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The MJD Foundation works in partnership with Aboriginal Australians*,   their families and 
communities living with Machado-Joseph Disease. We provide comprehensive supports 
and engage in research, increasing understanding of the disease and providing hope for 
the future.

Established in 2008 across the Groote Archipelago communities of Angurugu, 
Umbakumba and Milyakburra, the MJD Foundation now works across Darwin, Alice 
Springs, Nhulunbuy (and the Gove Peninsula), Galiwin’ku (Elcho Island), Ngukurr, 
Numbulwar, Papunya, Ntaria (Hermannsburg), Santa Teresa, Gunbalanya (Oenpelli) and 
Far North Queensland.

The MJD Foundation prides itself on having strong community and family connections - 
always working from a grassroots perspective - ensuring we are listening to the needs 
and desires of families affected by MJD.

The MJD Foundation is a registered Charity with Deductible Gift Recipient status. ABN 65 159 208 867 

*The MJDF uses the term Aboriginal in preference to Aboriginal and Torres Strait Islander in recognition that Aboriginal 
people are the original inhabitants of Arnhem Land. Aboriginal and Torres Strait Islander is used in the national context. 
No disrespect is intended to our Torres Strait Islander families and communities. The MJDF acknowledges the inclusion 
of Torres Strait Islanders who may be affected by MJD.

Jacob McCue, the foundation’s manager of community services, helps several 
clients out of a vehicle. People come from across the island to access everything 
from genetic education services, meals and advocacy to housing assistance, 
emergency medical advice and the use of exercise equipment — good health, 
fitness and regular exercise is, so far, the best known way to delay MJD’s effects.

Foundation staffers must convey the importance of halting the spread of MJD 
without ¬alienating clients, many of whom are bound to strict cultural laws and 
belief systems that exist in opposition to the complex scientific onslaught of the 
disease.
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MESSAGE FROM THE CHAIR 

It’s been another busy and challenging year for the MJD Foundation 
that has included progress on many fronts. These have included:

The MJD HOUSE program involving MJDF responding to the urgent 
needs of our clients for wellbeing services that help ensure they can stay 
stronger for longer, access specialist services, and provide they and 
their carers with much-needed rest. Working in close partnership with 
the relevant NT Housing Authority MJDF have secured leases for two 
premises in suburban Darwin for this purpose. The pre-planning and 
engagement required including with existing local residents and other 

stakeholders has been an immense undertaking and we are particularly 
grateful to the support of both the NT Housing Minister Gerry McCarthy 

and Chief Minister Michael Gunner for their support. All the staff of MJDF 
responsible for bringing this project to fruition also deserve special thanks.

MJDF is particularly grateful to South32’s Board of Directors, some of who met 
with MJDF staff on Groote Eylandt and subsequently renewed a five-year partnership 

agreement that helps deliver vital support to MJDF clients. This funding support along with that of the Anindilyakwa 
Land Council is vital to ensuring MJDF can sustain its support services.

We continue to consistently engage with the NDIS via the NDIA regarding the inappropriateness and barriers to 
participation created by maintaining a free-market approach to the delivery of NDIS support in areas with very 
thin markets.  We can report some limited progress in terms of a rise in pricing of services that better reflect the 
actual costs of delivering services in very remote Australia and some limited pooling of funds such as via our very 
successful ‘Going on Country’ programs. MJDF continued to make submissions to the relevant Federal Minister 
and the NDIA with constructive proposals about how the NDIS could more efficiently and effectively address the 
needs of remote participants. We have also issued invitations to visit and view firsthand the realities on the ground 
in the communities where our clients live.

MJDF maintains a strong commitment to research directly driven by the priorities of its clients. These projects 
are balanced between interventions that aim to improve people’s wellbeing and quality of life and those that 
work towards an effective treatment and eventual cure.  These projects will be the subject of presentations and 
discussion at forthcoming conferences in Washington DC in November 2019 where MJDF’s groundbreaking 
research will be shared with other international partners and collaborators with a view to further informing and 
advancing this critical work.

In conclusion, I thank all our funding partners and supporters whose continued commitment and assistance in 
advancing the work of MJDF is sincerely appreciated –it just wouldn’t happen without you. Nor would it happen 
without the support of our wonderful clients and their families who are prepared to share their lives with us and 
fully participate in directing MJDFs work.

I also want to thank and acknowledge all those who volunteer their time and efforts to support MJDF including my 
fellow Board and various Sub-Committee members plus those many carers who are invariably the unsung heroes 
in this endeavour.

Last but not least the Board is very lucky to be served by a fabulous and committed staff that continue to deliver for 
our clients day in day out that is so ably and magnificently lead by our CEO Nadia Lindop OAM.

Neil Westbury PSM

Gayangwa is staring at the gravestone of a nephew who died of MJD in 
his teens. “I used to get angry,” she says. “I lost my sisters and I lost my 
brothers and I’d get angry and I would think, ‘It’s not my culture, it wasn’t 
my culture that came and introduced this to the community. It’s not from 
Groote Eylandt’. And I used to get angry at my parents but I knew it wasn’t 
their fault. And I used to get angry at myself. ‘Why me? Why didn’t I get it?’ 
But then I think I’m here to tell people it’s happening. It’s been happening in 
the past and it’s happening now. And I don’t have that anger in me now. It’s 
gone out of me.”

