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A YEAR OF PROUD ACHIEVEMENT 
 

 

MJD Foundation client and staff member Steve 
Wurramara received a local government award of 
excellence in Canberra celebrating the work he 
does for the Angurugu community (Groote 
Eylandt) with iPads. 
 
Steve spends most days at Angurugu Library 
where he supports other community members, 
and also makes movies about his community that 
can be seen on the MJDF YouTube channel. 

 

The MJD Foundation was a finalist in the 2012 
National Disability Awards. Nadia Lindop 
(Executive Officer) and Joyce Lalara (Aboriginal 
Community Worker) travelled to Canberra for the 
awards ceremony. 
 
The MJDF was nominated in recognition of its 
work to improve the quality of life for Indigenous 
Australians and their families living with MJD in 
Arnhem Land and beyond.  

 

Associate Professor John MacMillan received the 
prestigious Rowan Nicks Russell Drysdale 
Fellowship to fund his travel for 12 months to 
Arnhem Land.  

This travel will enable Assoc. Prof MacMillan to 
continue his important work in providing Machado 
Joseph Disease genetic education to health 
professionals, communities and Indigenous 
Australian families affected by the disease. 

 

 
MJD Foundation Board Member and Anindilyakwa 
Land Council Chairperson Tony Wurramarrba was 
awarded an AO for distinguished service to the 
Indigenous community of the Groote Eylandt 
Archipelago through leadership and advocacy for 
improved services and infrastructure.  
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Chairperson’s Report 2012-2013 

For all Australians with disabilities (and their families), 2013 was a historic 
turning point in the nation’s history.  Both the successful passage of the 
National Disability Insurance Scheme Act through the National Parliament and 
the commencement of trials of the resultant new scheme in various locations 
across Australia, represent an unprecedented opportunity to ensure much 
needed disability services which will be fully rolled out to remote Australia by 
2019. 
 
MJDF is playing a positive and constructive role in providing expert advice to 
governments about how the NDIS can be effectively implemented in remote 
communities. In practical terms, this resulted in MJDF successfully tendering 
to undertake a comprehensive ‘Disability Audit’ in six (6) East Arnhem and NT 
Gulf Aboriginal townships. The resultant report has been widely welcomed as 

making a timely contribution to providing a sound evidence base upon which to inform what 
challenges are involved in designing NDIS for remote communities.   
 
This work should also assist in informing the design of more cost efficient and effective services 
relevant to the needs of local people, and which maximise local involvement and employment.  
 
I congratulate all those staff involved in producing this comprehensive report, and particularly the 
efforts of both Nadia Lindop and Libby Massey in bringing the audit report to fruition. Libby also sits 
on the National Disability Strategy Indigenous Working Group (NDSIWG) which is advising the 
Government directly on disability issues for Aboriginal peoples.   
 
MJDF has also taken the opportunity before the federal election to meet and brief the incoming 
Commonwealth Minister with responsibility for the roll out of NDIS, Senator Mitch Fifield on the work 
of MJDF and the findings of the Disability Audit. We are looking forward to continuing to work 
constructively with the Commonwealth and State and Territory Governments on these issues.  
 
On a more general note, MJDF has seen a successful year on a range of fronts. One overall theme for 
the past year has been to focus on consolidating our existing activities and strategic positioning of the 
organisation that ensures it can continue to deliver its support and services effectively into the future.  
 
As Nadia and Libby’s report highlights, this has been reflected by the fact that over the past year 
MJDF has quietly increased the scope, quality and quantity of the support that we offer to people with 
MJD and their families - in terms of capacity, range of services and geography. 

This has included further extending our existing relationships with families at Ngukurr, Urapunga, 
Galiwin’ku and Yirrkala in the Top End of the Northern Territory, as well as in Central Australia at 
Papunya, Hermannsburg and Santa Teresa.  In this context we have been lucky in being able to 
engage Ellen Christian (Manager, Community Services – Ngukurr, Darwin and Oenpelli) who has been 
a very welcome addition to the team.  
 
As Nadia and Libby’s staff report also highlights, MJDF continues to work closely and strategically with 
all stakeholders in improving the care and wellbeing of people living with MJD both now and into the 
future, whilst being particularly mindful of the increased numbers of people at risk.  

I also acknowledge the outstanding work by the staff effectively lead by Nadia Lindop and Libby 
Massey and the dedication and professionalism of all MJDF staff throughout the year in meeting the 
never ending challenges they face on a day to day basis. Special mention is also made of Simone 
McGrath who left full time employment with MJDF after three years based on Groote Eylandt where 
she (and her partner Tim) made a fantastic contribution to the work of MJDF.  
 
