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30th June 2010

Ms Nadia Lindop
Executive Officer
MJD Foundation

Dear Nadia, 

The Northern Territory Anti-Discrimination Commission (ADC) promotes equality of 
opportunity and non-discrimination in the Northern Territory; as well as handling complaints
of discrimination and unfair treatment.

In the course of the past six months the ADC has begun to develop ties with 
the MJD Foundation.  As Acting Commissioner I recently attended and spoke at the launch of 
the new wheelchair lift that will be available to passengers with MJD flying with Vincent 
Aviation to and from Darwin and Groote Eylandt.

It was an honour to play a small role in the launch of this lift as, as I said on the day, the 
partnership that MJD Foundation developed with Vincent Aviation, the Federal Government 
and other partners, is an example of not only problem solving skills and innovation but of 
equality of opportunity in practice.  

It is sadly true that people living with disabilities in remote Northern Territory face many 
hurdles, both practical and attitudinal.  The dedication shown by the MJD Foundation in 
lobbying for a fair go for people with MJD in the Northern Territory, and the innovation 
shown by the Foundation and their partners in coming up with a viable air travel option for 
people living with MJD is a great example of how equality of opportunity can become an 
achievable goal with dedication from the community.  I am pleased to say that I will now 
have a good news story to tell when speaking about accommodation of special need and 
equality of opportunity under the Anti-Discrimination Act.  

The work of organisations such as the MJD Foundation is crucial to the realisation of true 
equality of opportunity for people with disabilities in the Northern Territory.  

Yours sincerely

LISA COFFEY
Acting Anti-Discrimination Commissioner

 

LMB 22 GPO, Darwin NT 0801 Telephone:08 8999 1444 
Floor 7, 9-11 Cavenagh Street, Darwin NT 0800 Freecall: 1800 813 846 
Web: www.adc.nt.gov.au TTY: 08 8999 1466 
E-mail: administrationadc@nt.gov.au Fax: 08 8981 3812 
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Chairperson’s Report
It gives me great pleasure to once again present the annual report of the 
MJD Foundation on behalf of the executive board.

In my previous report I noted the low profile Machado Joseph Disease has 
historically had, and our determination to facilitate recognition of the issues 
faced by those with MJD and their families and to work towards redress of 
these.  I am proud to say that we are well on the way to achieving this.

It has been a momentous year.  As a board, we have had to come to terms 
with the fact that the effects of MJD are much more widespread than we had 
previously known, and the impact within the communities and families where 
the disease is occurring increasingly catastrophic.  

The growing evidence of the sheer numbers of those affected has given cause for reconsideration of
the scope and direction of work engaged in by staff, and has required the prioritisation of securing the 
funding necessary to properly achieve our aims over the long term.  It has also driven continued policy 
development and strategic planning for the Foundation’s work across some 8 remote communities 
where new staff employments, relationships and collaborations are continually being formed. 

The MJD Foundation continues to work closely with our auspicing partner the Anindilyakwa Land 
Council along with the other partners of our MOU.  We are particularly appreciative of the generous 
and ‘in kind’ contributions of the East Arnhem Shire Council including the use of vehicles, shared flights 
and the provision of housing for staff on Groote Eylandt. Ongoing consultation with FaHCSIA
representatives have culminated in the successful completion of a number of projects including the 
aircraft wheelchair lifts.   We are also committed to working steadily toward integrated service delivery 
with the Northern Territory’s Department of Health and Families.  More recently we have enjoyed the 
support of the Northern Land Council as we provide services and support to communities outside 
Groote Eylandt.   

In keeping with the additional responsibilities undertaken by the board and the growing activities of 
the MJD Foundation, the board has engaged in a process of governance review, training and 
development.  We were fortunate to have the expert assistance of Heather Watson of McCullough 
Robertson to assist us in a full day’s workshop, and have subsequently formed a Governance 
Subcommittee to continue to investigate and recommend the best practice options available to the 
board.

On a personal note, during 2010-2011, I will be increasing the focus of my research and community 
services role within the MJD Foundation, and will stand down as the Chairperson of the board.  This 
will allow me to focus my efforts entirely on the communities that we work within and the advocacy, 
education, research, equipment and improved services that we provide.  I will remain as active as ever 
in driving the activities of the Foundation and look forward to another busy year.

I would like to take this opportunity to once again personally thank each of my fellow board members 
for their continuing dedication and support. In particular, I would like to thank Professor Garth 
Nicholson who will be continuing his association with the Research Advisory Committee and as a 
Patron and relinquishing his board role.  Garth’s contribution to those with MJD and the Foundation is
longstanding and exceptional.

