
health care professionals who understand
their complex needs. This year, dedicated
initiatives have grown the number of
educated, confident and interested medical
and allied health professionals.
In conjunction with Australian Doctor, Mito
Foundation developed the Maybe its Mito
education module in 2018. This year,
127 GPs completed the module and 99%
stated the module helped them “support
and educate patients and their families about
mitochondrial disease management.”
Mito Foundation’s Medical Professional’s
Directory also grew by 31% allowing more
patients to find mito-aware care. Over 900
GPs have completed the module to date.
Mito Foundation brought together 19 mito
experts to launch the first Australian Patient
Care Standards to guide health professionals
providing care to people with mito. The
foundation will continue to work with mito
specialists to raise awareness of the standards
and help patients access the best possible
care to improve their health outcomes.
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As a result of The Australian Mitochondrial
Disease Exercise Physiologist Network, mito
community members learned how to reap
the benefits of exercise physiology this year
via expert presentations and new resources.

2021. In May 2021 the Australian Government
committed $4.4 million over 4 years (and
$10.3 million over 10 years) to the staged
implementation of mitochondrial donation
in research and clinical settings.

Significant improvements have been made
but there is still so much to be done. We will
continue to strive for better access to health
care for the mito community.

The passing of Maeve’s Law marks a historic
moment for the Australian parliament and an
enormous milestone for the mito community
offering real hope for families impacted by
mitochondrial DNA disease to have healthy
children of their own.

Attracting clinical trials to
Australia
The Mito Registry collects information about
Australians with confirmed or suspected
mitochondrial disease (mito) for the purpose
of research into treatments and cures. The
primary aim is to establish a significant base
of patient data to attract clinical trials to
Australia, ensuring our mito community
benefits from the latest developments in
mito medicines and treatment.
The registry grew by 22% in 2021 and four
patient studies and clinical trials were offered
to eligible Australians to help advance
medical discoveries.
As the pipeline of potential therapies for
mito increases, the Mito Registry, along with
the Mito Foundation funded Australian
Mitochondrial Disease Clinical Trials Network,
will play a key role in attracting mito clinical
trials to Australia. This will give Australian
patients the earliest possible access to these
potentially life-saving therapies.

Driving change

This landmark legislation is testament to the
tireless commitment and determination of
the Australian mito community. Countless
families impacted by mito made submissions,
contacted MPs and Senators and shared their
personal stories with media. We cannot thank
the mito community enough for its continued
effort to drive change.
Importantly, this work has raised the profile
of mito among key decision-makers. Mito
Foundation will build on this momentum and
has increased its internal and community
advocacy capacity to drive further change.

Mito community spotlight: Maeve’s Law and me
By Bec Patterson, mito community member
When something means so much it’s nothing to pour your whole heart and soul into
it without question. My drive, passion and commitment to legalising mitochondrial
donation comes from being a mitochondrial disease (mito) warrior myself and
battling this unforgiving disease daily.
I desperately want to have children of my own but refuse to do so if they will also
have to go through the daily battles that mito warriors face. Or, potentially lose their
life by the age of five.
In the lead up to Maeve’s Law being debated in parliament, my partner and I contacted
just about every MP and Senator and if we couldn’t visit in person, we spoke to them
via zoom. We wrote submissions at every opportunity and were interviewed in the media
more times than we can count.
This is not just about me having a child of my own. It’s about my partner being able to
have a healthy child, our parents becoming grandparents and our siblings becoming
aunts and uncles. My partner and I watched the vote in Senate with uncontrollable tears
of joy. The passing of Maeve’s Law changes the trajectory of our entire family’s future!
I’m incredibly proud to be part of such a passionate community that used its collective
strength to fight for this change. Together, we have fulfilled the simple dreams of
couples all over the country.
Thank you to everyone who supported the passing of Maeve’s Law.

Our key priorities for 2022 and beyond are
to improve diagnosis and ensure access to
preventative reproductive options, appropriate
supports and care.
We will fight for increased funding for mito
research through mainstream funding bodies
and ensure Australian patients have access
to clinical trials.