Our thanks and acknowledgement of the fantastic support MJDF received from our loyal sponsors and 
donors is particularly gratifying.   
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I would particularly like to thank our principal sponsors, including the Anindilyakwa Land Council and 
GEBIE, the Aboriginals Benefit Account, Minister Jenny Macklin and FaHCSIA, BHP Billiton, Vincent 
Aviation, Telstra Foundation, Toll Marine Logistics, Groote Eylandt Aboriginal Trust, Newman’s Own 
Foundation, Centrecorp, JT Reid Charitable Trusts, McCullough Robertson and the Commonwealth 
Department of Health and Ageing.   
 
This year also saw high profile visitors come to Groote Eylandt to view the work of MJDF, including 
the Governor General Her Excellency Ms Quentin Bryce AC AO who kindly launched educational 
videos produced in Anindilyakwa, Yolgnu Matha, Kriol and English languages.  
 
Telstra Chairperson, Catherine Livingstone AO, Telstra CEO, David Thodey and other senior Telstra 
executives visited Groote Eylandt and announced a major sponsorship over three years to assist in 
the rollout of electronic communications technology and software for people living with MJD.  
 
I also want to thank the ongoing expert advice to the Board from the Research Advisory Committee 
and Finance Sub-Committee who provide outstanding expertise and support to the Board on a 
voluntary basis, and from my fellow Board members. 

Significant challenges which will feature prominently at our next planning day in February 2014 
include: 

• In recognition of the fact that both the identification of the number of people at risk of 
developing MJD has drastically increased across the Territory and the importance attached 
to the work of the MJDF, MJDF was formally advised by Minister Macklin in July this year 
that we had been successful in securing a further $10m from the Aboriginals Benefit 
Account. These monies are conditional on being invested in perpetuity, with the investment 
earnings helping underwrite the operational costs of the MJDF. We are hopeful that the new 
Government will agree to proceed with the grant;   

• As highlighted in the Disability Audit report, most remote communities currently lack the 
necessary services infrastructure in place for people to benefit from the NDIS when the 
scheme is eventually implemented. This will require MJDF to continue to carefully target its 
advocacy and encourage government, non-government and corporate stakeholders to 
explore and adopt creative options to provide the critically required infrastructure to cope 
with the ever increasing numbers of individuals and families living with MJD; and 

• The continued emerging evidence of the aggressive nature and prevalence of MJD and 
increased numbers of people at risk, especially in remote communities such as Galiwinku, 
Ngukurr and Yirrkala, means the MJDF needs to continue to raise significant monies to meet 
both growing demands and to support projects that contribute to improving individuals’ and 
families’ wellbeing. 

 
Last, but not least I need to pay tribute to my Vice-Chair Gayangwa Lalara for the tireless efforts, 
leadership and inspiration she has, and continues to provide, to all of us involved in fighting this 
terrible disease. As part recognition of her life-long work and commitment, Gayangwa was 
ordained as a Deacon of the Church of England earlier this year. 

 
Neil Westbury PSM 
Chairperson 
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Staff Report 2012-2013 

Internationally, 2012 and 2013 have been variously dedicated the 
years of the farmer, dragon, reading, student, statistics, snake and are 
even the official United Nations (UN) years of water co-operation and 
quinoa!   Little wonder 12 months has passed at such breakneck speed 
– there has been much to celebrate and venerate! 

For the MJD Foundation, it has been the year of the catch up! It’s 
been a time of consolidation and positioning to meet current and 
future needs. 

2011-2012 was characterised by emerging evidence of the aggressive 
nature and spread of MJD in our region and this necessitated careful 

and strategic consideration of the placement and implementation of our services. 

Over the 2012-2013 period, we have increased the scope, quality and quantity of the support that we 
offer to people with MJD and their families - in terms of capacity, range of services and geography.   

The employment of an additional Manager, Community Services for Ngukurr has meant that we have 
begun to provide the level of real tangible support needed for people there.  Ellen Christian is an 
experienced Occupational Therapist, whose previous 3 years working in Ngukurr has placed her 
exceptionally well to work with the Ngukurr/Urapunga families with MJD.  As always, we aim to listen 
to those with MJD and their families and tailor services to meet their expressed needs.   

Ongoing sponsorship from BHP Billiton has enabled our clients and their carers on Groote Eylandt to 
receive hands on, weekly therapeutic physiotherapy for the first time, and the service has been 
enthusiastically taken up by many clients.  The employment of a local driver/community worker on 
Groote Eylandt has also vastly increased the practical assistance that can be offered and Brett 
Mamarika, his wife Melinda and the trusty MJD bus are kept very busy assisting people to access 
community services and facilities.  

