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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.

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

The MJDF prides itself on 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 activities of the MJD Foundation are broad and ambitious. The scope of education and 
community services delivery, and the provision of equipment – are not recoginsed by the National 
Disability Insurance Scheme (NDIS). Clients are acknowledged and supported at a much earlier stage 
in their MJD journey, as are their families and children. This is essential to providing comprehensive 
and quality care.

Research and Advocacy are a strategic priority for the MJD Foundation. The MJDF advocates for 
recognition across government policy to improve outcomes for families.

The MJD Foundation is a charity with Deductible Gift Recipient status.

*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 referred to 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.
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MESSAGE FROM 
THE CHAIR
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MJDF - 10 Years On...
Given that the passage of time seems to gather at even greater pace in this increasingly uncer-
tain world, MJDF’s 10th birthday provides an important opportunity to reflect on the journey so 
far, respectfully remember those clients we have lost and rededicate ourselves to an even greater 
effort over the decade ahead.

It is important to take time out to both recognise and acknowledge all those who have played 
critical roles in ensuring MJDF's outstanding success to date. Celebrating MJDF’s birthday with 
our clients, families, Board, staff, sponsors and partners in Darwin and on Groote Eylandt formed 
an important part of that recognition and acknowledgement. 

 

National Disability Insurance Scheme (NDIS)
The rollout of the National Disability Insurance Scheme (NDIS) and ensuring our clients either 
commence or continue to secure appropriate plans, remains a significant priority for MJDF.
 
We, along with a number of other disability organisations, raised a number of concerns with the 
NDIA over their arbitrary decision to combine the Northern Territory and South Australian opera-
tions and that these be headed up by an Adelaide based Manager. 

Unfortunately, a number of concerns we raised are now being realised. Specifically, the signif-
icant reduction in direct engagement by senior NDIA officials which address the complexities 
(and required flexibility) in delivering a market-driven scheme in remote Aboriginal communities. 
The NDIS has clearly yet to come to terms with addressing the opportunities and challenges in 
regions with the very thin markets, poor infrastructure and the realties that apply in significant 
cross-cultural settings.  

The simple message is that MJDF would not have achieved what it has to date without all 
your combined support and we look forward to working with you all in the decade ahead in 
striving to improve the lives of all our families who live with this terrible disease.

Whilst welcoming the creation of a dedicated policy position to examine issues relating to re-
mote service delivery, serious questions remain as to whether this work will in fact be translated 
into practical policies. This is already reflected in the issues with NDIA officials that we initially en-
countered in the NT, again repeated in far North Queensland, the latest area where the scheme 
is being rolled out. 

Strategic Plan (2018-2021)
This year we launched our new Strategic Plan (2018-2021) which serves both as an important 
milestone in focusing the work of MJDF and evaluating our performance in a transparent man-
ner. The manner in which the plan was developed and finalised reflected our commitment to an 
inclusive process that involved our clients, staff and the Board - including their joint participation 
in a highly successful two-day workshop on Groote Eylandt. 

Thanks to our many supporters, Board members, Advisory Committees and Staff 
Particular thanks again to all our sponsors without whose critical support MJDF would not be 
able to deliver its valued support. We are truly mindful of your preparedness to assist our work 
and genuinely grateful.

Thank you also to all our committed and passionate staff members that make it all happen on 
the ground where it really matters. We pride ourselves as an organisation that maintains a staff 
friendly, supportive and safe working environment, but we also recognise that many of you put 
in the extra effort and commitment that helps ensure MJDF does make a difference.

In that context I also pay particular tribute to our amazing and highly respected CEO Nadia Lin-
dop OAM who always leads from the front.  

Last but not least, sincere appreciation to all our many clients and their families - your unfailing 
support and preparedness to participate, give of your time and provide advice, provides the core 
foundation upon which MJDF undertakes its work. Without your support and involvement MJDF 
simply wouldn’t exist.

Also sincere thanks to my fellow Board, Research Advisory Committee, Finance Subcommittee 
and Risk Subcommittee members all of whom volunteer their time and expertise to support 
MJDF’s vital work.

Being personally awarded both the 2018 Chief Minister’s Volunteer of the year and named as 
the joint winner of the 2018 NT Volunteer of the year award by NT/SA Volunteering was a great 
honour. These awards are a recognition of MJDF’s success and the importance of all those many 
people who volunteer their services across the community, including in remote communities by 
Aboriginal people volunteering, where normal services remain seriously deficient. 

ND Westbury PSM

Chairperson

What makes MJDF different?

The publishing of “MJDF: Our Way – How we are different” [1] serves as an important mile-
stone in helping explain how MJDF engages with our clients and families and the rationale 
behind our unique disability service delivery model. This publication will also form the basis 
for our continued attempts to constructively engage with governments and the NDIA in ad-
dressing those core issues that help determine the wellbeing of current and future genera-
tions of Aboriginal people living with MJD. 

[1] MJD Foundation – Disability Service Delivery Model. A review of the MJD Foundation’s disability service delivery model: contrast and comparison to 
traditional disability service models. (May, 2018) ISBN: 978-0-646-99196-2
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This year marks the 10th Anniversary for the MJD Foundation. Our 
first celebration was held in Darwin in February, followed by a 
community celebration on Groote Eylandt in June. Vice-Chairperson 
Gayangwa Lalara OAM shared the following words with everyone;

It was a wonderful opportunity to invite our clients, families, 
sponsors, partners and government supporters along to join in the 
celebrations.