She ambles on, deep into a cemetery that blends into native trees and wild 
bush plants. “When I come back here my memories come back,” she says. “I 
remember them all, the times when they were alive.”

Trent Dalton’s Weekend Magazine (The Australian) April 6-7, 2019.
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WHAT IS MJD? MJD IN ARNHEM LAND AND 
BEYOND
The effects of MJD have been known to the Aboriginal 
people of this region for at least four generations, 
although the first confirmed case was not diagnosed 
until 1995. Research that was released in 2012 used 
DNA Haplotyping and linked the genetic strain of 
MJD found in Australia to that found in Asia. Although 
it is impossible to predict the number of Aboriginal 
Australians who will develop MJD, there are currently 
over 650 Aboriginal Australians thought to be “at-risk” 
of developing the disease across the top end. (At-risk 
individuals are individuals alive today, who are direct 
descendants of those with the disease. If a parent has 
MJD, their child has a 50% chance of being born with 
MJD and therefore developing the symptoms at some 
stage in their life).

Machado-Joseph Disease 
(MJD) is a hereditary (genetic) 
neurodegenerative condition. It is 
in a ‘family’ of neurodegenerative 
diseases called Spinocerebellar 
Ataxias (SCAs). MJD is also 
sometimes called SCA3.

MJD occurs because of a fault in 
a chromosome that results in the 
production of an abnormal protein. 
This protein causes nerve cells to 
die prematurely in a part of the brain 
called the cerebellum. The damage 
to the cerebellum initially causes 

muscular weakness and progresses 
over time to a total lack of voluntary 
muscle control and very significant 
permanent physical disability.

MJD is an inherited, autosomal 
dominant disorder, meaning that 
each child of a person who carries 
the defective gene has a 50% 
chance of developing the disease. 

The mutation is typically expanded 
(worsened) when it is passed to 
the next generation (known as an 
‘anticipation effect’).  

Symptoms of the disease sometimes 
appear around 8 to 10 years earlier 
for each generation, and are more 
severe.

There is no known cure for MJD. 
Progression to dependence occurs 
over 5 to 10 years after the onset 
of symptoms and most people 
are dependent on wheelchair 
use for their mobility and entirely 
dependent for all activities of daily 
living within 10 to 15 years of the first 
symptoms emerging.

HOW MJD AFFECTS 
YOUR BODY 

Social and Emotional 
Wellbeing Issues

Muscle Weakness 

Slurred Speech

Muscle Cramping

Blurry or Shaky Vision

Sleep Disturbances

Bowel and
Bladder Problems

Loss of Balance
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GOVERNANCE
Fundraising strategy to broaden MJDF 
income streams and projected NDIS 
income.

Workforce strategy across staff, board 
and volunteers including succession, 
recruitment and location (including skill 
diversity across locations). education/
training and focused on increased 
Aboriginal staff collaboration (two-way 
working) across all activities.

Ongoing commitment to clients, carers 
and families being involved in the 
governance and operations of the MJD 
Foundation at every level.

Increase community artnerships 
to deliver supports. 5. Increase 
infrastructure across MJDF sites 
including Ngukurr, Elcho and remote 
staff sites.

Include a Research Fund in the 
Fundraising Strategy.

1

2

3

4

5

EDUCATION
Improve the MJDF website (and other 
social media) engagement, design and 
content to make resources more    

    accessible and readily understood.

Better target education through 
delivering in local language and gender 
specific mediums.

Collaboration with universities and 
other relevant partners.

Deliver genetic education and 
counselling in partnership with Victorian 
Genetic Services.

1

2

3
4

1

2

3

4

COMMUNITY 
SERVICES

Map and increase our capacity to 
deliver equitable supports across 
all communities where Aboriginal 
Australians live with MJD.

Ensure National Disability Insurance 
Scheme (NDIS) planning and 

implementation remains a priority to 
ensure best possible plans for clients.

Prioritise community capacity building 
projects for improved accessibility and 
transport options.

Conduct feasibility study with a Groote 
Eylandt consortium for Assistive 
Technology.

RESEARCH
Develop internal frameworks to support 
current and future research projects.

Increase international research linkages 
and partnerships.

Assess the Research Advisory 
Committee in terms of Terms of 
Reference and membership (including 

optimal composition and operation of the 
RAC).

1
2
3

ADVOCACY
Stakeholder analysis and engagement 
plan.

NDIS policy advocacy. 

Publish MJDF’s disability supports model.

1
2
3

STRATEGIC OVERVIEW 2018-2021
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For over a decade, the MJD Foundation 
has been working in partnership 

with Aboriginal Australians, their 
families and communities living with 
Machado-Joseph Disease to provide 
comprehensive supports and engage in 
meaningful research. We have matured 
as an organisation, however we remain 
motivated to continue to improve, provide 
the best supports we can to our clients, 
support our staff with their challenging 
roles, and contribute to the field of MJD 
research internationally. 