I look forward to reading the next chapter of the history of the important work of the MJD Foundation 
with you, and implore your continued support of this most worthwhile organisation.

Libby Massey
Chairperson 
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What is Machado Joseph Disease?

Machado Joseph Disease (MJD) is an hereditary neuro 
degenerative 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 8-10 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 10-15 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, Birany Birany, Baniyala, 
Numbulwar, Papunya (near Alice Springs), Goulburn Island (Warruwi) and Oenpelli (Gunbalunya).

Spread of the disease to Arnhem Land is hypothesized as being attributed to the 16th Century trading 
and exploration activities of Portuguese Sailors.  Entry into the Australian population is thought to have 
been through trading relationships between the Aboriginal people of Arnhem Land and the Makassar
people of Indonesia, who in turn traded with the Portuguese and Chinese.  However further research 
and genetic analysis is being undertaken to definitively confirm this.

Although it is impossible to predict the number of Indigenous Australians who will develop MJD, there 
are currently around 500 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 Australian Machado 
Joseph Disease sufferers and their families in Arnhem Land and beyond.

Objectives

To provide a better quality of life for Indigenous Australian sufferers of 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 Australian sufferers of MJD in Arnhem Land
The Implementation of practical solutions to help sufferers with their symptoms
Providing greater levels of community infrastructure and transportation options to 
support the needs of sufferers and their families
Facilitating comprehensive genetic education programs
Advocating on behalf of sufferers 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

 Services 

Location

Whilst the MJD Foundation continues to focus and pilot its 
activities on Groote Eylandt and Bickerton Island, throughout 
2009/2010 we have begun rolling out these activities to other
communities in Australian where there are Indigenous 
Australian’s with Machado Joseph Disease. 
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Executive Officer’s Report

The 2009-2010 year has been full of challenges as the MJD 
Foundation continues to find more and more Indigenous 
Australians with Machado Joseph Disease in existing and new 
locations. 

We are alarmed at the increasing numbers that are coming to our 
attention, yet we are warmed by the extensive and continued 
support we receive from the Federal government, the 
Anindilyakwa Land Council, and our partners, sponsors and 
donors.

We pride ourselves on being an organisation of real action.  Doing the things we say we will do,
making a difference to people’s lives and having a positive impact within the communities that we 
operate.  Listening to our clients and their families to understand what is important to them.  This 
Annual Report will document some of the activities of the MJD Foundation over the last 12 months.

In 2009-2010, we have purchased $101,000 worth of equipment ranging from aircraft wheelchair 
lifts and house ramps; to electric beds, washing machines, wheelchairs and air conditioners. This 
equipment benefits both individuals and the community as a whole.

We have approved over $600,000 of research grants into Machado Joseph Disease including 
speech/swallowing research, urinary incontinence research, further sleep research and research to 
look into pharmaceutical treatments for MJD that may slow the progression of the disease.

We have continued to provide holidays for sufferers, taking 3 clients to QLD throughout the year 
and we now fund social outings as part of government funded respite trips into Darwin.  For the first 
time, we also now fully fund reverse respite for those individuals that are no longer able to live in 
their community.  Reverse respite means those individuals can go home several times per year to 
keep connected with their families and community.

We have employed a Manager, Community Services (Simone McGrath) who will develop an MJD 
Therapy Program.  For the first time, Indigenous Australians with MJD will start to receive access 
to hydrotherapy, speech and swallowing exercises, physiotherapy and other forms of therapy in 
order to “stay stronger for longer”.

We have commenced an MJD Medical Protocols project which brings together leading medical 
and allied health specialists from all over Australia to develop a set of medical protocols for the 
management and treatment of common symptoms of MJD.

We continue to provide education to the community, our partners and our sponsors.

And we continue to advocate on behalf of our clients, their families and their communities on 
current and future needs, and the infrastructure, services and support that will be required in the 
future.

We are lucky to have a dedicated team of staff who all share in the same passion and commitment 
for our clients.  A huge welcome to Simone McGrath, who joined us in June and takes our staff 
numbers to 7.   

Finally, thank you to our sponsors who enable us to deliver such important services to our clients.  
Your contribution is enormously appreciated.

Nadia Lindop
Executive Officer
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Equipment

During 2009-2010, the MJD Foundation has increased our provision of equipment benefiting 
individuals with MJD, and focusing on solutions that are of benefit to the whole community.  We 
continue to provide equipment that is outside the scope of the Northern Territory TIMES scheme, 
through the support of the Dept of Families, Housing, Community Services & Indigenous Affairs, 
Perkins Shipping, Vincent Aviation, GEMCO, the St George Foundation and East Arnhem Shire.