Mitochondrial donation is an IVF-based
technique that can prevent certain forms of
maternally inherited mitochondrial disease
being passed on from mother to child.
Mitochondrial donation was approved in the
UK in 2015.
After almost ten years of persistent advocacy
from Mito Foundation and the mito community,
the Mitochondrial Donation Law Reform (Maeve’ s
Law) Bill 2021 (introduced into Parliament in
March 2021) was passed through the Senate
on 30 March 2022 with 37 Senators voting in
favour of the Bill and only 17 against.
This followed a convincing majority vote in
the House of Representatives on 1 December
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Improving diagnosis and accelerating
treatments, prevention and cures
The Mito Foundation identifies and funds strategic research initiatives that improve diagnosis
and will translate into meaningful treatments, prevention and cures.
Thanks to the generosity of our donors, this year an additional $1.25 million was invested in
fourteen new promising research projects, clinical trials and fellowships.
Dr Diana Stojanovski, University of Melbourne:
Booster Grant, $75,000
This project aims to understand the mysteries of tissue-specific presentations
frequently observed in mitochondrial disease. The complexity of mitochondrial
disorders means there is no “one size fits all” mechanism for mito, and
consequently there will be no one size fits all cure. A personalised approach using patient cells,
disease cell models and human stem cells will uncover detailed molecular mechanisms to drive
therapeutic development.
Dr Elena Tucker, Murdoch Children’s Research Institute:
Incubator Grant, $24,900
Adult-onset mitochondrial disorders can present with premature loss of ovarian
function, often associated with seemingly unrelated symptoms. These mitochondrial
disorders are poorly understood and not adequately diagnosed. Gene sequencing
will be used to identify new genes involved in mitochondrial and ovarian function which will drive
improved diagnosis and more effective patient management.
Professor David Thorburn, Murdoch Children’s Research Institute:
Project Grant, $300,000
Mito diagnosis is complicated because it can be caused by changes in more
than 350 different genes and has an enormous range of clinical presentations.
Professor Thorburn says “New genomic (DNA) technologies have increased our
ability to diagnose mitochondrial diseases from less than a quarter of patients to about a half.”
This national network will further improve diagnosis by using new ‘omic’ technologies to identify
new genes, mechanisms and phenotypes while enabling personalised treatments and achieving
better health outcomes.
Mr Jordan Crameri, University of Melbourne:
PhD Top-up Scholarship, $18,000
Modern advancements in diagnostic techniques have uncovered hundreds of
genes that, when non-functional, cause mito. However, for many genes, our
understanding does not extend beyond identification. This work will develop
our knowledge of the functioning of two of the genes known to cause mito, generate new cell
models and open opportunities to develop effective therapeutics.
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Dr Lisa Riley, Kids Research, The Children’s Hospital at Westmead:
Translational Research Grant, $200,000
Cutting edge “brains in a dish” will be used to test a viral vector-based gene
replacement therapy for a devastating form of mito that causes seizures and
developmental delay in babies and young children. This approach has already
demonstrated success in clinical trials for neurodevelopmental disorders, with recent market
approval of a vector-based gene therapy treatment for spinal muscular atrophy. This research
may provide an effective treatment which could be applied to a number of forms of mito,
particularly those causing epilepsy-related brain damage.
Dr Alessia Indrieri, Fondazione Telethon/Telethon Institute of Genetics and
Medicine (Italy): Translational Research Grant, $275,000
Mitochondrial Optic Neuropathies (MONs) are a group of mitochondrial diseases
causing degeneration of cells in the retina, leading to vision impairment and eventual
blindness. Dr Indrieri’s team hypothesises that reducing the activity of two
identified microRNAs (miRNAs) may prevent mitochondrial decline, thereby preventing retinal cell
degeneration and reducing vision loss. This research could provide a valid treatment option within
just a few years that may prevent or significantly delay the onset of blindness in individuals with MONs.
Dr Luke Formosa, Monash University:
Research Fellowship, $83,262
Deficiency in the enzyme Complex 1 is responsible for one third of all mito
cases, and for about half of those, the genetic cause is unknown. This project
seeks to identify new proteins responsible for the function of Complex 1 which
will increase the opportunity for genetic diagnosis by having more known genes to investigate.
By improving diagnostic rates, affected families will have access to genetic counselling and
reproductive options such as pre-implantation screening.
Ms Megan Baker, University of Melbourne:
PhD Top-up Scholarship, $18,000
Under intense metabolic or environmental stress, the ability of mitochondria
to internally regulate against toxic protein aggregation can fail. This project
investigates the ability of a relatively unexplored disaggregase, CLPB, to manage
these proteins and maintain cell integrity. This PhD project will characterise CLPB mechanisms
and create cell models to explore the consequences of its deficiency, which has been linked to
brain atrophy, intellectual disability, movement disorder and cataracts.
Dr Richard Lee, Harry Perkins Institute of Medical Research:
Incubator Grant, $25,000
Identifying genetic variants responsible for mito is essential in expanding the
range of genes analysed in genetic screenings. This research will characterise a
novel gene variant to help develop faster and more accurate diagnosis based on
cutting-edge biotechnology. It will help bridge the gap between fundamental research and clinical
examination to achieve the best outcomes for patients through early therapeutic intervention.
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Research spotlight:
Dr David Manser, Royal North Shore Hospital:
One-Year Clinical Fellowship, $125,000