We also embarked on a mammoth 5 month project through the National Disability Insurance Scheme 
(NDIS) in early 2013, mapping the number of people with a disability, their needs and the current 
range of services in six (6) of the communities that the MJDF works in.  The quantifying of this 
information will be invaluable when the changed model of disability care rolls out in the region and 
has positioned the MJDF well to understand how the needs profile will change in remote communities 
and how best to meet them.  Central to this has been the updating and maintenance of family 
information and we are fortunate to have employed Janine Ryan as our Genealogy manager. 

Developing a library of culturally appropriate educational resources has continued this year and we 
have been pleased to have produced Careworker education (including a DVD and workbook) and a 
series of women’s and kid’s DVDs in local languages explaining the genetic transmission and features 
of MJD.   

Of course in order to increase services there is always significant work to be done behind the scenes.  
The transition from NT Association to Public Company limited by Guarantee was completed and there 
have also been several major grants received, including: Telstra Foundation, Centrecorp,  Newman’s 
Own Foundation, Rowan Nicks Russell Drysdale Fellowship, John T Reid Charitable Trusts, Federal 
Government, NAB, Groote Eylandt Bickerton Island Enterprises and Groote Eylandt Aboriginal Trust. 

Growing as an organisation has been a privilege and a pleasure.  Our team (staff, contractors, board 
and volunteers) has been very busy; our families have been ever more able to express their needs 
and the ways they believe they should be met.   

There is no doubt the next 12 months will bring yet more challenges and we look forward to meeting 
them from increasingly secure foundations.   

      
Libby Massey      Nadia Lindop 
Director, Research & Community Services  Executive Officer 
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What is Machado Joseph 
Disease? 
 
Machado Joseph Disease (MJD) is a hereditary (genetic) 
neurodegenerative condition.  It is in a ‘family’ of 
neurodegenerative diseases that includes 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 
8 to 10 years earlier 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 wheelchair bound and 
fully dependent for all activities of daily living within 10 
to 15 years of the first symptoms emerging. 
 

MJD in Arnhem Land and beyond 
 
Previously known as “Groote Eylandt Syndrome”, the effects of MJD have been known to the Aboriginal 
people of this region for at least four generations. 
 
Following the discovery of the gene for MJD, “Groote Eylandt Syndrome” was confirmed as MJD in 1995 
and there are people living with the disease on Groote Eylandt (Angurugu and Umbakumba), Bickerton 
Island (Milyakburra), Yirrkala, Elcho Island (Galiwin'ku), Darwin, Ngukurr, Urapunga, Birany Birany, 
Numbulwar, Papunya (near Alice Springs), Hermannsburg (Ntaria), Santa Teresa, Goulburn Island 
(Warruwi) and Oenpelli (Gunbalunya). 
 
Spread of the disease to Arnhem Land had previously (before Feb 2012) been attributed to the 16th 
Century trading and exploration activities of Portuguese Sailors.  Entry into the Australian population 
was thought to have been through trading relationships between the Aboriginal people of Arnhem Land 
and the Macassan people of Indonesia, who in turn traded with the Portuguese.  However in February 
2012, research was published which effectively rules out a Portuguese link, and instead points to a 
direct Asian link based on an international DNA Haplotyping study. 
 
Although it is impossible to predict the number of Indigenous Australians who will develop MJD, there 
are currently over 550 people alive today that are thought to be “at risk” of developing the disease 
across the top end. 
   
(At risk individuals are individuals alive today, who are direct descendents of those with the disease.) 
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Mission Statement 
 
The MJD Foundation seeks to provide a better quality of life for Indigenous Australians and their 
families living with Machado Joseph Disease in Arnhem Land and beyond. 
 

Objectives 
 
To provide a better quality of life for Indigenous Australians and their families living with Machado 
Joseph Disease in Arnhem Land and beyond by: 

• Providing improved services by working with and supplementing those services provided by 
the government 

• Contributing to local and international research, and gaining an understanding of how this 
research can benefit Indigenous Australians living with MJD 

• The implementation of practical solutions to help individuals understand and manage their 
symptoms 

• Providing greater levels of community infrastructure and transportation options to support 
the needs of individuals and their families living with MJD 

• Facilitating comprehensive genetic education programs 
• Advocating on behalf of individuals and families to all levels of the community and 

government 
• Ensuring flow on benefits to the wider international MJD community through research and 

advocacy 

 
Activities 
 
The activities of the MJD Foundation are organised as follows: 

• Research 
• Education 
• Equipment 
• Advocacy 
• Improved Services 

 
Locations 

 
The MJD Foundation continues to focus and pilot its 
activities on Groote Eylandt and Bickerton Island. 
 