CELEBRATING 10 YEARS OF THE 
MJD FOUNDATION

"We are strong. We act from the heart with trust, love and care. We want 
the very best for people with MJD and their families. Family is important in 
everything we do. We do what we say we will do. We help people with MJD 
and their families be stronger and happier. We are leaders in MJD research. 
We look forward to our next 10 years. My hope is that we have a future that 
will be free from MJD. Thank you to  everyone who has been part of this 
important journey."



Social and emotional 
wellbeing issues

Muscle weakness 

Swallowing difficulties

HOW MJD AFFECTS

YOUR BODY

Slurred speech

Muscle cramping

Blurry or shaky vision

Sleep disturbances

Bowel and
bladder problems

Loss of balance

WHAT IS
MACHADO-JOSEPH DISEASE
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Machado-Joseph Disease 
(MJD) is a hereditary (genetic) 
neurodegenerative condition. It is 
in a family of neurodegenerative 
diseases that include Huntington’s 
Disease.

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. 
In addition, the mutation is typically 
expanded (worsened) when it is 
passed to the next generation 
(known as an ‘anticipation effect’). 
This means that symptoms of the 
disease can sometimes appear 
around eight to ten years earlier 
and are more severe for each 
generation.

There is no known cure for MJD. 
Progression to dependence occurs 
over five to ten years after the onset 
of symptoms. Most people are 
dependent on wheelchair use for 
their mobility and fully dependent 
for all activities of daily living within 
ten to fifteen years of the first 
symptoms emerging.

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. 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 people 
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 
developing the symptoms at 
some stage in their life).



Hon Natasha Fyles MLA, Gayangwa Lalara OAM, Nadia Lindop OAM
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HIGHLIGHTS
FROM OUR CEO

In May 2018, we turned 10! It’s 
been a time of reflection, and 
remembering those clients 
that are no longer with us 
today. We took the time to 
celebrate the MJDF’s birthday 
with our clients, families, Board, 
staff, sponsors and partners in 
Darwin and on Groote Eylandt.
 
As we celebrate our first 
decade, what better time to 
publish our journey, “MJDF: Our 
Way – How we are different” [1]. 

This publication focuses on how the MJDF works with our clients and families, and how our disability 
service delivery model is different from traditional mainstream models. 

As well as providing a model for improving disability service delivery, there are a number of important 
broader practical and policy lessons that can be drawn from this report. The report is particularly 
relevant for Government agencies, NGOs, the corporate sector and individual practitioners engaging 
with and developing policies and programs that directly impact remote Aboriginal communities.
 
Strategic Plan (2018-2021)
This year we launched our new Strategic Plan - 2018-2021, summarised in this Annual Report. The 
MJDF works across many communities and language groups in QLD and the NT. Come Together was 
used to describe the MJDF strategic planning workshop: Ngarrumurndukwuna Ngarruwilyabama 
(Anindilyakwa from Groote Eylandt); Go Limurr Waŋganymanpanmirr (Djambarrpuyŋu from East 
Arnhem Land); Go ŋilimurru Rrambaŋithirri (Gumatj from East Arnhem Land: and Kaman Mijamiat 
(Kriol from Ngukurr). Translations were provided by families and staff during the Strategic Planning. 

National Disability Insurance Scheme (NDIS)
The year has continued to be dominated by the rollout of the National Disability Insurance Scheme 
(NDIS).  Many of our clients are now receiving their second-year plans, with clients in Central Australia, 
Darwin and Far North QLD still transitioning to receive their first plans. We remain passionate and 
committed to ensuring our clients get the best possible plans they can.
 
Bakala the Film
Bakala the Film has been a high-profile success, screening at film festivals across Australia. We loved 
seeing Bakala, the man himself, proudly travel across the country sharing his story with thousands 
of people and new audiences. They have been given a rare insight of what it is to live with MJD. It is 
important advocacy for the MJDF to provide insights from a remote Aboriginal perspective into living 
with a significantly disabling condition. 

The film is now released for public viewing at www.bakalathefilm.com  

Highlights
There were some other notable highlights this year, including: 
• MJDF was an NT finalist in the Telstra Business Awards
• Ten Summits Challenge (lead by Bec Lyons) raised an incredible $27,121 for MJD research
• Our PhD students and Aboriginal Co-Researchers presented the first phases of their work at  
 numerous national conferences
• We conducted 27 sleep studies for 24 clients and their sleep partners, as part of our MJD   
 sleep research project across four locations (including three remote communities and   
 Darwin) in collaboration with the Royal Darwin Hospital.
• Accor Hotels (Mercure Darwin Airport Resort and Novotel Darwin Airport Hotel) donated   
 57 beds to us, which we delivered to clients in Darwin (38), Groote Eylandt (8), Elcho Island (7)  
 and Ngukurr (4).
• We launched our Bequest Program providing information for people who are interested in   
 how they might leave a portion of their estate to the MJDF in their will.
• Alyangula Golf Club hosted the MJD Golf Day raising funds for the Disability Passenger Lift   
 (Aircraft Lift) at Nhulunbuy Airport.  This was matched by funds from the Federal  
 Government Stronger Communities fund (thanks to Warren Snowdon MP), and a small grant  
 from the Foundation for Rural and Regional Renewal.
• Josh Rigg raised over $3,000 with his Shave for MJD campaign
 
Thank you
There are many barriers that make it challenging to effectively deliver services to clients living in 
remote communities. It would be impossible for us to do the work we do without the support from 
our collaborators, funders and partners.