WORKFORCE
This year our workforce grew slightly to 37 people.  
43% of our staff being Aboriginal Australians. 19% 
of staff are living with a disability. We are committed 
to our goal to increase our Aboriginal Workforce 
with meaningful employment, and opportunities for 
ongoing education & training. This endeavour was 
bolstered by an NTG Aboriginal Workforce Grant.

NDIS AND REMOTE AUSTRALIA
We continue to highlight the barriers and challenges 
to remote service delivery and communicate the 
policy and implementation issues relating to the 
NDIS in remote communities. At the same time, as 

support providers are working hard to navigate the 
obstacles and overcome the barriers, we are seeing 
a reduction in 2nd and 3rd year NDIS plans in remote 
communities.

A free-market economic approach with eventual price 
deregulation will never work in remote communities 
where there are, at best, thin markets. We are 
extremely grateful to wonderful sponsors like the 
Anindilyakwa Land Council and South32, who enable 
us to be sustainable under the NDIS despite these 
challenges. 

HIGHLIGHTS:
• MJD HOUSE will kick-off in 2019-20, with the 

ambitious program design completed this year 
– MJD HOUSE is a wellbeing hub located in 
Darwin, providing our clients with the opportunity 
to rest, relax, access MJD specialist supports, and 
have fun. The goal is to keep our clients stronger 
for longer so they can remain living in, and cared 
for in their remote communities.

• South32/GEMCO – we had the pleasure of 
hosting several South32 Board Directors on 
Groote Eylandt where we were able to talk about 
the work of the MJDF. We also entered into a 
new 5-year partnership providing stability with 
the supports we provide on Groote Eylandt.

• A good news NDIS story. The NDIA funded MJDF 
to create a DVD “Going on Country – Making 
our NDIS Plans work for us” – which has enabled 
us to demonstrate some of the innovative ways 
we are pooling funds to run remote community 
programs.

• We ran a successful ‘Deckchair Cinema’ movie 
fundraiser and online raffle with all proceeds 
going towards the set-up of MJD HOUSE. Thank 
you to the NT Administrator, her Honour Vicki 
O’Halloran for attending this event, and to our 
wonderful sponsors for offering such great prizes.

• Bakala the film continued to gain attention 
around the Country with Bakala himself travelling 

to the Adelaide Film Festival. The film is now 
released publicly and you can view it at www.
bakalathefilm.com

• In the International Year of Indigenous 
Languages, it is astonishing to us that the NDIS 
does not provide funds in individual NDIS plans 
to fund language interpretation services. MJDF 
remains committed to providing this support 
with our client interactions. We will continue 
to advocate for this with the NDIA and Federal 
Government, while concurrently supporting our 
MJDF Community Workers to achieve NAATI 
accreditation.

• This year we expanded our Darwin office with a 
renovation and additional space primarily aimed 
at providing dedicated therapy space for our 
clients.

• The Honourable Selena Uibo MLA 
demonstrated her understanding of those 
affected by MJD by conducting a fundraiser 
at NT Parliament House. At this Hair, Because 
I Care event, Selena raised over $8,000 in 
donations for the MJDF. Donations like this are 
gold and enable the MJDF to respond flexibly 
to our client’s needs as they change and may 
not necessarily line up with a grant we have in 
place.

• We were thrilled to host Australian Disability 
Discrimination Commissioner Alastair McEwin in 
Darwin and talk to him more about the work of 
the MJD Foundation.

• We conducted a feasibility study looking into 
whether it was viable to establish a Groote 
Eylandt Assistive Technology repairs & 
maintenance operation on Groote Eylandt under 
the NDIS. The outcomes showed that while this 
was potentially possible, NDIS funding alone 
would not allow a sustainable program.

AWARDS
The work of MJDF was recognised this year across 
a wide range of disciplines and categories.

• 2018 NT Disability Awards – Overall winner for 
excellence and Winner- Improving Participation 
in collaboration with the NT Office of Disability 
for our MJD Communication Group. Highly 
commended - Improving Community Awareness 
for www.bakalathefilm.com

• NT Volunteer of the year 2018 – Chair Neil 
Westbury PSM

• Speech Pathology Australia – Innovation Award 
– Rebecca Amery

• Charles Darwin University – 3-minute thesis 
Award – Rebecca Amery

HIGHLIGHTS FROM OUR CEO

Bakala, Gayangwa, Gwen, Nadia, Brett - Staff workshop, Groote Eylandt
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LOOKING AHEAD
• MJD USA Conference – plans are 

locked in for a November 2019 
satellite conference in Washington 
DC which is attracting top-quality 
international abstracts

• MJD HOUSE will formally launch in the 
coming months.

• Bakala the Film will see its 
international launch in the USA in 
November 2019

THANK YOU
Thank you so much to our sponsors and 
partners who enable us to deliver supports 
to our clients and to collaborate with 
researchers and conduct our research into 
MJD. Thank you also to our very dedicated 
staff members who are passionate 
about the work we do for our clients and 
families.  I feel very proud to be part of an 
organisation with such strong values, and 
lives by the saying “Go hard on the issues, 
but soft on each other”.

