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About Us

‘The MJD Foundation (MJDF) partners 
with Aboriginal & Torres Strait Islander 
communities to support families living 
with Machado-Joseph Disease (MJD) and 
Spinocerebellar Ataxia 7 (SCA7) by providing 
specialised knowledge and supports. We 
collaborate to conduct research, providing 
hope for the future, and use our influence for 
change so people living with MJD and SCA7 
can live stronger for longer.’ 

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

The MJD Foundation prides itself on having 
strong community and family connections – 
always working from a grassroots perspective 
– ensuring we are listening to the needs and 
desires of families affected by MJD and SCA7.

The MJD Foundation is a registered NDIS 
provider, and a registered ACNC Charity 
with Deductible Gift Recipient status.

ABN 65 159 208 867

VISIT OUR  
WEBSITE Becky, Janine, Julie, Lisa and Gen –  

Strategic Planning workshops May 2022.
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Conducted  
Strategic Planning  

with Board, staff and 
clients/families –  
Groote Eylandt  

and Darwin.

Commenced 
Neurology 

Specialist Clinics, 
delivered by Assoc Prof 
David Szmulewicz, a 
leading Australian 

Ataxia Neurologist. 

Opened 
Yilyakwa Manja 

(‘Sugarbag House’) 
in Umbakumba, Groote 

Eylandt, to expand remote 
community therapy, 
education, genetic 

services, and  
research. 

Commenced  
planning to establish 
an ‘in-place’ service in 
Ngukurr, Roper River.

Partnered with 
Bush Medijina 

to promote our 
organisations to 
Accenture for NAIDOC 

week.

Participated in the 
development of the 

inaugural NT Disability 
Strategy and Action 
Plan.

MJDF and Bush Medijina 
teams on Groote Eylandt.

Developed an online 
and interactive MJD 
Careworker Training 
Module.

Strengthened our  
SCA7 Program by  

building trust-based 
relationships with  
affected families.

‘Highly  
commended’  

for Excellence in  
Advocacy and Promotion 
of Human Rights, 2021 
NT Disability Services & 

Inclusion Awards.

Participated in  
seven (7) research 

publications across: 
communication,  
genetic services, drug 
treatments (Zebra  

fish and mice). 
Conducted five  

(5) health  
professional in-
services, and seven 
(7) careworker 

workshops.

Improved vehicle 
accessibility by  
installing 2 turneys  
and 2 wheelchair lifts.

Key 
Highlights  

2021-2022

Acquired a new  
Darwin space for  

a dedicated Client 
 Therapy and  
Wellbeing Hub.8



Message from the Chair

This is my first year as Chairperson of 
the Board of MJD Foundation. I am 

enormously grateful to Gayangwa 
Lalara OAM, Vice Chairperson 

and co-founder of MJDF, who 
continues to inspire us all. 
Tony Wurramarrba AO also 
continues to play a pivotal 
role securing support for 
the MJDF. Neil Westbury 
PSM has provided 12 years 
of outstanding leadership 
since the beginning of the 

MJDF. We all thank him for 
his dedication to MJDF and my 

personal thanks for his ongoing 
guidance. We are fortunate to 

have a strong and committed Board 
and I thank my fellow Directors for their 

contributions. 

We are also fortunate to have great staff 
led by Nadia Lindop OAM, our CEO. To 
you all, our thanks in what has been a 
difficult year especially with the impact of 
COVID-19. Nadia shows her strength and a 
deep understanding of the purpose of the 
MJDF every single day.

This year we all participated in Strategic 
Planning for the MJDF for 2022-2027. 
The first strategic goal will be to continue 
to design and deliver our programs and 
services ‘Our Way’ so that clients and 

families are embedded throughout our 
organisation. Second, we are determined 
that our service provision will be equitable 
across the locations where people with 
MJD are living. We want to overcome the 
barriers that face our clients in remote 
areas so that people can choose to stay 
living in their remote communities for as 
long as possible. Third, we will ensure 
our clinical and community services are 
best practice, based on evidence through 
robust research. And fourth, we will make 
sure our clients are eligible and ready 
to participate when clinical drug trials 
happen.

In addition to our longstanding core 
activities of community services, research, 
education and advocacy, we have added 
clinical services. This recognises the 
importance of primary health and clinical 
services provided by the MJDF especially 
the neurological specialist clinics, our 
specialised therapy program and our 
genetic care program.