Thank you to;  
Anindilyakwa Land Council, South32/GEMCO, Telstra Foundation, Commonwealth Government’s Department of 
Health and Department of Social Services, Groote Eylandt Lodge (GEBIE), Sea Swift, Youngcare, Bec Lyons and 
the Ten Summits Challenge, Northern Territory Government’s  Department of Trade, Business and Innovation - 
and Department of Health, The Lowitja Institute, James Cook University, Melbourne University, National Disability 
Insurance Agency, Airnorth, Gilbert + Tobin, McCullough Robertson, Bridge Toyota Darwin, Foundation for Rural 
and Regional Renewal, U-Store-it, Country Women’s Association Alyangula, Accor Hotels Darwin (Mercure 
Darwin Airport Resort and Novotel Darwin Airport Hotel), Blackcat Civil, Alyangula Golf Club, Adaptalift, Katherine 
Aviation, Traditional Credit Union - and everyone who enables us to extend our services, participate in research, 
educate others and provide equipment to our clients.  

Nadia Lindop OAM
Chief Executive Officer

[1] MJD Foundation – Disability Service Delivery Model. A review of the MJD Foundation’s disability service delivery model: contrast and comparison to traditional 

disability service models. (May, 2018) ISBN: 978-0-646-99196-2

Chief Financial Officer - Jen Telfer,  Director Community Services - Mel Fajerman, Director Research and Education - Libby Massey OAM, 
Operations Manager - Morag MacLennan, CEO -  Nadia Lindop OAM.



A FUTURE FREE 
FROM MJD

OUR MISSION
The MJD Foundation works in partnership 
with Aboriginal  Australians, their families and 
communities living with Machado-Joseph Disease 
to provide comprehensive supports and engage in 
research, providing hope for the future.

OUR VALUES
We started on Groote Eylandt, as a grass-roots 
organisation that listened and responded to our 
families who needed help. Like a little seed, we 
started as a small organisation and have now grown 
up to be a big tree. 
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STRATEGIC OVERVIEW
2018-21 STRATEGIC PLAN

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

2. Increase international research 
linkages and partnerships.

3. Assess the Research Advisory 
Committee in terms of Terms 
of Reference and membership 
(including optimal composition 
and operation of the RAC).

RESEARCH

EDUCATION

ADVOCACY

GOVERNANCE

1. Improve the MJDF website (and 
other social media) engagement, 
design and content to make 
resources more accessible and 
readily understood. 

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

3. Collaboration with universities and 
other relevant partners.

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

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

2. Ensure National Disability 
Insurance Scheme (NDIS) 
planning and implementation 
remains a priority to ensure best 
possible plans for clients.

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

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

COMMUNITY 
SERVICES

1. Fundraising strategy to broaden 
MJDF income streams and 
projected NDIS income.

2. 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. 

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

4. Increase community partnerships 
to deliver supports.

5. Increase infrastructure across 
MJDF sites including Ngukurr, 
Elcho and remote staff sites.

6. Include a Research Fund in the 
Fundraising Strategy.

1. Stakeholder analysis and 
engagement plan.

2. NDIS policy advocacy.
3. Publish MJDF’s disability 

supports model.



Sleep has taken on a whole new meaning 
for families affected by MJD and staff of 
the MJDF across our communities.  Royal 
Darwin Hospital’s Dr Subash Heraganahally 
(Respiratory Physician) and Dr Howard Flavell 
(Rehabilitation Physician) received ethics 
approval to commence the collaborative 
project titled; An assessment of the 
frequency and characteristics of sleep 
disorders in a population of the Northern 
Territory Aboriginal Australians with 
Machado-Joseph Disease.  

Exhaustive (and exhausting) sleep analysis 
and associated qualitative assessments were 
conducted across the remote communities 
we work in and provided an opportunity to 
tackle an important and debilitating symptom 
of MJD.

SLEEP STUDIES
Working with families from Elcho Island, 
Speech Pathologist and Charles Darwin 
University PhD candidate Rebecca Amery 
and a team of Yolngu investigators - co-
ordinated by Julie Wunungmurra - continue 
to investigate the communication challenges, 
needs and goals of individuals and families 
with MJD. They have presented their findings 
at conferences in Adelaide, the Gold Coast 
and Darwin and are preparing manuscripts 
for publication. 

The team are now hard at work identifying 
the most effective interventions and 
options for Augmentative and Alternative 
Communication (AAC). Thanks to the Telstra 
Foundation for funding this research.

COMMUNICATION STUDY

RESEARCH
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Over the past 12 months our 
researchers have been hard at work 
learning from families and sharing 
ideas in remote communities across a 
number of projects.  New Aboriginal                        
Co-researchers joined our team and 
new alliances with important clinical 
and research institutions have been 
forged for future projects.  

INCONTINENCE IN MJD

Building on work conducted during a 
Master’s project in 2013, a literature 
review was performed and presented 
at the 2016 National Conference on 
Incontinence. Conference organisers 
invited the work for publication in the 
Australian and New Zealand Continence 
Journal.   

Desireé LaGrappe and Libby Massey 
subsequently co-authored a paper 
contextualising issues relating to 
incontinence and Machado Joseph Disease 
in the remote Aboriginal community 
context which was published in the Spring 
Edition of the Journal.