In addition, there is continued rollout of programs 
and services to other communities in Australia 
where there are Indigenous Australians living with 
Machado Joseph Disease. 
 
Full rollout of programs and services to all affected 
communities where there are Indigenous Australians 
living with MJD is dependent on future funding. 
 

M
is

si
on

 a
nd

 O
bj

ec
ti

ve
s 

7 



  
 

 
 

Equipment 
 

Given the MJDF is now 5 years old, it is hardly a surprise that ‘repairs and maintenance’ has now become a 
key theme for our equipment expenditure, and an essential item of expenditure to ensure longevity for the 
financial investment made to improve equipment and infrastructure in the communities in which we work. 
 
Our equipment for 2012-2013 was able to be purchased thanks to the Newman’s Own Foundation (in Paul 
Newman’s memory), Anindilyakwa Land Council, BHP Billiton, NT Library, Federal Government, Country 
Women’s Association (Alyangula), Centrecorp and generous donations from our individual supporters.      

 
During 2012-2013 we purchased $66,000 worth of new equipment, and spent $20,000 on 
repairs and maintenance. 

 
Some of our equipment purchases 
throughout the year were:  
• Kitchen trolleys 
• Apple iPads 
• Ramps 
• Washing machines and clothes 

dryers 
• Shower Commodes 
• Aircraft aisle Wheelchair 
• Wheechairs 
• Anatomical model 
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This is Angel looking very guilty next to a chewed power assist wheelchair cord.  



  
 

 

Research 
 
The MJD Foundation continues to fund and support research projects through a grant of $1 million 
provided in 2009 by the Anindilyakwa Land Council (ALC) and Groote Eylandt Bickerton Island 
Enterprises (GEBIE). 
 
MJD Treatment (Zebra fish project) – This MJD Foundation (and Anindilyakwa Land 
Council/GEBIE) funded project with the ANZAC Research Institute in Sydney continues to progress 
extremely well.  This year the research team, lead by Dr Angela Laird have been successful in giving 
the Zebra fish Machado Joseph Disease, and being able to breed the Zebra fish to have them pass 
the defective gene onto their offspring.  Of importance, the research team have been able to 
measure that the sick Zebra fish exhibit slower and more wobbly swimming patterns.  These 
measurements are critical in order to determine whether drug treatments are having an effect on 
the fish. 

Disability Audit – In the latter half of 2012-2013, the MJDF conducted federal government funded 
research which examined the prevalence of all disability (not just MJD) and service provision in six 
very remote Indigenous communities (Angurugu, Umbakumba, Milyakburra, Ngukurr, Urapunga and 
Galiwin'ku). The project (with ethics approval from Menzies School of Health Research and the NT 
Government) will inform the design of the National Disability Insurance Scheme for remote 
communities around Australia. 
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MJDF client and staff member Joyce Lalara with  
Dr Angela Laird in the Zebra fish laboratory in Sydney 



  
 

 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
Education 
 
The MJD Foundation’s education program has continued to expand throughout 2012-2013 with 
significant effort and resources put into existing and new components of the program. 
 
Genetic Education – the MJD Foundation continues to partner with Medical Geneticist Associate 
Professor John MacMillan to provide genetic education and counselling to individuals and families living 
with MJD as well as to health clinics, schools, Aboriginal land councils and other community groups.  
During 2012-2013 there was a focus on designing culturally appropriate educational resources around 
family planning.  
 
Corporate Education – in early 2013, the MJDF commenced training workshops for Vincent Aviation’s 
pilots, crew and ground handlers in the safe lifting and transferring of wheelchair using passengers, as 
well as the safe storage of wheelchairs.  The MJDF will now run 3-4 training workshops per year. 
 
Carer Education – This program was strengthened in 2012-2013 through the development of the DVD 
“Saltwater & Smiles: Carers’ Perspectives on MJD” which was launched in April 2013 and is available 
free of charge.  This resource was funded by the Federal Government, and provides insights into caring 
for people with MJD. 
 
The MJDF continued to provide workshop training for residential and respite care workers as well as 
family carers, all of whom are looking after people with MJD.  The objectives of the program are to: 
1. Provide practical education around caring for someone with MJD. 
2. Build empathy, confidence and resilience in the person caring for people with MJD. 
3. Build a support network for people caring for individuals with MJD. 
 
Supporters of the MJDF Education program across 2012-2013 include: John T Reid Charitable Trusts, 
Federal Government Dept of Health and Ageing, Rowan Nicks Russell Drysdale Fellowship. 
 
The MJD Foundation continues to build on our education resources, and these are freely available on 
our website: www.mjd.org.au 
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Advocacy 

The MJD Foundation was one of 73 
innovative projects that received funding 
from the National Disability Insurance 
Scheme (NDIS) Practical Design Fund.  