I want to especially thank Dr David 
Szmulewicz for running the neurology 
clinics, and Denis and Vee Saunders for 
their very generous donation to support 
our genetic care program. Our thanks 
to the other organisations that continue 
to contribute funding and support, in 
particular the Anindilyakwa Land Council 

The MJD Foundation is a very special organisation. Formed by people 
who want to see support and care delivered ‘Our Way’, meaning that 
everything is led by the people with Machado-Joseph Disease and their 
families and this ethos is embedded in everything we do. Whether 
it is daily care or research that we all hope one day might lead to 
prevention or cure from this devastating disease, our actions and 
thinking are led by these values.

(ALC), South32/GEMCO, Groote Eylandt 
Aboriginal Trust (GEAT), Groote Eylandt 
Bickerton Island Enterprises (GEBIE), 
Sea Swift, Youngcare, Groote Eylandt 
Lodge, Traditional Credit Union, Gilbert + 
Tobin, Share the Dignity, AdaptaliftGSE, 
Arnhem Land Progress Association (ALPA) 
and Hutsix. Each of these organisations 
understand just how challenging our work 
is in very remote communities and we 
appreciate your support very much.

The National Disability Insurance Scheme 
(NDIS) provides funding for care and 
support for people with MJD and has 
changed people’s lives and created 
opportunities for the better. A key 
challenge for the NDIS continues to be 
delivering services in remote communities. 
We will work with people with Machado-
Joseph Disease to make sure that the 

NDIS meets its objectives, that 
all Australians with profound 
disability are able to live the lives 
they want for themselves.

Donors 
Denis and Vee 

Saunders learning 
from Vice Chairperson 

Gayangwa Lalara OAM as 
she talks with them about 
‘Ngeniyerriya – The story 

of MJD on Groote 
Eylandt’.

THE HON JENNY MACKLIN
CHAIRPERSON
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1.12What is Machado-Joseph Disease?
Machado-Joseph Disease (MJD) is a hereditary (genetic) 
neurodegenerative condition. It is in a ‘family’ of 
neurodegenerative diseases called Spinocerebellar Ataxias 
(SCAs). MJD is also sometimes called SCA3.

MJD occurs because of a fault in a chromosome that 
results in the production of an abnormal protein. This 
protein causes nerve cells to die prematurely in a part 
of the brain called the cerebellum. The damage to the 
cerebellum initially causes muscular weakness and 
progresses over time to a total lack of voluntary muscle 
control and very significant permanent physical disability. 

MJD is an inherited, autosomal dominant disorder, 
meaning that each child of a person who carries the 

defective gene has a 50% chance of developing the 
disease. The mutation is typically expanded (worsened) 
when it is passed to the next generation (known as an 
‘anticipation effect’). Symptoms of the disease sometimes 
appear around 8 to 10 years earlier for each generation 
and can be more severe.

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

How MJD and SCA7 Affect Your Body

BUT A PERSON’S BRAIN STAYS SMART

Loss of balanceMuscle cramping & weakness

Blurry or shaky vision

Social wellbeing issuesEmotional wellbeing issues

Blindness, macular degeneration (SCA7)

Where 
the MJD 
Foundation 
operates

MJD in Arnhem Land and Beyond
The effects of MJD have been known to the Aboriginal 
people of this region for at least four generations, 
although the first confirmed case was not diagnosed 
until 1995. Research that was released in 2012 used DNA 
Haplotyping and linked the genetic strain of MJD found in 
Australia to that found in Asia. Although it is impossible 
to predict the number of Aboriginal Australians who will 
develop MJD, there are currently over 792 Aboriginal 
Australians thought to be ‘at-risk’ of developing the 
disease across the top end. (At-risk individuals are 
individuals alive today, who are direct descendants of 
those with the disease. If a parent has MJD, their child 
has a 50% chance of being born with MJD and therefore 
developing the symptoms at some stage in their life).

What is Spinocerebellar Ataxia Type 7 
(SCA7)?

SCA7 is sometimes described by the MJD Foundation 
as ‘like a cousin’ to MJD, as it is in the same ‘family’ of 
diseases: the Spinocerebellar Ataxias (SCAs). Like MJD, it 
is also caused by a chromosomal abnormality, creating 
the build-up of a toxic protein which causes many of the 
same symptoms as MJD. However, SCA7 has the added 
burden of causing progressive blindness, especially for 

people who show signs of the disease when they are 
young. The ‘anticipation effect’, described in MJD, is also 
more pronounced in SCA7, meaning there is an increased 
likelihood of subsequent generations having significantly 
earlier onset of symptoms and, like MJD, there is no known 
cure or medical treatment for SCA7.