During 2009-2010 we purchased $101,000 worth of equipment. 

Some of our equipment purchases throughout the year were: 
Pool hoist and hydrotherapy equipment
Aircraft Wheelchair Lifts (Darwin and Groote Eylandt)
House ramps on both an individual’s house and the Angurugu Women’s Centre
Electric hospital beds
Wheelchair scales
Beach wheelchairs
TV/DVD players
Washing machines and clothes dryers 
(supporting carers in their homes)
Air Conditioners
Electric scooter
Glow in the dark products
Photo frames, DVD’s, sunglasses, bedroom 
accessories
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Clockwise from top left: 
Pool hoist launch; House ramp being built; 

Aircraft wheelchair lift launch; Natalya’s bedroom blitz.

A highlight for the year was our aircraft 
wheelchair lift project, which saw the 
provision of a lift at Darwin Airport (Vincent 
Aviation) and Groote Eylandt. This project was 
a great example of collaboration with our 
partners and sponsors, and we wish to thank 
the Federal Government, Vincent Aviation, 
Perkins Shipping, Toll Group, Gilbert + Tobin, 
and Keren Shanley’s family.
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Research

The MJD Foundation continues to fund and support research projects through a grant of $1 million
provided by the Anindilyakwa Land Council.

The MJD Foundation defines research in two (2) categories. 
1. Quality of Life research that focuses on practical and functional solutions to improving quality of life 

for MJD clients.
2. Treatment/Curative research that focuses on treating and/or curing Machado Joseph Disease.

During 2009-2010, we have progressed our research activities in the following ways:

Speech/Swallowing – in partnership with the University of Queensland, we have been looking at the 
difficulties around speech and swallowing for people with MJD.  This ranges from determining 
therapeutic speech exercises to enable speech to be retained for longer, and current communication 
devices...all the way through to swallowing and food consistency guidelines.

A particular passion of ours is with communication devices (called Augmentative and Alternative 
Communication), and looking at the most effective solutions for our clients.

MJD Treatment – The MJD Foundation has partnered with the ANZAC Research Institute in Sydney to 
fund a three year project to investigate treatment options for MJD.  This project will involve Zebra Fish 
and will utilise some of the most progressive techniques being used internationally. 

Urinary Incontinence – the MJD Foundation Board has approved a study into management of bladder 
incontinence issues for individuals with MJD.  The aim is to have a more standard management protocol 
for this issue.

Sleep – the MJD Foundation continues to support our clients through funding sleep studies and 
advocating for prescribed pharmacological treatments to be available to our clients.  

DNA Haplotyping - The MJD Foundation continues to assist in facilitating research involving analysis of 
the Groote families’ DNA for comparison with other MJD communities around the world.   
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A lot of technology and a little fish
Apple iPad and communication software; Bladder 

scanner; Techscan communication device; Zebra Fish
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Education

The MJD Foundation is continuing to provide extensive education about MJD through in-services; 
conference presentations; community sessions; publications and by supporting and enhancing the 
genetic education and counselling services provided by the NT Dept of Health and Families.  

The MJD Foundation has for two (2) years now provided additional travel and accommodation for 
visiting Genetics Health Queensland Medical Geneticist, Associate Professor John MacMillan, enabling 
him to increase his community visits from annually to several times per year, something that is
essential both to meet the workload and to ensure that he builds relationships within the 
communities. 

We are now expanding our Education resources and services to provide translated materials in 
Anindilyakwa and Yolgnu Matha (and other languages as required).

The MJD Foundation is also developing a carer’s education pack which will be a valuable resource to 
be used both by family carers and professional carers.
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“About Machado Joseph Disease – Understanding MJD in Families”
Genetic Education booklet produced in English and translated to Anindilyakwa by Caroline Wurramara
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him to increase his community visits from annually to several times per year, something that is
essential both to meet the workload and to ensure that he builds relationships within the 
communities. 

We are now expanding our Education resources and services to provide translated materials in 
Anindilyakwa and Yolgnu Matha (and other languages as required).

The MJD Foundation is also developing a carer’s education pack which will be a valuable resource to 
be used both by family carers and professional carers.
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“About Machado Joseph Disease – Understanding MJD in Families”
Genetic Education booklet produced in English and translated to Anindilyakwa by Caroline Wurramara
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Advocacy

Machado Joseph Disease amongst our Indigenous Australian communities, in Arnhem Land in 
particular, is a much larger issue than was understood by government service providers, and the 
problem continues to expand as we introduce ourselves into more communities, meet more families, 
and start to build close relationships with those families to understand their situation and ways we 
can help.