The dynamic duo (Jen Carr and Joyce Lalara) 
has been investigating what is important to 
people with MJD about moving, spending 
time with affected families on Groote and at 
Ngukurr to determine real life priorities. 

These insights will result in a literature 
analysis for best practice physiotherapy 
interventions and enable development of 
appropriate targeted interventions. Jen 
and Joyce have presented their findings at 
conferences in Brisbane and Darwin and 
have submitted manuscripts to international 
Public Health journals. 

Thanks to The Lowitja Institute for funding 
this research. Jen is a Physiotherapist and 
PhD candidate with James Cook University.

MOBILITY STUDY

Dr Angela Laird’s Zebra Fish Project has 
made steady progress testing compounds 
that may provide a basis for pharmacological 
treatment of MJD.  The amazing team 
based at Macquarie University are now 
progressing to testing on cell lines and animal 
(mammalian) models.  

A collaboration with Aboriginal families 
in remote communities will also see bush 
medicine compounds tested. Their findings 
have been published in several international 
journals and presented at conferences.

BETTER INDIGENOUS GENETIC
(BIG) HEALTH SERVICES

The Genetic Education Evaluation 
partnership project completed data 
collection for the MJDF and commenced 
analysis of the findings this year.  

The project is jointly funded by both the 
National Health and Medical Research 
Council (NHMRC) and The Lowitja Institute 
- and administered by the University of 
Melbourne.

Investigations into the West Australian, 
Northern Territory and Queensland 
Government programs is ongoing and the 
project will be completed, with results 
described fully in 2019.

ZEBRA FISH PROJECT



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 barriers to comprehensive information, 
counselling, clinical care and understanding 
the familial nature of MJD have been significant 
for families experiencing MJD. Not only does 
the existing remote Primary Health Care model 
alienate families, so too do dominant culture 
medical models of inheritance. Navigating 
different world views and developing acceptable 
language and concepts which integrate 
relationship and culture has been core to the MJDF 
Genetics Program. 

Developing and reviewing resources is an iterative 
process that requires solid investment of time in 
community and the development of local capacity. 
Frequently, this knowledge is not transferable 
and for each discrete language group or family, 
a tailored approach is the only way to produce 
materials that are recognised, owned and used by 
each community. The MJDF has been working with 
families to develop a shared understanding of the 
concepts and produce resources that assist people 
to have choice and control in their circumstance. 

Providing access to genetics services that is low 
risk and accessible, necessitates delivering these 
services in community where people have access 
to the appropriate family members to participate 
in decision making and the necessary first 
language support.

In collaboration with Northern Territory 
Genetic Services through Victorian Clinical 
Genetic Services, a dedicated genetic 
counsellor makes regular community 
visits and works exclusively through the 
MJDF Aboriginal community workers. 
This ensures stable, relationship-based 
counselling and development of a shared 
knowledge base. 

Research in genetics has produced mixed 
results. Long regarded as ‘too hard’, a 
colonial history marred by disastrous 
policy has resulted in well-rationalised 
wariness by Aboriginal people. Genetics 
research with Aboriginal families is an 
important and sensitive process that 
needs to be condoned by Aboriginal 
leaders and led by families. 

The MJDF has begun to reflect the 
requirements of families who live 
with MJD. Projects such as the Better 
Indigenous Genomics Project aim to 
capture the elements of best practice 
engagement and evaluate existing service 
models, providing pathways to better care 
and understanding.

Photo (facing page) Manager Community Services and Therapist - Ali Grootendorst, Associate Genetic 
Counsellor - Lindsay Tuer, Aboriginal Community Worker - Nancy Raggett, Manager Community 
Worker - Jacob McCue.
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SECTOR EDUCATION 
IN-SERVICES

1 ANNUAL FLINDERS 
UNIVERSITY MEDICAL 
STUDENT TRAINING

EDUCATION

GENETIC PROGRAM

10COMMUNITY
ORGANISATION
IN-SERVICES

FAMILY & CARER 
WORKSHOPS

3

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:
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Ensuring that families, carers, health and community service 
professionals have access to appropriate, best practice           
educational resources about MJD continues to be an important part of 
the work of the MJD Foundation.  

This year, our staff numbers expanded as a direct result of the new 
National Disability Insurance Scheme (NDIS), necessitating both 
internal and external resource development and review.  A significant 
body of work was conducted in conjunction with the Managers, 
Community Service (MCSs) and consultant     Mandy Doherty to assist 
planning development for clients as the scheme was rolled out.

An integral component of this resource development is the Medical 
Protocol Project. This ongoing project comprises the development of 
comprehensive literature reviews about symptoms and best practice 
management. Documents are accessible, relevant to a variety of 
audiences – from health professionals to young carers.  The formats 
range from academic papers to plain English and pictorial versions. 

To date Medical Protocols covering; Therapy, Urinary and Bowel 
Continence, Eye Movement Disorders, Oral Health, Pain, Muscle 
Cramping, Spasticity and Tremor, Sleep, Palliative Care, Mobility and 
Balance, Swallowing Difficulty, Communication Difficulty, Assistive  
Technology and Pressure Area Care have been developed.
 
Help Sheets which provide key information in accessible formats for 
family and carers for Pressure Care, Communication and Swallowing 
have been drafted. Additional work is scheduled to ensure maximum 
appropriateness and accessibility for Aboriginal family carers.  Details 
of the protocols and help sheets can be found here: mjd.org.au/125-
medical-protocols.html 

In 2017-18, MJDF developed a series of instructional videos for clients, 
families, airline and airport staff aligned with our long-term campaign 
for the safe and dignified means of transport for people from remote 
communities with mobility restrictions.  