Nadia Lindop OAM 
CEO

Melinda takes time to consider a question I’ve put to her about the 
things she misses most about her full mobility. She exhales loudly, 
nodding her head, strains to piece the sentence together: “I…hate...
this…because…I…want…to…dance”

For no particular reason, Melinda smiles, a big wide grin that lights up 
this room. It’s just something she does.

Trent Dalton’s Weekend Magazine (The Australian) April 6-7, 2019.

Brett and Melinda – Darwin
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RESEARCH

The central tenet of the MJD Foundation 
(MJDF) research program reflects the 

needs and desires of people living with 
Machado-Joseph disease (MJD).   Research is 
conducted in a culturally contextual manner, 
be of good quality, strong scientific merit 
and maintain ethical conduct of the highest 
standards. There are 3 main foci:
• Research looking for a treatment that will help slow 

down the effect of the disease in a person’s body

• Research that helps people to manage the problems 
that come with MJD – like being unable to move 
very well or talk very well

• Research to find out what Aboriginal people with 
MJD living in Australia think about their disease 
and how they want to engage with treatments and 
medical services that might help them

This year has seen progress across a number of 
established programs with planning underway for new 
projects.

Our mobility study, conducted by James Cook 
University (JCU) PhD candidate and physiotherapist Jen 
Carr and co-researcher Joyce Lalara, has documented 
their findings.  They have had their first paper published; 
Describing how Groote Eylandters with MJD stay strong 
to keep walking and moving around.  

Jen and Joyce presented their findings at the Services 
for Australian Rural and Remote Allied Health (SARRAH) 
and the 2019 Lowitja Institute’s International Indigenous 
Health and Wellbeing Conference conferences in 
Darwin.  This research will now focus on systematically 
reviewing the literature and developing a physical 
therapy program that reflects local and international 
knowledge.

Charles Darwin PhD candidate and Speech Pathologist 
Rebecca Amery and a team of Yolngu researchers 
have spent time this year disseminating information 
about their communication study to both community 
members and at conferences.  Rebecca was the 
keynote speaker at the SARRAH conference and 
presented at the International Society for Augmentative 
and Alternative Communication (ISAAC) conference, 
winning the CDU2018 3-minute thesis competition with 
her presentation Communication Access for All’.  The 
next phase of this research is to develop and analyse 
interventions.  This project has been supported by the 
Telstra Foundation.

Dr Angela Laird and her team at Macquarie University 
have received a second prestigious NHMRC grant,in 
addition to the zebrafish work. The team have begun 
progressing drug trials in more advanced animal models.  
Dr Maxine Watchon has been awarded her PhD this year 
with publications accepted by several scientific journals. 
The Macquarie team continue their collaboration with 
Aboriginal families testing bush medicine compounds.

Analysis of the sleep research fieldwork conducted 
in late 2018 continues, with publication of the results 
pending. 

The MJDF research team has concluded its contribution 
to the Better Indigenous Genetic (BIG) Health Services 
and is drafting a journal article describing the genetic 
service provision model.  The project is jointly funded by 
both the National Health and Medical Research Council 
(NHMRC) and The Lowitja Institute, administered by 
the University of Melbourne.  Publication of findings is 
planned for late 2019.

The MJDF joined with The University of Melbourne and 
Synapse to conduct an evaluation of the rollout of the 
National Disability Insurance Scheme (NDIS) rollout in 
remote NT and Queensland communities conducting 
field research on Groote Eylandt, Ngukurr, Galiwin’ku 
and the Gove peninsula. A FUTURE FREE

FROM MJD

Joyce and Jen 
Lowitja Conference, Darwin
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EDUCATION

Communicating general MJD education 
and best practice information to family 

and community carers is an essential 
component of the education program.  The 
MJDF research team has been progressively 
drafting Help Sheets sharing information about 
genetic transmission of MJD and continence 
management ensuring these reflect the world 
view and culture of our families.  Likewise, 
resources for Aboriginal staff have been developed 
that comfortably reflect their perspectives and 
experiences working within the MJDF.
A suite of aircraft travel and manual handling DVDs have 
been published for external stakeholders, ensuring our 
team can best support clients with the best training and 
resources possible for airline travel.  

Our suite of Medical Protocols are available at https://mjd.
org.au/125-medical-protocols.html

These publicly available protocols ensure families, carers, 
health and community service professionals have access 
to appropriate, best practice educational resources about 
MJD. These education resources continue to be essential 
work for the Foundation. 

Evidence-based, best practice information on these 
protocols and future research directions is available in the 
Remote Area Health Core Modules  www.rahc.com.au/
elearning   

The modules and general MJD awareness and knowledge 
have been shared with the community through tailored 
in-services across Northern Territory and Far North 
Queensland, including;

21 
EDUCATION 
IN-SERVICES

MEDICAL 
STUDENT 
TRAINING- 
FLINDERS 
UNIVERSITY 
MEDICAL 
STUDENTS 
EDUCATION 
SESSIONS ARE 
CONDUCTED 
ANNUALLY.