Towards a regenerative treatment
for Leber’s Hereditary Optic
Neuropathy (LHON)

Under the guidance of Prof. Carolyn Sue, David will complete his training in
neurology at the Mitochondrial Disease Clinic at Royal North Shore Hospital
(the largest adult mito clinic in Australia). His focus is on providing comprehensive
care to patients with complex medical and social impacts requiring multi-disciplinary assessment
and management.

Dr Raymond Wong is a researcher at the Centre
for Eye Research Australia. He has pioneered
new research into Leber’s Hereditary Optic
Neuropathy (LHON), a devastating mitochondrial
disease that causes irreversible vision loss
predominantly in young adults. This is due to
the degeneration of cells in the eye called retinal
ganglion cells.

Dr Raymond Wong, Centre for Eye Research Australia:
Incubator Grant, $25,000
Leber’s Hereditary Optic Neuropathy (LHON) is a devastating form of mito that
causes irreversible vision loss predominantly in young adults. Using findings from
a project originally funded by Mito Foundation in 2016, this pioneering research
will test a regenerative therapy that could potentially restore vision in LHON patients.

In 2016, with funding from the Mito Foundation,
Dr Wong turned skin cells from LHON patients
into stem cells, which can be reprogrammed
into any cell in the human body. His team
then reprogrammed them into retinal ganglion
cells, which made it possible to study cells of
individual LHON patients non-invasively;
a welcome alternative to obtaining eye tissue,
which is extremely difficult. The cells were
further analysed for mutation markers which
encode for abnormalities caused by LHON.
These mutation marker findings have set the
groundwork for promising new research by
Dr Wong’s team.

Dr Jared Campbell, University of New South Wales:
Incubator Grant, $24,303
The diagnostic journey can be extremely burdensome for patients with mito.
Hyperspectral microscopy has proven successful in detecting inflammation and
diagnosing diseases such as cancer, kidney disease and arthritis. Jared will assess
whether this technology could be used to create a non-invasive test to indicate the presence
(and absence) of mito, differentiate between different forms of mito and improve the speed and
efficiency of diagnosis.
Dr John Carroll, Monash University:
Research Equipment Grant, $30,285
This research supports the introduction of mitochondrial donation, an IVFbased technique, into Australian clinical practice. In this technique, nuclear DNA
from the mother is transferred into an egg with healthy mitochondrial DNA.
The equipment will be used to eliminate the mutant mitochondrial DNA ‘carryover’ before egg
implantation and thereby alleviating safety concerns for the baby or subsequent generations.