Advocacy means that we are not only raising awareness amongst the general population about the 
devastating effects of MJD, but we are also working to promote awareness in government and non-
government organisations and provide whatever support we can along the way in ensuring we are all 
ready to tackle the growing needs of the individuals, families and communities affected by MJD.

Throughout 2009/2010, we have been very active in our advocacy activities including:
Providing letters of support for individuals regarding their housing requirements

Providing letters of support for individuals relating to their employment

Speaking at conferences including:
- NT Occupational Therapist Conference
- NT Rehabilitation Conference
- Loddon Mallee Allied Health Network Conference
- NT Palliative Care Conference  

Providing In-Services to partnering organisations including:
- Nursing homes / Disability Houses
- Government Health Clinics
- Aboriginal Medical Service (AMS) Clinics
- Aged & Disability service providers
- Other Govt service providers (Palliative Care, Dental, Northern Rehab Network)
- Aboriginal Land Councils
- University Groups
- Local Employers

Radio and print media interviews and articles

Writing magazine articles

Speaking at community events
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Improved Services

This is our fastest growing area with many new projects kicking off during 2009-2010, and many 
more projects planned for 2010-2011.

MJD Therapy Program – “Staying Stronger for Longer”. At the end of 2009-2010 we hired Simone 
McGrath as our Manager, Community Services (based on Groote Eylandt).  Simone will design, 
implement and roll out our MJD Therapy Program including: hydrotherapy; speech/swallowing 
exercises; and other opportunistic and functional therapy activities such as bike riding, food collecting
and Wii interactive computer games.

Social and Emotional Wellbeing Program – the Young Men’s Camp (supported by the Coca Cola 
Foundation), was the first step in establishing our Social and Emotional Wellbeing program.  The MJD 
Foundation is working closely with Darwin based Psychologist Damien Howard to look at concepts 
around maintaining or improving social and emotional wellbeing for our clients.  

MJD Medical Protocols – With the support of the NAB, we have established a Medical Reference 
Group comprising a cross section of Australian medical professionals who will provide input into and 
peer review of a set of MJD Medical Protocols.  These protocols will cover 17 common symptoms of 
MJD including areas such as Sleep Disturbance, Vision Disturbance, Muscle Cramping/Pain and 
Urinary Incontinence.

Holidays/Respite Trips – We have continued to provide holidays for our MJD clients, as well as 
expanding our program in this area to include social outings when our clients are on government 
funded respite in Darwin, and reverse respite for our clients who are living away from home, so that 
they may stay connected with families and their community.
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Young Men’s Camp – Dec 2009
Photo: Justin Brown
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Our Clients

From Sue Dykstra
Anglicare NT

“If you have ever had the experience of 
receiving a smile from Gabby, you will know 
what it feels like to feel truly happy. 

Gabby shares her joy of life with a generous 
spirit. Gabby and I first met in the early 2000’s, 
just around the time she won the NT Young 
Carer of the Year Award. 

Gabby was her Mother’s carer (Robyn) at that 
time. Robyn was then wheelchair bound due to 
MJD and required a great deal of personal 
support from her daughter. Gabby went on to
receive a diagnosis of MJD herself and became 
wheelchair bound. 

Over the years, our staff have supported Robyn 
and Gabby to enable them to access the 
community for social outings, whenever they 
come to Darwin. 

Earlier this year, Gabby made the difficult decision to move to live in Darwin permanently and is now living 
in supported accommodation. With funding provided by the MJD Foundation we at Darwin Respite Service 
(Anglicare NT) continue our support to Gabby and her Mum Robyn, supporting them to go out a couple of 
times a week, to go shopping, to the cinema, to eat out or to visit each other.

Some special events have been highlights, such as the recent Indigenous Music Awards held at the Darwin 
Gardens Amphitheatre. Gabby really enjoyed the occasion, meeting up there with her Mum, Robyn. Family 
member Geoffrey Gurrumul Yunupingu won awards on the night, ensuring smiles all round from all the 
family present.

Gabby embodies all that is wonderful about her generation. She is strong, confident, a citizen of the world, 
embraces new technology, is compassionate and knowledgeable about the world and all the different 
people within it.

Being young (21), Gabby is a woman of her times, loving to shop for the latest fashions and electronics. 
Being an Aunty is very important to her and she may well rate as one of the world’s best Aunties judging 
by the pride of place she gives to photos of her many nieces and nephews. Being young, Gabby also has a 
wonderfully developed sense of the ridiculous and can share a joke with anyone. Laughter really is the 
best medicine!