12 
EDUCATION 
IN-SERVICES
COMMUNITY 
ORGANISATION/
FAMILY 
AND CARER 
WORKSHOPS

GENETIC EDUCATION
Growing this vital program continues to be pivotal to 
helping our families understand genetic transmission 
and contextualising this with their world view. 
This year our genetic counsellor relocated to Darwin 
and has been able to access clients from 10 remote 
communities. This has provided 55 consultations 
in community, where clients could engage with 
Aboriginal Community Workers and language 
support, ensuring families are best placed to engage 
with information.

Liz, Steph, Gillian, Ali - Physio and 
manual handling education, Darwin

1716



Our Community Services family 
has steadily increased capacity, 

providing best-practice, holistic 
disability-care that includes targeted 
therapeutic support, complex care 
coordination and social and emotional 
wellbeing support. We do this by 
listening from the heart and working in 
partnership with families living with MJD. 

A challenge with organisational growth is the 
consolidation of working Our Way. Valuing and 
respecting a ‘two-way’ approach and delivering supports 
that are flexible and responsive to the needs of our 
clients, reflecting the diverse cultural and linguistic 
needs of families. We continue to review and map 
supports by our clients and their communities. 

We have increased Aboriginal Community Workers 
across Central Australia, Ngukurr, Elcho, Groote, 
Gunbalanya and Darwin. And, we’ve increased Allied 
Health (Physiotherapists, Occupational Therapists, Social 
Workers, a Speech Pathologist and Nurse) and Family 
Support Workers in Darwin, Ngukurr and Groote. In the 
2018/19 financial year period we very warmly welcomed 
a Client Services Coordinator to enhance our NDIS 
service provision and an MJD HOUSE Coordinator for 
the exciting new MJD HOUSE program.

MJD HOUSE is a Wellness Hub located in Darwin with 
the aim of keeping our clients and families stronger 
for longer, so they remain living and cared for in 
their communities. MJD HOUSE will provide respite 
for clients and families to rest and access a range of 
supports (including therapy and specialist supports) that 
contribute to their wellbeing and their ability to live their 
best possible lives. After much planning and program 
design we are excited that the MJD House program will 
be in full swing in 2019-2020.
 
Staying Stronger for Longer is a vital program that 
encompasses best practice therapeutic interventions 
across our communities and with our clients. Our ‘On 
Country’ model engages experts from both cultures, 
combining traditional knowledge and priorities with 
best practice therapy, including a range of speech, 
occupational therapy and physiotherapy.  

Our Occupational Therapists, Speech Pathologists and 
Physiotherapists deliver therapy through NDIS plans 
and individualised support packages supporting clients 
across the Northern Territory and Far North Queensland.  
Weekly physiotherapy is currently being accessed in 
Groote, Darwin, Cairns, Nhulunbuy and Alice Springs. 

In Darwin our fortnightly MJD Communication Group 
was acknowledged at a state level winning an NT 
Disability Award in 2018. Guided by our clients and 
Aboriginal staff, therapies that combine meaningful 
goals as defined by individuals, families, and carers with 
clinical best practice in allied health management of 
MJD symptoms has the power to greatly influence client 
wellbeing.

Ensuring our clients living in remote communities 
have access to therapists and specialist supports to 
remain living at home in their community is important 
to maintaining quality of life. Through the NDIS, clients 
living in Ngukurr and Groote Eylandt accessed Speech 
Pathology and Specialist Continence Nursing services 
in their home community. Clients living in Darwin and 
visiting from Elcho have also accessed Specialist 
Continence Nursing supports. Clients in Elcho Island, 
Groote Eylandt and Ngukurr have also accessed 
Occupational Therapy in their home community. MJDF 
continues to work to improve community transport 
options and accessibility. We provide innovative assistive 
technology solutions to meet individual and community 
needs, supporting people to stay at home and in their 
community.

Our Kin Connect program supports clients living away 
from home to maintain cultural connection and return 
to country, this provides experiences for clients that 
increase wellbeing, community and cultural participation. 
This year MJD Foundation delivered four Kin Connect 
trips to Elcho Island, Gunbalanya and Groote. The 
significant preparation, planning and collaboration that 
goes into a Kin Connect trip supporting a client to return 
home to family, culture and community is immeasurable.

Accessing all parts of Australia is made possible 
through our Holiday of a Lifetime program, also 
requiring immense planning and teamwork, this year 
we supported three clients and families to create 
memorable moments and adventures in Darwin, Cairns 
and Sydney.