Dr Alexis Diaz, University of Sydney:
Incubator Grant, $24,984
Proteins must be processed before they can be imported into the mitochondria.
Mutations in a key enzyme in charge of this processing have been identified as
a cause of Combined Oxidative Phosphorylation Deficiency (COXPD), a form of
mito which results in cardiomyopathies and encephalopathies. This project will generate a mouse
model carrying this deficiency so these processes can be better understood and studied.
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“A treatment to restore my vision would be life
changing. One day I want to have kids,
I want to be able to play ball with them, drop
them off at school, even teach them to drive.”
Dane, 28 year old man, legally blind due
to Leber’s Hereditary Optic Neuropathy
(LHON)

Recent studies have shown retinal cells, called
Müller glial cells, as having capabilities not
dissimilar to stem cells, with the potential to
regenerate into retinal ganglion cells. Dr Wong’s
team is now working on a new project in 2021,
supported by the Mito Foundation, which will
test this theory in the lab. In their second step,
they will aim to create a viral vector that can be
administered to rats as a gene therapy to test
its efficacy in promoting retinal ganglion cell
regeneration.
This work, using findings from the initial project
funded in 2016, could now result in a novel
regenerative therapy to help patients impacted
by LHON to restore their vision.
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Powered by passionate supporters

“I’ve been so touched by the response.
The Mito Foundation told me this has been
their most successful Christmas appeal
to date! Thank you so much for all your
contributions, this really means so much.”
Sally

Mito Foundation relies on the generosity of
individuals, community groups, trusts and
organisations to fund its work to improve the
lives of people impacted by mito and provide
hope by driving research.
Dedicated supporters got right behind our
appeals this year. In June, we called out for
help for four-year-old Marcus who has
incredibly complex problems caused by mito
and sees 13 specialist doctors. Our generous
donors raised $41,000 which helped Marcus’s
Mum Charmaine, and other struggling families,
to navigate the health system and access the
care they need. Our Patient Pathways Nurse
supported Charmaine throughout Marcus’s
worsening condition from hospital to palliative
care and provided a tailored healthcare plan
when he returned home.

A special group of Mito Champions has
pledged to fund research to find a cure.
Their monthly donations provide a reliable
source of funds to help us invest in the
most cutting-edge, innovative research.
The program grew by 70% to contribute
$49,000 in 2021.
Many of our new Mito Champions are
Bloody Long Walkers who extended their
commitment to the Mito Movement through
monthly donations.
In 2021, Trusts and Foundations funded
essential community support programs such
as the Patient Pathways Telehealth Program
and Mito Information Days. This year we shine
a spotlight on the James N Kirby Foundation.

In December, we shared the story of Sally and
her progressively weakening muscles. She
was determined to take charge of her health
but needed help to access support from the
NDIS. A group of eight generous philanthropists
created a fund of $15,000 to match every
donation received. Our community welcomed
the opportunity to double their impact and
raised almost $42,000 to launch a dedicated
Mito Foundation NDIS Navigator Service to
help people like Sally live better lives.
We extend heartfelt thanks to the following
donors for contributing to the matching fund:
David and Isabel Smithers, Ben and Lucy
Calleja, Rob Gasper, Alison Watkins, Allison
Bailey and Shanti Balasubramaniam.

Marcus

We thank all the community who took part in
our Light Up for Mito digital card campaign to
help raise awareness and funds during World
Mitochondrial Disease Week. This new appeal
allowed people to send a personal message
to someone while shining a light on mito.
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The community in action

Supporter spotlight:

We are in awe of our community
of supporters who dedicate their
time and energy to raise funds and
awareness. Whether they volunteer,
take part in Mito Foundation events
or come up with their own creative
ideas, they directly contribute to the
improved wellbeing of families.
It is inspiring to see people find their
own ways of showing their support.
We shine the spotlight on two
examples of community fundraising
from this year.

The James N Kirby Foundation
The James N Kirby Foundation was established by the late
Sir James Kirby in 1967, a time when major philanthropic
initiatives by businessmen in Australia were extremely rare.
Since its inception, the family has continued to contribute
funds and in 2022 their distribution will amount to nearly
$29 million across a broad charitable spectrum, and is
committed to granting approximately $1m each year.