An intelligent young woman, Gabby dislikes being patronised (a common fate for people who rely on 
wheelchairs for mobility) by people who do not take the time to speak with her and realise she is capable
of running her own life and making her own decisions. As with all things, Gabby does deal with these 
challenges with dignity and forbearance.

As with all people who have a disability, I’m pretty sure that Gabby would prefer people to see her 
strengths and her abilities, rather than see the wheelchair first and make assumptions from there.”
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Our Sponsors (2009-2010)
Thank you so much to our sponsors for 2009-2010.  Your contribution makes an enormous difference 
in allowing us to meet our objectives.

GROOTE EYLANDT 
CAR COMPANY
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“The MJD Foundation is determined to make a positive impact in the lives of 
MJD sufferers, and Perkins Shipping has had the pleasure of joining the 
Foundation in assisting them in their aims through provision of freight to 
remote regional Australia. We highly commend the MJD Foundation, their 
aims and their professionalism and are extremely proud to partner such a 
worthy organization”. Fiona Goulding, Perkins Shipping

MJDF Board and staff, with Claud Freeman (Vincent Aviation), Senator Trish Crossin and 
Fiona Goulding (Perkins Shipping) at the Aircraft Wheelchair Lift launch.

Photo: Kate Freestone Photography

13
  

 

Our Sponsors (2009-2010)
Thank you so much to our sponsors for 2009-2010.  Your contribution makes an enormous difference 
in allowing us to meet our objectives.

GROOTE EYLANDT 
CAR COMPANY

O
u

r 
Sp

on
so

rs
“The MJD Foundation is determined to make a positive impact in the lives of 
MJD sufferers, and Perkins Shipping has had the pleasure of joining the 
Foundation in assisting them in their aims through provision of freight to 
remote regional Australia. We highly commend the MJD Foundation, their 
aims and their professionalism and are extremely proud to partner such a 
worthy organization”. Fiona Goulding, Perkins Shipping

MJDF Board and staff, with Claud Freeman (Vincent Aviation), Senator Trish Crossin and 
Fiona Goulding (Perkins Shipping) at the Aircraft Wheelchair Lift launch.

Photo: Kate Freestone Photography

13
  

 

Our Sponsors (2009-2010)
Thank you so much to our sponsors for 2009-2010.  Your contribution makes an enormous difference 
in allowing us to meet our objectives.

GROOTE EYLANDT 
CAR COMPANY

O
u

r 
Sp

on
so

rs
“The MJD Foundation is determined to make a positive impact in the lives of 
MJD sufferers, and Perkins Shipping has had the pleasure of joining the 
Foundation in assisting them in their aims through provision of freight to 
remote regional Australia. We highly commend the MJD Foundation, their 
aims and their professionalism and are extremely proud to partner such a 
worthy organization”. Fiona Goulding, Perkins Shipping

MJDF Board and staff, with Claud Freeman (Vincent Aviation), Senator Trish Crossin and 
Fiona Goulding (Perkins Shipping) at the Aircraft Wheelchair Lift launch.

Photo: Kate Freestone Photography

13



 

 

  
 

Our Donors (2009-2010)

               

   

Organisations
GEBIE, NBC Consultants, Darwin Airport Resort, Keep Moving, Lioness Club of Sutherland, Waste 
Solutions (NT), Northern Land Council, Quambatook Lions Club, Quambatook Senior Citizens Club, 
Quambatook Amity Club, Fitzos Boutique, Koonung Secondary College (VIC), Overgrove Pty Ltd

Individuals
Averil Langrell (NZ), Neil Westbury and Diane Smith, Keren Shanley Family, Janice Boddice, Jan and 
Max Boyley, Angela Chesters, Prof Bart Currie, Jake Frazer, Daphne Maidment, Trevor Maidment, 
Matthew Keene, Georgina Whitehead, Rohanna Mohr, Neridine Bilney, Zema Rigzin, Emma Cadogan, 
Ibrahim Abraham, Kate Cahill, Overgrove, Roger Layton, Catherine Mellors, Elizabeth Milewicz-Tyson, 
Judy Wolff (Calvert), Jennifer Barwick, Phil Bubner, Giuseppina Petrozzino, Derek (Po) Luk, Sally Hetzel, 
Anne Horadam, Matt Stormont, James Hunt, Ali and Col Lloyd, Mary Eves, Johanna Wapling, Kylie 
Lopes, Linda Mills, Liz Ward, Deb Theordoros, Andrew Jamison, Ian Bodill, Libby Massey, Michael 
Michie, Shenagh Gamble, Mrs Mannin, Nadia Lindop, Pauline King, Patricia Bradbury, Ellen Christian 
Family, Lesley and John Zylstra, Nikki Barry, Marilyn Faithfull, Rev Reg & Margaret Platt.
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“Thanks to the generosity 
of our donors, we are able 
to purchase equipment 
like these wheelchair 
scales.”
Nadia Lindop, 
Executive Officer

Angurugu Clinic Manager, Jenni Langrell and Roseanna Mirnyowan
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Our Partners (2009-2010)

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 2009-
2010.