The MJDF conducted a "Disability Audit" 
examining the prevalence of disability and 
service provision in six very remote 
Indigenous communities (Angurugu, 
Umbakumba, Milyakburra, Ngukurr, 
Urapunga and Galiwin'ku). 

The project (with ethics approval from 
Menzies School of Health Research and the 
NT Government) will inform the design of the 
NDIS for remote communities around 
Australia. 

Some key findings from the research include: 

• Reliance on Aged Care sector 
resources, funding 80% of operating 
costs for remote service providers 
when only 40% of clients were frail 
aged. 

• Current Service provider 
infrastructure in all communities was 

funded by Aged Care sector resources or corporate/philanthropic resources.  ie. there was 
no infrastructure funded by government disability programs. 

• Overcrowding, and a lack of basic household amenities such as hot water, refrigeration and 
laundry facilities were features of daily life reported frequently by people with disability and 
their carers. 

• Community infrastructure does not support the extreme weather conditions of the 
communities surveyed. 

• Where individuals with a disability were receiving a service, the service levels across 
communities were firmly centred on low level attendant care. Inadequate facilities, staffing 
levels and retention, lack of appropriate transport were notable contributors.  Where higher 
care services were available uptake was enthusiastic and the impact on the health and 
wellbeing of people with a disability and their carers significant. 

• Carers of people with a disability are under-supported to such an extent that respite 
becomes an emergency safety valve.  High cost urgent relocation took the place of 
preventative and planned support. 

• In community residential care was not available despite high demand. 
• Access to community services and in some cases even disability support services was 

severely compromised in all but one community surveyed due to inadequate transport 
options. 

• Disability specific and culturally appropriate education has been poorly provided in the 
communities surveyed.  There is evidence that a lack of awareness of cause and nature of 
disability has an impact of the ability of people living with a disability and their carers to self 
advocate. 

For more discussion and to download the full report, go to: 

http://www.mjd.org.au/cms/file_library/Other/Other_592.pdf  
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Improved Services 
 
MJD Therapy Program – “Staying Stronger for Longer”.  Thanks to BHP Billiton who is donating 1 day 
per week of Physiotherapist Nick Kenny’s time, the MJDF clients on Groote Eylandt have been enjoying 
the benefits of weekly physiotherapy sessions. This adds to other formalised therapeutic components 
such as hydrotherapy, and informal components such as fishing and shopping, which all build upon the 
physical, social, mental and emotional health gains people experience when participating in these 
activities. 

Women’s Education Camp – In late 2012, Groote Eylandt Aboriginal women worked alongside carers, 
medical professionals and medical researchers in the first Women's Camp to be held by the MJD 
Foundation.  The camp, held at the Dugong Beach Resort on Groote Eylandt, demonstrated that through 
strong collaboration, talking, listening and learning, women can feel less isolated and feel supported as 
they live with Machado Joseph Disease. 

Holiday of a Lifetime/Respite Support/Kin Connection Program – The MJDF continues to 
provide MJD clients with social outings when on government funded respite, and Kin Connection trips 
home to community when they are no longer able to remain living in their community and have had to 
move to permanent residential care.  
  
Neurological Assessments – the MJD Foundation (with Associate Professor John MacMillan) continues 
to conduct formal neurological assessments of individuals with MJD (and at risk of having MJD) enabling 
the beginnings of baseline data collection and the capacity to track the progression of the disease in this 
population. 

Hand Therapy – the MJD Foundation has commenced a Hand Therapy project aimed at looking at 
options for assessment and treatment of deteriorating hand function that is often seen with MJD. 
Deteriorating hand function compromises not only functional independence (i.e. the ability to write, eat, 
dress, attend to personal hygiene etc) but also capacity to successfully utilise alternative communication 
devices in the late stage of the disease.  Deteriorating hand function is particularly evident in our 
younger clients, whose disease onset is earlier and more severe than that of their affected parent and 
grandparent. 
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Physiotherapist Nick Kenny conducts strengthening exercises with 
Melinda and Joyce Lalara on Groote Eylandt 
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Our Clients 
David Daniels was born under a tree on the bank of the Roper 
River on the 27th of December, 1946 (David is pictured at the tree 
here). When he was a young boy the welfare mob came to take 
the lighter skinned children away from the camp, but his quick-
thinking grandmother smothered him in charcoal from the fire and 
hid him in the bushes until they left.  
 
David now lives in Urapunga, a remote outstation of Ngukurr, 
approximately eight hours drive from Darwin. In the Wet Season 
the Roper and Wilton Rivers rise and Urapunga becomes a sort of 
island in the middle. This makes travel to and from Ngukurr and 
Urapunga a bit of a logistical nightmare!  
 