The MJD Foundation was first introduced to SCA7 
families in North QLD in 2017, however a more in-depth 
engagement did not commence until 2020. Since 2017, 
the MJD Foundation has been working closely with families 
to compile the family tree (pedigree), which now spans 
seven generations and has over 300 family members that 
are potentially at risk of inheriting SCA7, with 19 confirmed 
cases. 

In many ways, the situation with SCA7 in North QLD is 
similar to what we initially encountered on Groote Eylandt, 
and across the Top End, with MJD: a poorly understood 
disease that many health professionals, as well as family 
members, knew little about.

Our hope is that we can provide the SCA7 families, and 
those connected to them, with the same level of care and 
support as our MJD clients.

Bowel and bladder problemsSlurred speech

Sleep disturbances Swallowing difficulties
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Highlights from the CEO

This year marked the end of our last Strategic Plan, 
providing us with the opportunity to take a breath, reflect 
on the role of the MJD Foundation (MJDF), and engage 
with clients/families, staff and Board members to plan 
the next five (5) years. Whilst much can change over that 
period of time, what is clear to us is that our responses 
to change will continue to be driven by the expressed 
desires and needs of our clients/families. ‘Future Way’, 
our Strategic Plan 2022-2027 captures these principles, 
and I feel privileged to have participated in our workshops 
on Groote Eylandt and Darwin, alongside our MJDF family, 
bringing everyone together (NT and QLD) to listen, take 
time to honour our differences, and to work together to 
make us even stronger.  

For over a decade, the MJDF has been working to open 
the door for our clients to receive Neurology services. 
And after a decade of obstacles, we were very excited 
for this program to launch in late 2021. We cannot thank 
Assoc Prof David Szmulewicz enough for his commitment 
to travel to remote communities of the NT twice per year 
to ensure our clients are receiving regular Neurological 
assessments. These clinics are critically important both for 
tracking clients’ symptom progression and recommending 
appropriate therapeutic interventions, but also for 
capturing essential biomarker data that could make a 
difference in our clients being eligible for future clinical 
drug trials. You will note this new program is discussed 
several times in this Annual Report, a reflection on how 
important it is.

‘Yilyakwa Manja’ (Sugar Bag House) was officially 
named. Yilyakwa Manja is our MJD multipurpose facility at 
Umbakumba, Groote Eylandt and will be used to expand 
our remote therapy, genetic care, education, and research 
programs.

The MJDF continues to be a strong voice for our clients, 
and our advocacy remained focussed on: Aboriginal 
& Torres Strait Islander access to services; NDIS 
improvements and working to ensure our clients get 
the best possible NDIS Plans; remote service delivery; 
degenerative conditions and the NDIS. We participate on 
several Boards, reference groups, advisory groups and 
communities of practice that present opportunities for us 
to influence decision makers so that our clients receive 
improved outcomes.

Everyone at the MJDF is passionate about looking for new 
and innovative ways to support our clients/families. In 
response to COVID limiting our opportunities for face-to-
face careworker education, we developed and launched 
an online MJD Careworker Training Module. I feel 
incredibly proud to see the high-quality resource that has 
been developed by our team, which is available free of 

 
Yilyakwa Manja logo: The swirl represents the distinctive 
and unique sugarbag beehive, with the dots signifying the 
various components of the facility, all moving towards a 
common goal.

charge to anyone providing care for people with MJD (or 
other conditions). 

This year we completed an organisational restructure, 
putting in place a robust workforce structure to deliver on 
our ambitious ‘Future Way’ Strategic Plan (2022-2027). In 
particular, we welcomed Vanessa Schuurman into the new 
role of HR Manager, and Sarah Catorall into the new role of 
Executive Assistant. I cannot thank them enough for their 
support over the last year. 

We were devastated to lose two (2) much loved clients 
this year. Thank you to their families for the graciousness 
and inclusiveness shown in their sharing of culture and 
grief.

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. We cannot thank you enough.