COMMUNITY SERVICES

A SHARED LIFE

Kaitleen and Katrina – Kin Connect trip, Elcho Island
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OUR PEOPLE

BOARD
• Neil Westbury PSM
• Gayangwa Lalara OAM
• Janice Oake
• Tony Wurramarrba AO
• Jennifer Baird
• Jennifer Cullen
• Olga Havnen
• Prof. Patrick Keyzer (joined 2019)

STAFF
• Mel Asendorf - Client Services Coordinator
• Rachael Baker - Co-Researcher
• Jennifer Carr - Therapist
• Olga Daniels - Co-Researcher/Community Worker
• Gillian Edmiston - Family Support Worker
• Bronwyn Daniels - Community Worker
• Loretta George - Community Worker
• Joanne Gondara - Co-Researcher
• Alison Grootendorst - Manager, Community Services
• Farrah Gumbala - Co-Researcher
• Tina Hebblewhite - Admin/Procurement Officer
• Nick Kenny – Physiotherapist
• Zeng Jones - Finance Officer
• Desireé LaGrappe - Research Officer
• Gayangwa Lalara OAM - Senior Cultural Advisor
• Gwen Lalara - Co-Researcher
• Joyce Lalara - Co-Researcher/Community Workers
• Brett Mamarika - Community Worker
• Hilroy Mangurra - Community Worker
• Kathy Massey - Special Projects Officer
• Jacob McCue - Manager, Community Services
• Rebecca McCue - Family Support Worker
• Jess Meagher - Manager, Community Services
• Mich Peters - MJD HOUSE Coordinator
• Kate Pope - Manager, Community Services
• Nancy Raggett - Community Worker
• Janine Ryan - Genealogist
• Tommy Weetra - Community Worker
• Liz Willis - Manager, Community Services
• Julie Wunungmurra - Co-Researcher/Community Worker
• Steve Wurramara - Community Worker
• Elah Yunupingu - Community Worker

STAFF

SENIOR MANAGEMENT
• Nadia Lindop OAM - Chief Executive Officer
• Libby Massey OAM - Director, Research & 

Education
• Melinda Fajerman - Director, Community 

Services
• Jennifer Telfer - Chief Finance Officer
• Morag Maclennan - Operations Manager
• Sharron Noske - Deputy CEO

PATRONS
• Professor Garth Nicholson
• Bryan Massey OAM
• Kathy Massey OAM

FINANCE SUB-COMMITTEE
• Janice Oake (Chair)
• Jennifer Telfer
• Greg Creecy
• David Conley
• Nadia Lindop OAM

RISK SUB-COMMITTEE
• Anne De Salis (Chair)
• Janice Oake
• Nadia Lindop OAM
• Asia Lenard

RESEARCH SUB-COMMITTEE
• Peter Fisher OAM (Chair)
• Libby Massey OAM
• Desireé La Grappe
• Prof Jorge Sequeiros
• Prof Garth Nicholson
• Prof Deb Theodoros
• Prof Emma Kowal
• Prof Wieland Huttner
• Dr Howard Flavell
 

VOLUNTEERS
As well as our Board members and Subcommittee 
members who are all volunteers, we want to thank our 
amazing volunteers who continue to support our clients/
families, especially on Holidays of a Lifetime and Kin 
Connect trips, which are such important programs. 

BOARD

DIVERSITY MATTERS
OUR WORKFORCE IS MADE UP OF PEOPLE WHO ARE: 

Prof Patrick Keyzer, Janice Oake, Neil Westbury PSM, Gayangwa Lalara OAM, Jennifer Cullen, Jennifer Baird, Nadia Lindop OAM, Tony Wurramarrba AO
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PARTNERS

GRANTS/FUNDERS

SPONSOR/DONOR ORGANISATIONS

PARTNERS
Anindilyakwa Land Council, First People’s Disability Network, Miwatj, Yugul Mangi, Danila Dilba, Anglicare 
NT, VIC Clinical Genetics Services

SPONSOR/DONOR ORGANISATIONS
South32 (GEMCO), Groote Eylandt & Bickerton Island Enterprises, Anindilyakwa Land Council, Groote 
Eylandt Aboriginal Trust, Telstra Foundation, Telstra Corporation, Overgrove P/L, Sea Swift, Groote 
Eylandt Lodge, Gilbert + Tobin, McCullough Robertson, Airnorth, Traditional Credit Union,  Adaptalift GSE, 
Katherine Aviation, The Scenic Flight Company, Bima Wear, Ten Summits Challenge, Hanumen, Mercure 
Darwin Airport Resort, Starwin, We are Saltwater People, Sealink NT, Bush Medijina, Amanda Miller 
Massage, Bunnings, Marsh Insurance, GIVIT.

GRANTS/FUNDERS
Federal Department of Health, Federal Government Stronger Communities, QLD Government Community 
Benefit Fund, NT Government Community Benefit Fund, Youngcare, NT Department of Health, NT 
Department of Trade, Business & Innovation, National Disability Insurance Agency (NDIA), Lowitja 
Institute, James Cook University, University of Melbourne.