David explains the history of the area he calls home: The first 
settlement was Paddy Lagoon which came to be around 1904. 
Paddy Lagoon was drowned in a flood, then moved to the current 
site which we now call Urapunga. Across the Wilton River, Roper 
River Mission was established in 1908. The missionaries of the time brought seven clans from the south-
east Arnhem Land area together to try to protect the people. While well-meaning in the circumstances, 
the seven clans were never supposed to live so closely together and there was a lot of fighting. 
Eventually, senior people from each of the seven clans formed “Yugul Mangi” – a council to make 
decisions together. David’s clan is Nunggubuyu. The Old Mission was about five miles from the current 
site and was also flooded in the 1940s. It was moved to its current location on higher ground. We now 
know it as Ngukurr.  
 
At almost 67 years old, David retains a commanding presence, even from the wheelchair he now spends 
most of his days in. People who have known David since his days as a strong cultural man and activist 
are shocked and saddened to see him in a wheelchair, but David is still as strong in mind as ever. David 
is proud that he has never smoked or drank, and to this day remains in good health, despite his MJD. 
He feels strongly about educating children, as his own mother pushed him to go to school. David was 
the President of Yugul Mangi for many years until he stepped down a little while ago.  
 
David has a very large family, with many, many grandchildren! His 
brother Brian also has MJD. Although he is younger, Brian is quite a 
bit bigger than David so it is hard to imagine that many years ago 
David used to carry his younger brother on his back to school! 
David says: “We must walk together, black and white. We must 
understand each other. We must learn from each other.”  
 
We couldn’t agree more, David! 
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“If you don’t know what you’re all about…about 
your purpose in life…it will be a muddled up 
thing”. David Daniels (June 2013) 

Ngukurr clients David Daniels and Brian Daniels 
with some of their many grandchildren. 



  
 

 
 
 
Our Sponsors (2012-2013) 
Thank you so much to our government, philanthropic and corporate sponsors for 2012-2013.  Your 
contribution makes an enormous difference in allowing us to meet our objectives. 
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Telstra Executive team (including Chairperson Catherine Livingstone and CEO David Thodey) visited Groote 
Eylandt in April 2013 to see firsthand the work of the MJD Foundation 
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Our Partners (2012-2013) 
 
Our partners are the organisations that share resources and provide support in allowing us to 
directly achieve our objectives.  We wish to thank the following organisations for their support 
during 2012-2013. 
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The Anglicare NT team, along with client Roseanna Mirnyowan at the   
launch of “Saltwater & Smiles: Carers’ Perspectives on MJD” in Darwin in April 2013 
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Director, Research and Community Services - Libby Massey 
Senior Cultural Advisor   - Gayangwa Lalara 
Manager, Community Services  - Simone McGrath 
Manager, Community Services  - Ellen Christian 
Project Manager    - Angela Jane 
Travel/Respite Coordinator   - Kathy Massey 
Manager, Education Resources  - Roslyn Kempton 
Community Worker   - Joyce Lalara 
Community Worker   - Steve Wurramara 
Community Worker   - Brett Mamarika 
Community Worker   - Julie Gungunbuy Wunungmurra 
Procurement and Administrative Officer - Tina Hebblewhite 
Bookkeeper    - Zeng Jones 
Megan Marshall    - Editor 

 
Patrons 
Professor Garth Nicholson is a Patron of the MJD Foundation. 

 
Volunteers (2012-2013) 
Thanks so much to our wonderful volunteers for 2012-2013.  Bryan Massey, Associate Professor John 
MacMillan, Greg Creecy, Janice Oake, Sally Lang, Lorna Brunton, Joyce Cox, Deb Shannon, Arthur Grogan. 
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Staff members with Dugong Beach Resort sponsors (Dennis and Louise Winchester) in February 2013 
Staff pictured: Janine Ryan, Kathy Massey, Libby Massey, Joyce Lalara, Ellen Christian, Nadia Lindop, Melinda Lalara, 
Brett Mamarika, Ange Jane, Ros Kempton, Steve Wurramara, Simone McGrath. 