NADIA LINDOP OAM 
CEO

MJDF’s CEO Nadia 
Lindop was hosted by 

Careflight Top End, meeting 
with Jodie Mills (Head of Northern 

Operations), touring the Darwin 
hangar and operations centre, and 
meeting key staff. MJDF partnered 
with Careflight as part of our Kin 
Connect Program in 2021 and are 

exploring future partnering 
opportunities.
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Research

The results of our COVID and 
communication research 
project have now been 
finalised. We have already 
implemented many of the 
recommendations our families 
made about how best to 
communicate and are working 
on manuscripts to share the 
information in publications. 

A herculean effort has also 
seen the results of our sleep researched published. The 
serious and debilitating sleep disorders that our clients 
live with are now documented, peer reviewed and can 
be used in advocacy for improving their living conditions, 
providing evidence to the NDIA around the need for active 
overnight care and gaining access to treatments.

The amazing team of Yolŋu researchers working with 
Rebecca Amery to develop first language augmentative 
and alternative communication tools, to assist those 
people living with MJD who have lost speech, continue 
to produce ground-breaking papers. The team has 
published two more papers this year. 

Whilst we were all locked down due to COVID, Dr Angela 
Laird’s team at Macquarie University in the Laird Group 
– Neurodegeneration Treatment Lab has been making 
incredible progress in their work with zebra fish and mice 
across topics such as: drug treatments for MJD; autophagy 
pathway for MJD; anxiety/depression in mice with MJD; gut 
microbiome impacts of MJD. We are looking forward to a 
range of publications coming out soon.

Taking a step back from overseeing our research projects, 
Libby Massey continues to work with senior Aboriginal 
women on Groote Eylandt investigating their perspectives 
about reproductive decision making in their families in a 
PhD project through James Cook University.

September 2021 was the official launch of the ‘Attitudes 
to Reproductive Decision Making’ research project, being 
conducted by Libby Massey, Gayangwa Lalara and Gwen 
Lalara with Groote Eylandt women. If you missed it, you 
can watch it here. We’re keen to 
grow our ‘listening group’ across 
the project, so get in touch if 
you’d like to know more.

Work in the treatment of ataxias globally has gained 
significant traction in recent years. There are currently 
a number of international trials underway that are 
significant for people impacted by MJD. These can be seen 
in a ‘pipeline’ of projects designed to improve the lives of 
people living with ataxia. 

We have been aware of the need for our families to have 
a clear understanding of these trials for some time, so 
that where appropriate, they will be able to participate in 
them. Clinical trials are complex and adhere to rigorous 
scientific processes, some of which can be difficult to 
understand. The information that our families shared 
in Part One of the randomised controlled trial (RCT) 
investigating rehabilitation for hereditary ataxias – 
a project we took part in with investigators from the 
Murdoch Children’s Institute, funded through the Medical 
Research Future Fund (MRFF) – will be invaluable in 
assisting our knowledge on both how people think about 
such trials and what motivates them to participate. All 
treatment phases of this project are now complete for our 
cohort, and we look forward to implementing the wisdom 
from our families and publishing the results. 

A new clinical collaboration with neurologist and 
neuro-ontologist Assoc Prof David Szmulewicz will 
also provide valuable assessment information and 
opportunities for clinical research.

We also continue to participate in research designed 
to improve equity and access for Aboriginal Australians 
through the Achieving Equity in Genomic Health for 
Indigenous Australians (AEGH) project. This important 
project is producing publications and policy documents 
that will change the way that genetics services are 
delivered. This project has been funded by Medical 
Research Future Fund’s (MRFF) Genomics Health Futures 
Mission (GHFM).

Publications

Significant publications from the last year are:

Sleep Research

LaGrappe D, Massey L, Kruavit A, Howarth T, Lalara G, 
Daniels B et al. Sleep disorders among Aboriginal Australians 
with Machado-Joseph Disease: Quantitative results from a 
multiple methods study to assess the experience of people 
living with the disease and their caregivers. Neurobiology of 
Sleep and Circadian Rhythms. 2022 May;12:1-10. 100075. 

Augmentative and Alternative Communication – PhD – 
Bec Amery

Amery R. Developing augmentative and alternative 
communication systems in languages other than English: 
A scoping review. American Journal of Speech-Language 
Pathology. 2022 July; accepted for publication.

Amery R. AAC for Aboriginal Australians: Developing 
Core Vocabulary for Yolŋu Speakers. Augmentative and 
Alternative Communication. 2022 May; accepted for 
publication.