“In 2001 I learnt about MJD for the first time. I joined the team at Anglicare NT working in the 
Darwin Respite Service and had the opportunity to meet inspiring people like Lorna Brunton, Kathy 
and Bryan Massey and Libby Morgan, and learn from them. They introduced me to people living with 
MJD, individuals and families whose lives have been turned upside down by this condition.
Many people have shared their experiences with me generously and graciously, in the years since.
This experience enriches my life, develops my capacity for compassion and empathy and teaches me 
humility.
Dignity and grace are the hallmarks of all the people I know who are living with MJD. How can I not 
be inspired by them and spurred to action to support the MJD Foundation and all its clients in their 
quest to learn more about this condition and improve the quality of life for all people living with 
MJD”.

Sue Dykstra, Anglicare NT
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Gwenda Lalara and Joyce Cox (Indigenous Community Volunteers) on holiday in Qld.
Photo: Kathy Massey
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Our Board Members (2009-2010)

Chairperson   – Libby Massey
Vice-Chairperson  – Gayangwa Lalara 
Treasurer  – Doug Talbert
Secretary  – Kathy Massey
ALC Representative – Tony Wurramarrba
Family Representative – Jennifer Baird
Policy Advisor  – Neil Westbury
Medical Advisor  – Prof Garth Nicholson

Patron

In recognition of his past and ongoing valuable contribution 
to the MJD Foundation, we are delighted to announce that 
Professor Garth Nicholson has been appointed as a Patron 
of the MJD Foundation. 

The dictionary definition of a Patron is “one that supports, 
protects, or champions someone or something”.  

Prof Nicholson strongly “supports” the MJD 
Foundation and our clients through his contribution 
as a Board member since our inception in 2008, 
the support he has provided leading to the 
establishment of the MJD Foundation, and his 
ongoing support through the Medical Protocols 
Project and Research Advisory Committee. 
  
Prof Nicholson “protects” individuals and families 
by offering hope in developing a treatment for 
Machado Joseph Disease.  

Prof Nicholson “champions” by highlighting the 
work of the MJD Foundation to his friends and 
peers.
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Left to Right: Jennifer Baird, Tony Wurramarrba, Gayangwa Lalara, Doug Talbert, 
Kathy Massey, Neil Westbury, Libby Massey, Prof Garth Nicholson, Nadia Lindop

Photo: Francine Chinn

Photo: Kate Freestone Photography
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Our Staff (2009-2010)

Executive Officer      - Nadia Lindop 
Director, Research and Community Services  - Libby Massey
Manager, Community Services   - Simone McGrath
Community Worker (Groote/Bickerton)  - Gayangwa Lalara
Community Carer (Groote/Bickerton)  - Doreen Howes
Travel / Respite Coordinator   - Kathy Massey
Administrative Assistant    - Tina Hebblewhite
Bookkeeper     - Zeng Jones
Project Manager     - Rachel Gallagher

Our Volunteers (2009-2010)

Indigenous Community Volunteers (ICV) works in 
partnership with Aboriginal and Torres Strait Islander people 
to design and implement community development projects. 
They draw on a large base of skills from all around Australia 
of people wishing to volunteer their time.

The MJD Foundation has established a partnership with ICV
whereby ICV assist the MJD Foundation's projects by 
providing volunteers.

We would like to particularly thank the following people for 
their help throughout 2009-2010.

Bryan Massey - Volunteer Carer
Joyce Cox - Indigenous Community Volunteers 
  (ICV)
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Photo: Kathy Massey
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Grants (2009-2010)

Department of Families, Housing, Community Services and Indigenous Affairs
$48,000  - Aircraft Wheelchair Lifts (Darwin and Groote)

Centrecorp
$35,000  - Supporting MJD clients in Central Australia

National Australia Bank
$25,000  - Medical Protocols Project

St George Foundation
$26,000  - Equipment for young MJD clients

Department of Health and Ageing
$15,000  - Supporting non-Indigenous Australians with MJD

Carers NT
$500  - Carers week picnic and pamper packs

G
ra

n
ts

Tony Wurramarrba (Anindilyakwa Land Council) at the Aircraft Wheelchair Lift launch in Darwin.
Photo: Kate Freestone Photography