  
 

 
Grants (2012-2013) 
Federal Department of Health and Ageing (Office of Aboriginal and Torres Strait Islander Health) 

• $83,000  MJD Genealogy, education workshops, case studies, online discussion forum 
Telstra Foundation 

• $100,000  iPad program 
Northern Territory Government - NT Library + AI Remote 

• $68,000  iStories (utilising iPad technology to tell community stories) 
John T Reid Charitable Trusts 

• Genetic and carer education 
Federal Department of Housing, Comm Services & Indigenous Affairs (Indigenous Remote Service Dev) 

• $180,000  Community projects for Groote, Ngukurr, Yirrkala, Galiwin’ku 
Centrecorp 

• $50,000  Services/equipment for MJD clients in Central Australia 
Newmans Own Foundtion (Australia) 

• $47,000  Supporting young people with MJD 
NAB 

• $25,000  Medical Protocols Project 
Rowan Nicks Russell Drysdale Fellowship 

• $14,750  Travel to support Genetic Education program 
Northern Territory Government 

• $5,000  Adult Learner’s Week 
Carers NT 

• $300  Carers week event 

 
Donors (2012-2013) 
Organisations 
GEBIE, BHP Billiton, Overgrove, NBC Consultants, Alyangula Cycling Club, Rotary Club of Sylvania, 
Kurranulla Aboriginal Corporation, Miwatj Health, Lions Club of Quambatook, Fitzoes Boutique. 
Individuals 
Col and Ali Lloyd, Suzanna Elliott, Michael Sweeney, Prof Bart Currie, Emma Cadogen, Dawn Casey, 
Lavinia Faneva, Jake Frazer, Kerry Hayman, WR Hearn, Marie Hebblewhite, Kristina Komblatt, Elizabeth 
Milewicz-Tyson, Nicole Barry, Colleen Dombkins, Beryl Stonehouse, Ruth Avery, Jan and Max Boyley, 
Narelle Brown, Dr Tom and Dulcie Gavranic, Ange Jane, Sally and Michael Lang, Deborah Linder, Dr Roger 
Livsey, Ian Marshall, Catherine Mellors, Janice Oake, Rev Reg and Margaret Platt, Darren Rowland, 
Lorraine Richardson, Pascale Stendell, Isobel Walker, Georgina Whitehead, John Wright, Anne Turnbull, 
the awesome Canberra women’s marathon team, Lesley and John Zylstra .    
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MJDF Women’s Camp in October 2012 on Groote Eylandt   
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Financial Statements (2012-2013) 
 
For a full copy of the MJD Foundation Annual Financial Report including all notes to the financial 
statements, visit www.mjd.org.au. 
 
Fundraising cost as a percentage of revenue  Overall cost as a percentage of total expenditure 

 
Balance Sheet (For the year ended 30 June 2013) 

   2013   $ 2012   $ 

Cash Assets – Operating  
 Cash At Bank 286,020 374,342 

 NAB Term deposits  1,447,386 1,395,819 

 NAB Operating account 0 19,756 

 Undeposited funds 0 7,090 

Total Cash On Hand 1,733,406 1,797,007 
Available-for-Sale Investments  
 Available-for-Sale Investments   6,068,805 

 NAB Term deposits    3,777,519  

 Fixed Interest   1,000,814 

 Property Funds   360,000 

 Domestic Equity   779,865 

 International Equity   240,000 
 NAB - CMF   187 1,102 

 NAB - 11am 160,831 76,112 

Total Available-for-Sale Investments 6,319,215 6,146,019 
Receivables 
 Trade debtors 91,967 79,402 

 Accrued income 103,341 77,120 

Total Current Assets 8,247,929 8,099,547
  

Non-Current Assets 
Property, Plant and Equipment 
 Plant & equipment - at cost 81,247 76,901 

 Less: Accumulated depreciation (32,608) (22,043) 

 Motor vehicles - at cost 109,719 92,272 

 Less: Accumulated depreciation (33,827) (17,132) 

Total Non-Current Assets 124,531 129,998 
Total Assets 8,372,459 8,229,545

  
Current Liabilities 
Payables  
 Trade creditors 37,130 41,999 

 Holiday pay liability  32,550 14,058 

 Other creditors  13,791 1,678
  

Total Liabilities 83,470 57,314
  

Net Assets 8,288,988 8,172,230
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Financial Statements (2012-2013) 
 
Profit and Loss Statment (for the year ended 30 June 2013) 
 
  2013  $ 2012  $ 

Income 
Grants                                                             731,572 310,150 