OUR PARTNERS AND SPONSORS

South32 Board visit to Groote Eylandt

2322



A shared smile in a moment of happiness
A shared tear in a moment of grief and loss
A shared memory of where we came from

A shared compassion for others, especially of family
A shared empathy in ill health and sadness

A shared love of country and connection
A shared enthusiasm for laughter and the good times

A shared advocacy/fight for justice and equity
A shared celebration in success and sparkling moments

A shared motivation for strength and resilience
A shared understanding of suffering and pain

A shared willingness to educate others
A shared dedication and unconditional love

A shared sadness in loss
A shared journey

A shared hope
A shared relationship

A shared life

Melinda Fajerman 
February 2019

A SHARED LIFE

OUR WAY

Melinda and Bronwyn – Staff/client workshop, Groote Eylandt
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OUR FINANCIAL STORY

STATEMENT OF PROFIT OR LOSS AND OTHER 
COMPREHENSIVE INCOME  FOR THE YEAR ENDED 30 
June 2019

Note 2019 2018

$ $

REVENUE 7 4,201,731 3,319,883

Administration Fees (41,386) (39,177)

Advertising & Marketing (29,254) (35,683)

Bank Charges (1,057) (1,632)

Computers & Office Supplies (22,859) (16,721)

Clients Care & Support (645,720) (531,096)

Depreciation Expenses 8 (76,244) (63,784)

Employment Expenses (1,507,959) (1,212,731)

Freight, Print & Postage (8,006) (4,989)

Insurance (7,689) (12,626)

Interest - (7)

Legal & Accounting (6,000) (6,064)

Medical Research & Resources (97,162) (127,061)

Motor Vehicle Expenses (67,311) (39,003)

Office Building Expenses (33,014) (12,706)

Rent & Storage (28,354) (16,727)

Repairs & Maintenance (6,102) (7,124)

Travel (330,053) (334,625)

Other Expenses (264,394) (130,283)

Total Expenses (3,172,564) (2,592,039)

Profit/(Loss) for the year 1,029,167 727,844

Other Comprehensive income for the year - -

Total comprehensive income for the year 1,029,167 727,844

Total comprehensive income attributable to the entity 1,029,167 727,844

STATEMENT OF FINANCIAL POSITION AS AT 30 JUNE 2019 Note 2019 2018

$ $

CURRENT ASSETS

Cash & Cash Equivalents 15(a) 613,062 382,884

Receivables 9 580,422 471,132

Other Assets 10 42,378 19,870

Investments 11,4 20,111,264 18,658,924

TOTAL CURRENT ASSETS 21,347,126 19,532,810

NON-CURRENT ASSETS

Property, Plant and Equipment 12 756,964 712,396

TOTAL NON-CURRENT ASSETS 756,964 712,396

TOTAL ASSETS 22,104,090 20,245,206

CURRENT LIABILITIES

Payables 13 243,936 80,408

Provisions 14 173,385 170,835

TOTAL NON-CURRENT ASSETS 417,321 251,243

NON-CURRENT LIABILITIES

Provisions 14 15,106 1,372

TOTAL NON-CURRENT LIABILITIES 15,106 1,372

TOTAL LIABILITIES 432,427 252,615

NET ASSETS 21,671,663 19,992,591

EQUITY

Retained Earnings 21,671,663 19,992,591

TOTAL EQUITY 21,671,663 19,992,591
For the full Financial Statements and notes, please see http://mjd.org.au/19-resources.html

Mich, Paulette, Liz – Gunbalanya
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INDEPENDENT AUDITOR REPORT

INDEPENDENT AUDITORS' REPORT 
TO THE MEMBERS OF MJD FOUNDATION LIMITED 

Opinion 

We have audited the financial report of MJD Foundation Limited which comprises the statement of financial position as at 30 
June 2019, the statement of profit or loss and other comprehensive income, the statement of changes in equity and the 
statement of cash flows for the year then ended, notes comprising a summary of significant accounting policies and other 
explanatory information, and the director's declaration. 

In our opinion, the financial report of MJD Foundation Limited has been prepared in accordance with Division 60 of the Australian 
Charities and Not‑for‑profits Commission Act 2012, including: 

a. giving a true and fair view of the company's financial position as at 30 June 2019 an of its performance and cash flows
for the year ended on that date; and

b. complying with Australian Accounting Standards to the extent described in Note 2, and Division 60 of the Australian
Charities and Not‑for‑profits Commission Regulation 2013.

Basis for Opinion 

We conducted our audit in accordance with Australian Auditing Standards. Our responsibilities under those standards are further 
described in the Auditor's Responsibilities for the Audit of the Financial Report section of our report. We are independent of the 
entity in accordance with the ethical requirements of the Accounting Professional and Ethical Standards Board's APES 110 Code 
of Ethics for Professional Accountants (the Code) that are relevant to our audit of the financial report in Australia. We have also 
fulfilled our other ethical responsibilities in accordance with the Code. 

We confirm that the independence declaration required by the Australian Charities and Not‑for‑profits Commission Act 2012, 
which has been given to the directors of the Company, would be in the same terms if given to the directors as at the time of this 
auditor's report. 

We believe that the audit evidence we have obtained is sufficient and appropriate to provide a basis for our opinion. 