“For Warnindilyakwa people with MJD, many of which are my own family, 
this project is so important.  With this lift, someone in a wheelchair can 
now easily get on and off the plane.  They still need help, but they don’t 
have to feel ashamed”. Tony Wurramarrba, Anindilyakwa Land Council
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Financial Statements – Income Statement (2009-2010)

2010

$

2009

$

Income

Donations 122,923 41,743

Grants  - Note 2(f) 96,921 2,056,500

Interest received 81,300 37,583

Merchandise sales 4,776 5,061

Other income 22,269 4,570

Sponsorship 3,951 20,000

Rebates and refunds 2,130 1,535

Membership fees 418 691

Total income 334,688 2,167,683

Expenses

Accounting fees 700 0

Advertising and promotion 32,837 27,794

Bad Debt 34 0

Bank fees and charges 804 936

Client carers (Non Salary) 6,867 0

Client meals 522 0

Computer software and others 735 1,194

Conference, seminar, meeting costs 2,405 3,382

Consultants fees 80,000 141,245

Depreciation 3,803 450

Dues, Subscriptions, Books 194 1,811

Salaries 124,376 20,168

Superannuation 11,194 1,815

Holiday Pay Provision 1,188 0

Equipment (< $300) 2,030 4,480

Equipment (> $300)  - Note 2(d) 57,027 35,008

Freight/delivery 4,296 1,341

Gift 1,356 1,311

Insurance 7,511 1,218

Interest expense 563 1

Maintenance & repairs 1,744 0

Materials & supplies (Merchandise) 2,722 8,171

Medical supplies 1,720 1,166

Medical research 165,460 8,500

Office consumable 911 1,726

Postage 2,036 1,614

Rent 600 0

Staff training 0 1,300

Stamp Duty 121 66

Telephone/Internet 4,407 2,252

Travel 67,422 75,817

Travel – Client Respite/Holidays 49,929 17,881

Total expenses 635,514 360,646

Surplus/(Deficit) for the year (300,826) 1,807,354
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Financial Statements – Balance Sheet (2009-2010)

2010

$

2009

$

Current assets

Cash and cash equivalents

Cash at bank 115,409 122,482

TCU term deposit 0 150,000

Saving account 1,290,000 1,523,107

Undeposited Funds 1,300 920

Total cash and cash equivalents 1,406,709 1,796,509

Receivables

Trade debtors 17,354 31,439

ATO Reimbursement 13,165 0 

Accrued Income 24,781 0 

GST Receivable 0 326

Total receivables 55,300 31, 765

Total current assets 1,462,009 1,828, 274

Non-current assets

Property, plant and equipment

Plant & equipment - at cost 51,052 6,829

Less: Accumulated depreciation (3,949) (450)

Total property, plant and equipment 47,103 6,379

Motor Vehicle

Motor Vehicle - at cost 18,200 0

Less: Accumulated depreciation (303) 0

Total Motor Vehicle 17,897 0 

Total non-current assets 65,000 6,379

Total assets 1,527,009 1, 834,327

Current liabilities

Payables

Trade creditors 10,806 18,233

Holiday pay liability 1,188 0

Other payables 8,804 9,066

Total payables 20,798 27,298

Total current liabilities 20,798 27,298

Total liabilities 20,798 27,298

Net assets 1,506,211 1,807,354

Members' funds

Accumulated funds at the beginning of the year 1,807,354 0 

Surplus / (Deficit) for the year (300,826) 1,807,354

Accumulated funds at the end of the year 1,506,211 1,807,354
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Dedication

Warren Lalara was born on 21/10/54.  He was the second youngest of eleven children and had the 
privilege of growing up in an extended family environment at Angurugu, Groote Eylandt.  His ‘best 
friends’ were his nephews and cousins that were his own age.  He loved being with his family and 
would often get into mischief when he was young.

As he grew older he became aware of an illness affecting his family.  Initially it wasn’t talked about 
as it only affected his father and older brothers and sisters.  Slowly, it began to affect all of his 
siblings except for two sisters and one brother.  This mystery illness began to attract the attention of 
Professor John Cawte from Sydney in the early 1980’s. The illness developed a name – “Groote 
Eylandt disease”, as at the time it was only thought to be found on Groote.  Further studies were 
conducted by Charles Kilburn and followed soon after by Tim Burt.  It was Tim Burt’s work that 
confirmed the illness to be Machado Joseph Disease.  By this time many of Warren’s brothers and 
sister had succumbed to the illness and it was starting to appear in the next generation.  There were 
many years of no funding and a real sense of hopelessness on the part of family members with MJD 
and a feeling of being ‘let down and forgotten’.