The videos cover safe manual handling, wheelchair handling, aircraft 
aisle wheelchairs and the use of the Aircraft Disability Passenger Lift 
(DPL). These resources are freely available and can be 
found on the resources section of our website. 

Photo  Manager Community Services and Therapist Ali Grootendorst and Barbara Wanambi



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 well-
being, community and cultural participation. This year MJD Foundation delivered three 
Kin Connect trips to Elcho Island and Gunbalanya.

The Staying Stronger for Longer program continues to provide best practice therapeutic 
intervention across sites, and our On Country model engages experts from both cul-tures, 
combining traditional knowledge and priorities with best practice therapy, including; 
speech, occupational therapy and physiotherapy. 

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 - increased client wellbeing.

Photo (facing page)  - MJDF Groote Team and QLD visitors: Steve Wurramara, Michelle Collins, 
Colleen Kenny,  Simon Mead, Jennifer Carr, Rudy Hollander, Mel Fajerman, Joyce Lalara, Desiree 

Lalara, Gwen Lalara, Mabel Mamarika, Melinda Lalara and Brett Mamarika.

COMMUNITY SERVICES
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This financial year, the Community Services team 
has continued to provide meaningful community 
programming while increasing our capacity 
and resourcing. Our growth and expansion have 
brought new challenges, and in a time of sector 
change, we have remained responsive and 
continue to provide best practice service delivery.
 
Our relationships enable us to holistically 
engage and support our families through their 
long and complex journey with Machado-
Joseph disease. The Community Service team is 
comprised of Aboriginal Community and Health 
Workers, a Family Support Worker and Allied 
Health Practitioners (Occupational Therapists, 
Physiotherapists, Speech Pathologists and Social 
Workers). 

The diversity of our clients and communities, and 
the geographic spread between urban centres 
and very remote communities vary greatly. MJDF 
partner with clients and their families to navigate 
the Primary Health, Community and Disability 
Services sectors to build skills and capacity, 
improving clients’ quality of life. 

Clients are empowered to articulate their 
priorities, building confidence through our pre-
planning processes to advocate their needs with 
NDIA representatives. At the end of the 2018 
financial year, MJDF provided Coordination of 
Supports (complex case manage-ment) for 23 of 
our clients who had active (or established) NDIS 
plans across Arnhem (Groote, Elcho, Nhulunbuy, 
Darwin); and remote (Ngukurr and Gunbalanya) 
as well as Supported Accommodation in Darwin. 
NDIS has brought new opportunities as well as 
the expansion of our scope of services. 

Our Occupational Therapists, Speech Pathologists 
and Physiotherapists can now deliver therapy 
through NDIS plans and individualised support 
packages. 2018-19 will continue to see further 
rollout of NDIS to our clients in Darwin, Central 
Australia and Far North QLD.

Respite (or Short-Term Accommodation) was 
facilitated and organised by MJDF through NDIS 
plans. Clients were involved in the planning and

requested respite experiences that were both 
meaningful and family oriented, with carers 
often opting to stay with the person they 
provide care for and increase formal supports 
during this time.
 
In Groote Eylandt, the MJDF NDIS Local 
Support Group Coordinator has brought to-
gether service providers to raise awareness 
on the possibilities to provide services to 
NDIS participants and our clients, as well as 
linking in new Anindilyakwa NDIS partici-
pants to the NDIA, and provide coordination 
of supports to non-MJD clients.

In collaboration with the Northern Territory 
Office of Disability, a fortnightly Darwin 
Communication Group facilitated by Speech 
Pathologists and MJDF staff are working 
with clients in developing verbal and non-
verbal communication skills, helping people 
learn and individualise Augmentative 
and Alternative Communication (AAC) 
tools to help with communication. Carers 
and families also participate receiving 
communication partner training.  
Equipment needs for people living with 
MJD vary greatly, we provide innovative 
assistive technology solutions to meet 
individual and community needs, 
supporting people to stay at home and in 
their community. The MJDF was extremely 
grateful for the Stronger Communities 
Programme grant for an aircraft Disability 
Passenger Lift for Nhulunbuy Airport. 
MJDF was also successful in an NT 
Government Sector Development Fund 
Innovation Grant for a modified vehicle 
fitted with a Turny to increase community 
capacity and access to community, 
meaning that clients can travel safely and 
in a dignified way to access their country 
and community.