Friends and family of the Rotolone’s have been
committed supporters since Ari Rotolone
passed away from mito in 2014. Their annual
events, including Ari’s Food Safari and the Long
Lunch, became “must attend” social occasions
receiving incredible support from the local
community. The 2021 lunch held at Mosconi
raised $91,000 alone! The Rotolone family
and its support system have funded the
equivalent of two Research Fellowship Grants
over the years, contributing to the
mitochondrial disease research landscape
in a monumental way.
Karla Lynch helps organise these events and
said “We started doing this when the news came
of Ari. We have hosted 7 events now and every
single year and the amount of support that
The Rotolone Family receives from the local
community blows our minds. We have never
advertised the event; it’s always been word of
mouth. Our first event had 80-100 people and
this year’s had 230 people. We rely on the same
people every year to attend and we lean
on our local businesses and community
to help with donations towards the
auction prizes. We are truly blessed that
we can do this for Mark, Vanessa and
Mito Foundation to help find some way
to find a cure.”
Facebook fundraisers are increasingly
popular with 26 people requesting
donations to Mito Foundation instead
of birthday gifts this year, raising a total
of $9,402. A special shout out to Mollie
who donated her birthday in honour of her
friend’s child who passed away from mito.

As the foundation enters its sixth decade, the third and
fourth generation of Kirbys are proudly embracing Sir James’
philanthropic philosophies. Together with the board, the
foundation oversees a breadth of grants that impact not
only the future educational and technical development of
young Australians, but also the health and welfare of many
Australians in need as well as the arts and the environment.
We are very grateful for the James N Kirby Foundation’s
ongoing support of the mito community since 2016,
including generous donations towards our Helpline and
Patient Pathways Telehealth programs.
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The Bloody Long Walk
The Mito Foundation’s flagship fundraising event
is a 35km walking challenge 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. The first Bloody Long
Walk was held in 2013 in Sydney North with
350 walkers raising a total of $95,000.

ARTNERSHIP
OPPORTUNITIES
In 2021, despite the ongoing challenges
presented by COVID-19, one virtual event and
a national series of seven events took place in
Adelaide, Brisbane, Canberra, Melbourne,
Sunshine Coast, Sydney (North) and our new
Mornington Peninsula course.

21,150 walkers raised a total of $3.05 million.
The registration fees largely cover the event costs
meaning that all profits raised fund research and
support for families impacted by mito.
As well as being the largest source of fundraising for
the Mito Foundation, The Bloody Long Walk raises
awareness and understanding of mito. Participants
are taken on a communications journey to educate
them about mito and motivate them to raise funds.
Our Captain of the Mito Movement, 11 year old
mito warrior Noah Barlow, is key to our education
campaign. This year Noah starred in a video
to introduce walkers to three of our funded
researchers, sharing the real impact of the funds
they raise. And he did it in his trademark quirky
Noah style!
Bloody Long Walk fundraisers received donations
from 55,606 people who otherwise would not
have heard of mito. Media coverage reached an
estimated 535,000 Australians.

“We first heard about The Bloody
Long Walk in 2016, when our
daughter Alana was diagnosed with
mitochondrial disease. Every year
since, we’ve had an Act for Alana
team made up of friends and family
complete a Bloody Long Walk event.
The walk became a way for us to come
together and do something positive in
honour of Alana. At every event,
we are reminded that we are not
alone, but are part of a large
community of people completing the
challenge together, for mito.
Thank you to
each and every one of you.”
Toni Catton

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.

The Bloody Long Walk is one of Australia’s most inclusive
and fastest growing national mass-participation events.
22
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Financials
Reporting period: 1 July 2020 to 30 June 2021
Bloody Long Walk
Total Income
Total Expenses
Total Bloody Long Walk Profit
Fundraising
Mito Foundation Events and Appeals
Community Fundraising
Regular Giving
General Donations
Corporates, Trusts & Foundations
Major Gifts
Government
Total Fundraising

$63,119
$80,550
$37,303
$30,490
$186,540
$33,500
$10,000
$441,501

Other Income
Government Stimulus
Investments
Total Other Income

$432,550
$34,196
$466,746

Operating Expenses
Fundraising
General and Admin
Rent
Remuneration Packages (Operational)
Total Operating Expenses

$53,291
$42,235
$69,457
$338,515
$503,499

Program Expenses
Support
Research
Advocacy
Education
Remuneration Packages (Programs)
Total Program Expenses
Net Funds Available for Investment in Programs
* Unaudited financials. Audited financials will be available in mid 2022.
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$4,698,757
$2,152,105
$2,546,651

$100,295
$1,265,389
$116,521
$133,573
$789,869
$2,405,647
$545,753
Dot and her sisters
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The Mito Foundation
is grateful for the
significant support of

Thank you

the following, as well
as those who wish to
remain anonymous.