Basis of Accounting 

Without modifying our opinion, we draw attention to Note 2 of the financial report, which describes the basis of accounting. The 
financial report has been prepared for distribution to members for the purpose of fulfilling the directors’ financial reporting 
responsibilities under the Australian Charities and Not‑for‑profits Commission Act 2012. As a result, the financial report may not 
be suitable for another purpose. 

Responsibilities of the Directors for the Financial Report 

The directors of the company are responsible for the preparation of the financial report that gives a true and fair view in 
accordance with Australian Accounting Standards – Reduced Disclosure Requirements and the Australian Charities and Not‑for‑
profits Commission Act 2012 and for such internal control as the directors determine is necessary to enable the preparation of 
the financial report that is free from material misstatement, whether due to fraud or error. 
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In preparing the financial report, the Board is responsible for assessing the entity’s ability to continue as a going concern, 
disclosing, as applicable, matters related to going concern and using the going concern basis of accounting unless the Board 
either intends to cease operations or have no realistic alternative but to do so. 
 
Auditor's Responsibilities for the Audit of the Financial Report 
 
Our objectives are to obtain reasonable assurance about whether the financial report as a whole is free from material 
misstatement, whether due to fraud or error, and to issue an auditor’s report that includes our opinion. Reasonable assurance is 
a high level of assurance, but is not a guarantee that an audit conducted in accordance with Australian Auditing Standards will 
always detect a material misstatement when it exists. Misstatements can arise from fraud or error and are considered material if, 
individually or in the aggregate, they could reasonably be expected to influence the economic decisions of users taken on the 
basis of the financial report. 

As part of an audit in accordance with the Australian Auditing Standards, we exercise professional judgment and maintain 
professional scepticism throughout the audit. We also:  

• Identify and assess the risks of material misstatement of the financial report, whether due to fraud or error, design and 
perform audit procedures responsive to those risks, and obtain audit evidence that is sufficient and appropriate to provide a 
basis for our opinion. The risk of not detecting a material misstatement resulting from fraud is higher than for one resulting 
from error, as fraud may involve collusion, forgery, intentional omissions, misrepresentations, or the override of internal 
control.  

• Obtain an understanding of internal control relevant to the audit in order to design audit procedures that are appropriate in 
the circumstances, but not for the purpose of expressing an opinion on the effectiveness of the Entity’s internal control. 

• Evaluate the appropriateness of accounting policies used and the reasonableness of accounting estimates and related 
disclosures made by the directors. 

• Conclude on the appropriateness of the directors’ use of the going concern basis of accounting and, based on the audit 
evidence obtained, whether a material uncertainty exists related to events or conditions that may cast significant doubt on 
the Entity’s ability to continue as a going concern. If we conclude that a material uncertainty exists, we are required to draw 
attention in our auditor’s report to the related disclosures in the financial report or, if such disclosures are inadequate, to 
modify our opinion. Our conclusions are based on the audit evidence obtained up to the date of our auditor’s report. 
However, future events or conditions may cause the Entity to cease to continue as a going concern.  

• Evaluate the overall presentation, structure and content of the financial report, including the disclosures, and whether the 
financial report represents the underlying transactions and events in a manner that achieves fair presentation.  

 
We communicate with the directors regarding, among other matters, the planned scope and timing of the audit and significant 
audit findings, including any significant deficiencies in internal control that we identify during our audit. 
 
 
HILL ROGERS  
ASSURANCE PARTNERS 
 

 
Brett Hanger 
Partner 
 
Dated at Sydney, this 20th day of November 2019 
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Bronwyn – Ngukurr
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OUR FINANCIAL 
STORY

REMEMBERING STEVEN GLASS 
(1960-2019)

The MJD Foundation was incredibly saddened to hear of 
the passing of Steven Glass in February 2019. Steven was 
a great friend to the MJD Foundation, and a fierce litigator 
who worked tirelessly to champion human rights. 

In his capacity of Partner at Gilbert + Tobin, Steven 
lead the team in successful proceedings against the 
Commonwealth to support the MJDF in winning back a 
$10million grant in 2015. At the time, Steven said 

“This is a very pleasing and important result for 
the Machado Joseph Disease Foundation. We 
are proud to have been a part of this landmark 
decision which will help them continue their 
important work in providing practical help to those 
families affected as well as funding for research.” 

We are so grateful to have known him, and our warmest 
wishes will forever be with his wife Michelle, and children 
Samantha and Jason.

Thank you to everyone who has supported the MJD Foundation to enable us to 
continue to make a positive impact on the lives of people living with Machado-Joseph 
Disease.

 
Thanks to South32/GEMCO for funding the publication of this annual report.

Cover Photo: Paulette and Liz – Gunbalanya (photo credit: Gillian Edmiston)

THANK YOU
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GROOTE EYLANDT
PO Box 414
Alyangula NT 0885

DARWIN
PO Box 1745
Nightcliff NT 0814

CAIRNS
PO Box 55
Earlville QLD 4870

www.mjd.org.au
Ph: 1300 584 122
ABN: 65 159 208 867

A FUTURE FREE 
FROM MJD

  @MJDFoundationAU        @MJDFoundation        @MJDFoundation        @MJDFoundation