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



Staff and Contractors
 » Chief Executive Officer - Nadia Lindop OAM
 » Director, Research & Education - Libby Massey OAM
 » Director, Community Services - Melinda Fajerman
 » Senior Cultural Advisor - Gayangwa Lalara OAM
 » Operations Manager - Morag MacLennan
 » Chief Financial Officer - Jennifer Telfer
 » Manager, Community Services - Ali Beckwith
 » Manager, Community Services - Ali Grootendorst
 » Manager, Community Services - Kate Pope
 » Manager, Community Services - Nick Kenny
 » Manager, Community Services - Jacob McCue
 » Manager, Community Services - Liz Willis
 » Manager, Community Services - Jess Meagher
 » Manager, Community Services - Amanda Daw
 » Manager, Education & Projects - Howard Amery
 » Research Officer - Desireé LaGrappe
 » Special Projects Officer - Kathy Massey
 » Family Support Worker - Colleen Kenny
 » Family Support Worker - Rebecca McCue
 » Community Worker/Co-Researcher - Julie Wunungmurra
 » Community Worker/Co-Researcher - Joyce Lalara
 » Community Worker - Steve Wurramara
 » Community Worker - Brett Mamarika
 » Community Worker - Hilroy Mangura
 » Community Worker - Bronwyn Daniels
 » Community Worker - Loretta George
 » Community Worker - Tommy Weetra
 » Community Worker - Elah Yunupingu
 » Co-Researcher - Rachel Baker
 » Co-Researcher - Joanne Gondarra
 » Co-Researcher - Farrah Gumbula
 » Co-Researcher - Gwen Lalara
 » Genealogist - Janine Ryan
 » Accounts - Zeng Jones
 » Procurement/Admin Officer - Tina Hebblewhite
 » Therapists - Kate Pope, Ali Grootendorst, Rebecca Amery,   

 Nick Kenny, Simon Mead, Simon Morris
 » NDIS Consultant - Mandy Doherty

Finance Sub-Committee
 » Janice Oake (Chair)
 » Jennifer Telfer
 » Greg Creecy
 » David Conley
 » Nadia Lindop OAM

Research Advisory 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

 
Risk Sub-Committee
 » Anne De Salis (Chair)
 » Janice Oake
 » Nadia Lindop OAM

Volunteers
As well as our Board members and Subcommittee 
members who are all volunteers we want to thank 
the following people: 

Nicola Rangeley, Lexi Jarrett, Chris Kenny, Bryan 
Massey, Sally Lang, Nan Jamieson, Chris Lloyd, 
Brendan Kenny, Jen Carr, Karen Munro, Sophie 
Florence Ward, Ben Ngwele, Rebecca Amery, 
Samantha Wainwright, Romy Tielman, Rutger 
Hollander. 

OUR PEOPLE

Board Members
 » Chairperson/Director - Neil Westbury PSM
 » Vice-Chairperson/Director - Gayangwa Lalara OAM
 » Treasurer/Director - Janice Oake
 » Director - Tony Wurramarrba AO
 » Director - Jennifer Baird
 » Director - Olga Havnen
 » Director - Jennifer Cullen
 » Ex-Officio - Nadia Lindop OAM

Patrons
 » Professor Garth Nicholson
 » Bryan Massey OAM
 » Kathy Massey OAM

51% OF MJDF STAFF & BOARD 
ARE ABORIGINAL

19% OF MJDF STAFF & BOARD 
ARE LIVING WITH A DISABILITY

OUR ORGANISATION VALUES DIVERSITY

73% OF MJDF STAFF & BOARD 
ARE WOMEN
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PARTNERS

SPONSOR + DONOR ORGANISATIONS 

GRANTS + FUNDING

Bridge Toyota
Where customers come first

OUR PARTNERS + SPONSORS

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

SPONSOR + DONOR ORGANISATIONS 
Anindilyakwa Land Council, South32 (GEMCO), Groote Eylandt & Bickerton Island 
Enterprises,  Groote Eylandt Aboriginal Trust, Telstra Foundation, Overgrove P/L, 
Country Women’s Association Alyangula, Blackcat Civil, Sea Swift, Groote Eylandt 
Lodge, Gilbert + Tobin, McCullough Robertson, Bridge Toyota Darwin, U-Store-It, 
Airnorth, Traditional Credit Union, Workpac, Eylandt Automotive, Adaptalift GSE, 
Katherine Aviation, Alyangula Golf Club

GRANTS + FUNDING
Federal Department of Health - National Disability Insurance Agency, Federal 
Department of Social Services, Youngcare NT, NT Government’s Department of 
Health and Department of Trade, Business and Innovation,  Bec Lyons and the Ten 
Summits Challenge, The Lowitja Institute, James Cook University, Melbourne 
University, Foundation for Rural and Regional Renewal

Back row:  Corinne Harmer, Rebecca McCue, Jacob McCue, Keryn Hagarty
Middle: Brett Mamarika, Melinda Lalara, Mabel Mamarika
Front:  Steve Wurramara, Joyce Lalara, Liyandra Wurramara with Yvette Wurramarra and Jayston Lalara
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• Another Nighthawk run to Darwin SEAT Clinic
• Repair at SEAT Clinic (5 days and a new right   
 drive motor later)
• Another Nighthawk run from Darwin to    
 Roper Bar
• Final Ngukurr barge run to Ngukurr along the   
 Roper River.

After this whole process went surprisingly smoothly, 
the final step was to have the Bush Shop collect the 
chair from the barge landing, transport it to Aged Care 
for return to Blue a mere two weeks after demobilising 
(not a bad effort - in fact this would be a Chair Repair 
Return PB!)

However, it was not meant to be - there was a final 
hurdle that tragically failed.

The Roper Bar reported that the chair was delivered to 
the Ngukurr barge landing but the Bush Shop denied 
that it ever arrived. What followed was an adventurous 
week of Wheelchair Walkabout that will forever be 
unknown. Only the BLUE WHEELCHAIR itself knows 
what really happened!

In the meantime, Blue was homebound, suffering 
nicotine withdrawals and mad with his adopted son for 
not getting his wheelchair back quickly as promised.