Significant Community
Fundraising Contributors
Avalon Quilters
Carl and Nicole Baldry
Brigidine College Indooroopilly
Haesley Cush, Matt Lancashire,
Karla Lynch and Mark Rotolone
Trinity Grammar School, Kew
Trusts, Foundations and
Corporate Donations
ASX Refinitiv Charity Foundation
Australian Executor Trustees
James N Kirby Foundation
Jenour Foundation
Joel Hood Property
Little Olive the travelling cafe
Milton Corporation Foundation
Nitro Sibir Australia Pty Ltd
Shaw and Partners Foundation
The Paperie Pty Ltd
The Rick and Judy Foundation
Government Grants
City of Newcastle
International Centre for
Community Driven Research
In-Kind Supporters
Acumen Insurance Proprietary
Limited
Brown Wright Stein Lawyers
Tyler
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Grant Samuel

Major Donors
David & Liz Adams
The Anywise Team
Bailey / Beagley Family
Carl, Nicole, Angus, George,
Henry and Rupert Baldry
Robert Barry
Kevin and Rolene Berkowitz
Lucia and Tom
Jo Boney and Ross Grant
Leo and Ann Browne
Burton Family - The Paperie
Robert Cahill
Ben and Lucy Calleja
Sharon Chung
Ray and Jean Earl
Philip Endley
Mimi and Brendan Fitzpatrick
Merrie and David Fitzsimons
Lynne and Doug Flynn
Ross Franklin
Mary French
Stephen Harris
Maeve Hood & Family
Wiffens Premium Green
Grocer Fyshwick ACT
John and Sally Kell
Helen Kirby
Pete and Julie Laurent
Margie and Doug Lingard
Lewis Lu
Belinda Hutchinson and Roger
Massy-Greene
MPC Kinetic
Don McLardy - McLardy
McShane Insurance Brokers
Dr Anthony Naim
Tony and Wanda Ramsdell
Andee Sellman
Earl Evans and Allan Zion, Shaw
and Partners
Smithers Family
Mitchell Tame
Vrana Family
Bronwyn Wall
Rod and Alison Watkins
Max Whitby

Mito Foundation is proud
to collaborate and be
associated with the
following organisations:
National Patient Organisation
Network
Centre for Community-Driven
Research - Patient Pathways
Pilot Program
Childhood Dementia Initiative
Genetic Alliance Australia
Genetic Support Network Victoria
HCU Network Australia
Human Genetics Society of
Australasia
Metabolic Dietary Disorders
Australia
Rare Voices Australia
Research Australia
Sanfilippo Children’s Foundation
Syndromes Without A Name
(SWAN) Australia
Other Mito Organisations
AEPMI, Spain
Amni, France
BOKS, Belgium
DGM, Germany
International Mito Patients
(IMP), Global
LOA/LHON Group
Eye Association Netherlands
LHON Deutscland e.V., Germany
The Lily Foundation, UK
MitoAction, USA
MitoCanada, Canada
Mitochondrial Medicine
Society, Global
Mitocon Onlus, Italy
Mitofin, Finland
Muscular Dystrophy UK, UK
National Association of
Patients with Mitochondrial
Diseases, Bulgaria
People Against Leigh
Syndrome (PALS), USA
SN, The Netherlands
United Mitochondrial Disease
Foundation (UMDF), USA
VKS, The Netherlands
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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

mito.org.au
The Mito Foundation, Suite 804, Level 8, 28 Foveaux Street, Surry Hills, NSW, 2010
02 8033 4113 / info@mito.org.au / ABN: 84 135 324 391
Helpline: 1300 977 180