Macquarie Uni - Laird Group – Neurodegeneration 
Treatment Lab

Robinson KJ, Yuan K, Plenderleith SK, Watchon M, Laird A. 
A novel calpain inhibitor compound has protective effects 
on a zebrafish model of spinocerebellar ataxia type 3. Cells. 
2021 Sep 29;10(10):1-15. 10102592. 

Sena PP, Weber JJ, Watchon M, Robinson KJ, Wassouf Z, 
Hauser S et al. Pathophysiological interplay between 
O-GlcNAc transferase and the Machado-Joseph disease 
protein ataxin-3. Proceedings of the National Academy 
of Sciences of the United States of America. 2021 Nov 
23;118(47):1-12. e2025810118. 

Robinson KJ, Tym MC, Hogan A, Watchon M, Yuan KC, 
Plenderleith SK et al. Flow cytometry allows rapid detection 
of protein aggregates in cellular and zebrafish models 
of spinocerebellar ataxia 3. DMM Disease Models and 
Mechanisms. 2021 Oct 1;14(10):1-12. dmm049023.

Luke, J., Dalach, P., Tuer, L. et al. Investigating disparity 
in access to Australian clinical genetic health services 
for Aboriginal and Torres Strait Islander people. Nature 
Communications 2022 Aug 24;13(1):4966.

Launch of research investigating 
reproductive decision making

Director of Research and Education, Libby (left), discussing 
what is important to consider for trial participation in Part One 
of the randomised controlled trial (RCT) with staff from Cairns, 
Yarrabah, Papunya (Central Australia) and Ngukurr. 

Gwen, 
Libby and 
Gayangwa.
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“I want to keep doing physio ‘on country’. It helps 
me be strong on the inside, so I can stay strong on 
the outside” – MJDF client. 

Amagula River Mouth, Groote Eylandt.
1918



Becky, Joyce (photo 
top right) Leah (photo 

bottom), and the MJDF 
Team, filming for our 
new suite training 

resources. 

Tamara learning  
about the family 
pedigree from  
Laylah and Liyandra.

Education
During this year, we have continued to build and improve 
our range of educational resources. 

A suite of material specific to our SCA7 families has been 
compiled for the first time, and we look forward to sharing 
them with families and health and community care 
workers involved in their care. This includes a brochure 
and several Help Sheets that explain SCA7, and its 
associated symptoms and best-care treatment strategies. 
These resources were developed in collaboration with 
the SCA7 Program staff, and the information is specifically 
tailored to the SCA7 families we work alongside. 

Meeting the complex, high intensity support needs of 
our clients is fundamental to ensuring they have the 
best lives possible. This year our community services 
and education teams have worked to develop a Clinical 
Training Module that educates staff in vital areas of 
significance to MJD, such as complex-bowel care, enteral 
feeding and management, urinary catheter management, 
pressure care, swallowing difficulties, and communication. 
Funded by NT Primary Health Network (PHN), this clinical 
module meets the High Intensity Support Skills descriptors 
under the NDIS Practice Standards that are relevant 
for our clients and are written to ensure that all staff 
working across the MJDF team can provide these supports 
to clients competently. As part of the clinical module 
development, practical aspects of these clinical areas are 
demonstrated using instructional videos that were filmed 
with clients and staff. 

To counter the challenges of COVID-19 restrictions, limiting 
our face-to-face workshop delivery, and the ongoing 
need to provide education to new carers across different 
sites, the MJDF has developed a virtual training module 

for family who are carers and for formal support workers 
of people living with MJD. Funded by South32/GEMCO, 
the online and interactive Careworker Training Module 
provides baseline training that will compliment in-person 
training, and provides cost free resources, for all carers of 
people living with MJD. The module has been designed 
to meet the learning requirements and to reach a large 
audience by using plain English text, multimodal formats 
including videos and activities, and is also available as 
alternate text. The module will also be utilised as part of 
onboarding MJD Foundation staff and 
volunteers. The module is available here: 
https://www.mjd.org.au/careworker-
training or at the QR code.

Despite the challenges of COVID, we were 
able to conduct five (5) in-services for health professionals 
and seven (7) careworker workshops, along with in-
services to medical students at Flinders University and the 
University of Wollongong.

Genetic Care

We were extremely fortunate this year to receive a 
generous donation from philanthropists Denis and Vee 
Saunders to enable our critical Genetic Care Program to 
continue, following the cessation of Federal Government 
funding in June 2020. The process of engaging sensitively 
with families, sharing information, and conducting testing 
in a manner that is appropriate to individual and family 
sensibilities is vital to effective engagement with people 
living with MJD. To do this requires stepping outside of the 
classic biomedical, outpatient, specialist model of service 
delivery.