Donation   443,386 130,075 

Bequests   15,353 10,500 

Sponsorship  0 20,227 

Merchandise sales  3,749 1,734 

Dividends   299,784 0 

Interest received  177,602 441,811 

Capital Gain/Loss  -184,760 128,796 

Rebates and Other income  19,651 32,200 

Total income  1,506,335 1,075,493
  

Expenses 
Accountancy  900 900 

Advertising and promotion  12,659 19,231 

Bad Debts  1,029 800 

Bank Fees And Charges  399 9,041 

Books and publications  0 361 

Client carers(Non Salary)  75,916 39,780 

Client meals  7,365 2,281 

Computer software & others  1,485 922 

Conference/seminar costs  12,364 12,541 

Consultants fees  170,115 120,632 

Delivery  2,313 1,839 

Depreciation  25,930 24,010 

Write-down to recoverable amount NPP  0 590 

Equipment (<$300)    7,941 15,148 

Equipment (>$300)                                             39,074 86,504 

Gift  223 2,092 

Filing fees  113 0 

Insurance  12,399 7,749 

Interest - Australia  0 476 

Materials & supplies (merchandise)  4,627 0 

Medical Supplies  5,448 1,389 

Medical research  216,000 72,000 

Medical services  920 0 

Medical resources (education)  14,558 0 

Office consumable  8,977 5,355 

Postage  5,613 1,939 

Repairs & maintenance  20,891 7,302 

Salaries - ordinary  342,918 259,539 

Holiday Pay Provision                                          18,491 5,329 

Employee fringe benefits  71,640 55,155 

Rent / storage  236 0 

Staff training  4,502 636 

Stamp duty  745 457 

Subscriptions  4,288 3,243 

Superannuation  30,140 23,035 

Telephone/internet  11,430 9,025 

Travel & accommodation  228,764 140,373 

Travel - Client respite/holidays  29,161 32,039 

Total expenses  1,389,577 961,712 

Profit from ordinary activities before income tax  116,758 113,761
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Auditor Statement (2012-2013) 

 

MJD Foundation Limited ABN 65 159 208 867 
Independent Auditor’s Report 

Report on the Financial Report 

We have audited the accompanying financial report of the MJD Foundation Limited (the company), which 
comprises the Statement by Directors of the Board, Profit and Loss Statement, Balance Sheet, notes 
comprising a summary of significant accounting policies and other explanatory notes for the financial year 
ended 30 June 2013. 

Directors’ Responsibility for the Financial Report 

The Directors of the company are responsible for the preparation of the financial report and have 
determined that the basis of preparation described in the Note 2 is appropriate to meet the requirements of 
the Corporations Act 2001.  The Directors’ responsibilities also include such internal control as the Board 
determines is necessary to enable the preparation of a financial report that is free from material 
misstatement, whether due to fraud or error. 

Auditor's Responsibility 

Our responsibility is to express an opinion on the financial report based on our audit. We have conducted 
our audit in accordance with Australian Auditing Standards.  Those Standards require that we comply with 
relevant ethical requirements relating to audit engagements and plan and perform the audit to obtain 
reasonable assurance whether the financial report is free from material misstatement. 

An audit involves performing procedures to obtain audit evidence about the amounts and disclosures in the 
financial report. The procedures selected depend on the auditor’s judgement, including the assessment of 
the risks of material misstatement of the financial report, whether due to fraud or error. In making those 
risk assessments, the auditor considers internal control relevant to the Company’s preparation of the 
financial report that gives a true and fair view, 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 Company’s 
internal control.  An audit also includes evaluating the appropriateness of accounting policies used and the 
reasonableness of accounting estimates made by the Board, as well as evaluating the overall presentation of 
the financial report. 

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

Auditor's Opinion 

In our opinion, the financial report presents fairly, in all material respects, the financial position of MJD 
Foundation Limited as at 30 June 2013 and its financial performance for the year then ended in accordance 
with the accounting policies described in Note 2 to the financial statements, and the Corporations Act . 

Basis of Accounting 

Without modifying our opinion, we draw attention to Note 2 to the financial report, which describes the basis 
of accounting. The financial report has been prepared to assist MJD Foundation Limited to meet the 
requirements of the Corporations Act 2001. 

Signed on : 12th December 2013 

 
Nina De Luca   
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For a much loved Groote Eylandt Man 
 
 

 
Jock Lalara   07/04/1957 – 16/05/2013 

 
 
Despite the many challenges he faced later 
in his life, this man was always ready to 
share his music and his love for his family 
with others.  He rocked a ‘dirty blues’ 
selection on his iPad, was fastidious about 
ensuring it was charged and entertained 
those around him with his (sometimes 
loud) appreciation. 
 
He loved his Eylandt home and 
understandably never really came to terms 
with having to move to Darwin to receive 
care.  The “Kin Connection” trips back 
home were the highlight of his life in his 
last years.   
 
When in Darwin, he was much loved by 
those who cared for him, able to swindle a 
packet of cigarettes from the most 
dedicated anti-smoker despite not using a 
word…and a source of great fun.  Who 
could ever forget his desire to catch, cook 
and eat the barramundi in such plentiful 
supply at the Berry Springs reserve, and 
bemused irritation that this was not ‘the 
done thing’!   
 
We will miss you old man… 
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Photo used with the permission 
from his sister 
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