Days later, Blue received a call from Aged Care (who 
knew of the high priority to return his wheelchair) 
reporting an electric wheelchair had arrived and they 
would drop it around ASAP. This was a huge relief to 
Blue and the rest of Ngukurr! As far as everyone was 
concerned - end of story… 

BUT NOT TO BE JUST YET!

A couple of days later, Blue raised a concern that the 
wheelchair had the drive control panel shifted from 
the right to the left-hand side and was having great 
difficulty driving it due to his poor left-hand fine motor 
dexterity (if he was having more trouble than usual I 
can imagine how deadly he would’ve been). I thought it 
odd that the SEAT clinic would’ve changed the control 
and after a few phone calls and some investigative 
questioning it was released that Blue had in fact been 
given the wrong chair! 

In the days leading up to my trip to Ngukurr this 
February I had received several concerned phone calls 
from Blue and the Daniels family about the state of 
Blue’s Wheelchair. 

“It ís making funny noises like a kookaburra”

'It’s got a big mob of fishing line hanging out of 
the wheel”

It wants to go round and round in circles like a 
sick dog”

“We are all worried about Blue driving it around 
the community - he is going to get run over or hit 
some kids”

“Dogs keep on chasing him because it drives 
funny and makes noises"

On arrival and a quick look at the chair it appeared that 
30metres of 40lb fishing line was caught up in one of 
the wheels, causing the wheel to spin more slowly and 
circumnavigate, whilst harmonising a constant whistling 
noise which increased when given more throttle (which 
is pretty much at maximum with Blue behind the 
control!). This was one job that would require more than 
my limited bush mechanic skills.

Blue was anxious about sending it away for repair 
because it often takes weeks to get back and he has no 
way of getting around without it. His main worry is, “If no 
one brings me smokes I can't go and humbug people to 
get them.”

With a great deal of reassurance that I would try to get 
it fixed and returned ASAP Blue reluctantly let me take 
it away and begin the (high priority) demobilisation 
process which involved;

• A 5 man lift to get the chair in and out of the     
 Aged Care bus for delivery to the Bush Shop
• A pallet tie down and mobilisation to the    
 Ngukurr barge by forklift
• A barge run from Ngukurr to Roper bar along   
 the Roper River
• Another forklift run from the barge to the Bus   
 depot at Roper
• A Nighthawk run to Katherine
• An unsuccessful attempt to repair in    
 Katherine with spare parts

• A 5 man lift to get the chair 
in and out of the     
 Aged Care bus for delivery to 
the Bush Shop
• A pallet tie down and 
mobilisation to the    
Ngukurr barge by forklift
• A barge run from Ngukurr to 
Roper bar along    
the Roper River
• Another forklift run from the 
barge to the Bus    

THE BLUE WHEELCHAIR
AN INSIGHT INTO COMMUNITY LIFE
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A poor old left-handed Ngukurr woman’s 
recently refurbished wheelchair was being 
road tested by our 110kg MJD rally-chair driver. 
Blue obviously knew that the chair was not 
his but was so lost without it, he tried to keep 
his little secret under wraps until he outed 
himself with the strange left-hand control 
complaint. Once again Blue reluctantly parted 
ways with a chair (this time a borrowed one) 
and recommenced his nicotine withdrawal.

The next day a local family went for a fish 
down at Yellow Water Billabong and noticed 
what looked to be a decrepit, muddy and rain-
drenched wheelchair 
sitting by the bank, 4km’s from the barge 
landing it was reported delivered to. 

The family raised the alarm and Aged Care 
went down to collect what was confirmed 
as Blue’s missing chair. Whispers started 
to emerge that some bored kids found the 
wheelchair at the barge landing and decided 
to take the shiny refurbished toy for a joy-ride 
along the banks of the flooded Roper River.

After the emergence of these reports and 
a few hours on the battery charger at Aged 
Care no one really expected that the soiled, 
battered and bruised chair which had been 
walkabout for a week (and is usually as tem-
peramental as camp dog) would fire up again 
and work… but to everyone’s surprise - IT DID!  
- and was finally returned to its rightful owner!      

Nick Kenny
Therapist and Manager Community Services

Photo: Brian "Blue" Daniels



Note 2018 2017

$ $
REVENUE 7 3,319,883 12,431,121

Administration Fees (39,177) (23,587)

Advertising & Marketing (35,683) (21,193)

Bank Charges (1,632) (1,702)

Computers & Office Supplies (16,721) (23,336)

Clients Care & Support (531,096) (428,862)

Depreciation Expenses 8 (63,784) (61,670)

Employment Expenses (1,212,731) (956,411)

Freight & Postage (4,989) (6,815)

Insurance (12,626) (9,916)

Interest (7) (235)

Legal & Accounting (6,064) (7,816)

Medical Research & Resources (127,061) (310,843)

Motor Vehicle Expenses (39,003) (24,599)

Office Building Expenses (12,706) (9,698)

Rent & Storage (16,727) (7,126)

Repairs & Maintenance (7,124) (13,461)

Travel (334,625) (277,015)

Other Expenses (130,283) (99,579)

Total Expenses (2,592,039) (2,283,864)

Profit/(Loss) for the year 727,844 10,147,257

Other Comprehensive income for the year - -

Total comprehensive income for the year 727,844 10,147,257

Total comprehensive income attributable to the 
entity

727,844 10,147,257

Please note: “For full Financial State-
ments including all notes, please see 

the Resources tab of website www.
mjd.org.au” 