In the late 1980’s Warren developed early signs of MJD, and it wasn’t long before he had to alter his 
lifestyle to accommodate the illness.  At the time he was working as a plant operator with GEMCo 
and could no longer do shift work.  A few more years and he wasn’t able to do his job due to his 
balance issues associated with MJD.  MJD was taking over his life and it appeared that no-one was 
interested in MJD and what was happening on Groote Eylandt.  Specialist therapies were not readily 
available (maybe once every six months) and any support was often sporadic. 

Eventually we moved to Darwin and began the journey through the maze of services and support for 
people with a disability.  After years of seeing doctors, Warren was disillusioned with the medical 
profession and their disinterest in MJD as he had offered himself to trial medication/treatments to 
help find a cure for MJD.  There was no government interest in MJD which led to no funding.

As Warrens’ condition deteriorated his needs grew higher and he was eventually moved to a nursing 
home in Darwin.  Through contact I had made with the Motor Neurone Association, I met Professor 
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Warren Lalara - as a young, healthy man. 
This photo and article is published with the permission of his family.
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Garth Nicholson of the Anzac Institute in Sydney.  More importantly Garth was interested in MJD and 
doing research and he was interested in seeing Warren.       

We drove to Sydney to meet Garth who was able to tell and show Warren of his work.  Meeting Garth 
was what Warren needed as he honestly believed that no one cared about MJD.  We returned to the 
Northern Territory knowing there was someone in Australia researching MJD.

A few years later I shared with Warren a news item of Garth Nicholson’s team and how they had a 
major breakthrough in unlocking one of the mysteries of Motor Neurone Disease.  This brought great joy 
and hope to Warren.  It was two days later (in 2008) that Minister Jenny Macklin announced a small 
grant to investigate the needs of MJD clients on Groote Eylandt – this was within six weeks of coming 
into office.  After spending years advocating governments for MJD awareness finally a government was 
listening and more importantly doing something about it.  Words could not describe how Warren felt 
that day – relieved, thrilled, elated, just don’t seem adequate.

This small grant led to the formation of the MJD Foundation which was being driven by the determined 
efforts of Libby Massey (Morgan).  Warren was fortunate to be at the launch where he was able to catch 
up with Garth Nicholson again.  More importantly he was able to meet Jorge Sequeiros (foremost MJD 
expert in the world).  Warren was particularly interested to learn of other Australians who also had MJD 
and wanted to learn more about their situation.

Warren knew exactly what the MJD Foundation was doing and that the needs of his family and 
subsequent generations would be on the agenda (at a national and international level).  More 
importantly the hope for a cure would become a reality.

In the short time that the MJD Foundation has been in operation Warren was able to see the 
Anindilyakwa Land Council make significant financial contribution – a large portion of this going to 
research.  This made him humbled and proud to know all those involved in making these decisions.

Warren’s main focus was to advocate for research to find a cure as he didn’t want others to go through 
what he was going through.  This project is finally underway.

Warren was proud of the work that the MJD Foundation is doing and he got to hear first-hand from 
family exactly what support they are receiving to prop-up the services that existed/exist on Groote.  
Examples being, electric beds to allow easy access for patient and carer to get in and out of bed, 
suitable wheelchairs, ramps so family can have easy access to get into/out of home and extended client 
support at home for family with high support needs.   More importantly, a wheelchair lift to get on and 
off the plane.  Vincent Aviation was the only carrier that would take MJD clients to and from Darwin.  
Subsequently, Vincent has become the favoured airline with local people and government agencies that 
know of their empathy for clients with a disability.  The wheelchair lifts are based at Vincent Aviation in 
Darwin and on Groote.

Although the last few years were spent in a nursing home, the greatest joy that Warren had was to see 
his children and grandchildren – he was immensely proud!  Warren was to return home on 22/9/10 for a 
holiday.  He was going with two carers, his son Daniel and Bryan Massey.  They were going to go 
fishing, catch up with family etc.  Sadly, Warren became ill and went to hospital the day he was due to 
fly home.   He passed away the next morning.  

In our hearts we know that he is home and enjoying all the things he loved – fishing and being with 
family.

It is his strongest wish that we continue:
to advocate to improve the quality of services available for MJD clients (irrespective of where the 
clients live) as this leads to an improved quality of life that people are entitled to.  
to advocate for research funding to find a cure.
to support and encourage those with early stage MJD and give them hope.

Jennifer Baird
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MJD Foundation Inc
PO Box 414,

Alyangula NT 0885
ABN: 85 714 539 093

Ph: 1300-584-122
info@mjd.org.au
www.mjd.org.au

Groote Eylandt sunset from the Dugong Beach Resort
Photo: Ange Chesters