Note 2018 2017

$ $
CURRENT ASSETS

Cash & Cash Equivalents 15(a) 382,884 261,373

Receivables 9 471,132 165,556

Other Assets 10 19,870 15,475

Investments 11, 4 18,658,924 19,387,331

TOTAL CURRENT ASSETS 19,532,810 19,829,735

NON-CURRENT ASSETS

Property, Plant and Equipment 12 712,396 623,444

TOTAL NON-CURRENT ASSETS 712,396 623,444

TOTAL ASSETS 20,245,206 20,453,179

CURRENT LIABILITIES

Payables 13 80,408 1,079,065

Provisions 14 170,835 68,238

TOTAL CURRENT LIABILITIES 251,243 1,147,303

NON-CURRENT LIABILITIES

Provisions 14 1,372 41,129

TOTAL NON-CURRENT LIABILITIES 1,372 41,129

TOTAL LIABILITIES 252,615 1,188,432

NET ASSETS 19,264,747

EQUITY

Retained Earnings 19,992,591 19,264,747

TOTAL EQUITY 19,264,747
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OUR FINANCIAL 
STORY STATEMENT OF PROFIT OR LOSS AND OTHER 

COMPREHENSIVE INCOME FOR THE YEAR ENDED 30 JUNE 

OUR FINANCIAL 
STORY STATEMENT OF FINANCIAL POSITION

AS AT 30 JUNE 2018



Note 2018 2017

$ $
Cash Flows from Operating Activities

Grants, sponsorships and donations received 1,852,925 13,082,520

Receipts from operations 553,157 137,882

Payments to suppliers and employees (3,680,761) (2,339,701)

Interest received 223,809 126,496

Dividends received 381,995 205,918

Net cash provided by (used in) operating activities 15(b) (668,875) 11,213,115

Cash Flow from Investing Activities

Proceeds from sale of property, plant and equipment - -

Payment for property, plant and equipment (152,736) (6,980)

Proceeds from sale of investments 33,015,177 3,394,524

Payment for purchase of investments (32,072,055) (14,665,131)

Net cash provided by (used in) investing activities 790,386 (11,277,587)

Net increase (decrease) in cash held 121,511 (64,473)

Cash at beginning of the year 261,373 325,846

Cash at end of the year 15(a) 382,884 261,373

For full Financial Statements including all notes, please see mjd.org.au/19-resources.html

OUR FINANCIAL 
STORY STATEMENT OF CASH FLOWS

FOR THE YEAR ENDED 30 JUNE 2018
OUR FINANCIAL 
STORY AUDITOR'S REPORT | EXTRACT

        INDEPENDENT AUDITORS’ REPORT

Opinion

We have audited the financial report of MJD Foundation Limited which comprises the statement of financial position as at 30 
June 2018, the statement of profit or loss and other comprehensive income, the statement of changes in equity and the state‑
ment of cash flows for the year then ended, notes comprising a summary of significant accounting policies and other explana‑
tory 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 Austra‑
lian 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 2018 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 fur‑
ther 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.

HILL ROGERS
ASSURANCE PARTNERS

Brett Hanger
Partner

Dated at Sydney, this 13th day of November 2018

[EXTRACT]
30 31



32

AGNES RAGGETT  1935 - 2018

The MJD Foundation had the pleasure of meeting 
Agnes in Papunya in 2009 on our first trip to Central 

Australia after learning that there were MJD families 
living in Papunya, Ntaria and Santa Teresa. 

We soon got to know Agnes as a woman of 
strength, character and vibrancy with an 
effervescent personality, sure to get you smiling 
and laughing from the moment you met her, 
with her own beaming smile and bright eyes, a 
beautiful soul.

When she smiled, which was often, her entire 
face lit up and you couldn’t help but smile with 

her. She was full of character and had a deep 
connection to her land and culture. 

Her daughter Nancy told us some stories of incredibly 
difficult times for Agnes having both a sister and 
daughter forcibly taken away as children as part of the 
Stolen Generation. Such sad stuff but she still had a big 
smile for everyone. She also managed to raise a very 
strong and resilient woman in Nancy too.

When Agnes moved to Alice Springs to live in Aged Care, 
the MJDF took her home to Papunya for a Kin Connect 
trip. When we drove out to Papunya she seemed to 
revel in the landscape and sometimes talk quietly to 

herself as we passed mountain ranges or creek beds, 
like she was greeting old friends. 

Whenever any staff visited her from then on 
in Alice Springs her first question was always 
“Papunya?”

DANIELLE ROBERTS 1988-2005

The MJD Foundation never met Danielle as she 
passed away in 2005 aged only 14. In 2018 the 

MJDF worked with Danielle’s mother, Bronwyn 
Daniels to see Bronwyn’s dream of having a 

headstone for Danielle come true.

Bronwyn misses her every day, and it warms our hearts 
to know that she now has somewhere beautiful to visit.

Photo top:
Agnes Raggett and Mark Kilpatrick

Photo top (facing page):
Ulambara, 20 minutes out of Papunya 
under the Macdonnell Ranges

 
DEDICATIONS

Photo bottom (facing page):
Bronwyn Daniels and Nick Kenny

Photo bottom:
Danielle Roberts
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Go |ilimurru Rramba\ithirri  - Kaman Mijamiat - Come Together
 

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.
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MJD FOUNDATION
PO Box 414
Alyangula NT 0885   
Australia

www.mjd.org.au
1300-584-122 

ABN: 65159208867