We have embarked on a project to thoroughly embed this 
critical information in our staff and family members. The 
development of an in-house Genetic Training Module 
has been a focus of this year, and we will begin rolling this 
out during 2022-23 as a ‘core competency’, ensuring that 
everyone who interacts with our families within the MJDF 
is comfortable with sharing basic concepts and knowing 
when to refer on to our Genetic Counsellor. In addition, 
we continue our longstanding clinical relationship with NT 
Clinical Genetics for clinical care and follow up.
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Neurology Clinics

This past year we embarked on an exciting and critically 
important new program, working with Assoc Prof David 
Szmulewicz, a Neurologist from Melbourne and one of 
only a few neurologists who specialises in ataxias. Our 
clients have rarely had access to Neurologist reviews, 
which is important for both the clinical care of clients 
and best-practice interventions throughout their journey 
with MJD. The reviews will also assist in the collation of 
clinical biomarker information and will enable potential 
participation in clinical drug trials. After many years of 
advocating for this support for our clients, we had two 

very successful ataxia clinics: one on Groote Eylandt 
and one in Darwin. Dr Szmulewicz’s expertise and good 
humour made these clinics instructive and enjoyable 
for both staff and clients. The next clinics are scheduled 
for Ngukurr and Galiwin’ku in late 2022, and we plan 
to conduct clinics twice per year. Dr Szmulewicz is well 
connected to the international ataxia research community, 
and we are hopeful that there will be clinical drug trial 
opportunities for our clients in the future.

MJDF’s 
Physiotherapy 
group in Darwin.

Therapy Program

MJDF has long recognised the significant importance of 
therapeutic interventions in keeping clients living with 
MJD and SCA7 ‘stronger for longer’, and our therapy 
program has been running since 2011. Emerging credible 
evidence supports the notion that specialist Allied Health 
interventions for MJD and SCA7 can make an impact 
on the progression of the disease. We have therefore 
embarked on the development of an expanded Therapy 
Program, incorporating our long-standing expertise 
and knowledge of these conditions into a structured, 

evidence-based, culturally safe therapy program. With 
the acquisition of new premises in Darwin and Groote 
Eylandt, and a dedicated Therapy Program Manager, we 
are currently completing a business case and program 
design for an expanded program and are looking forward 
to getting this program up and running soon.

Assoc 
Prof David 

Szmulewicz and our 
multi-disciplinary team 

Kayte (Speech Pathologist), 
Julie (Aboriginal Health 
Worker), Gillian (Therapy 

Assistant) and Gen 
(Physiotherapist).
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Paulette’s Kin 
Connect, a trip home 
to Gunbalanya from 
Darwin.

“That ‘Kin Connect Program’, 
bringing people home to 
their community when they 
have to live in Darwin, it’s so 
important. It makes their heart 
strong and lifts their spirits” 
– MJDF Senior Cultural Advisor.

Community Services

The Community Services team is often the public face of 
the MJD Foundation: our workers are out on community, 
in people’s houses, transporting our clients, and are even 
holding a fishing line alongside our clients.

There is also a less public role that we take, which is 
what differentiates us from the many other organisations 
that support people with disabilities. Our Community 
Services team also runs education sessions for Support 
Workers, Therapists and Medical Staff; we respond to 
frequent requests to offer advice to clinics on complex 
ethical issues around genetic testing; we talk with family 
members about relatives they are worried about; we 
advocate for improved NDIS plans, and better quality care 
from other support organisations, including accessible 
housing and transport options; we liaise with Government 
Departments and Non-Government Organisations, church 
groups and Aboriginal Land Councils to better support our 
clients, and to advocate on behalf of remote community 
Aboriginal people in general; and, as always, in everything 
we do we work alongside our Aboriginal Cultural Advisors 
and Community Workers to ensure we work in a culturally 
safe manner.

The MJDF has long standing trust-based relationships 
with the families that are affected by MJD, and we are 
developing similar connections with SCA7 families in 
North Queensland and beyond. We have been connected 
with families for several generations, since the Massey 
family befriended the Lalara family on Groote Eylandt 
some 53 years ago. Our staff have helped people as they 
have gotten older and more affected by MJD – walking 
alongside them, helping them when they can no longer 
walk strongly, pushing them when they need to use a 
wheelchair and, sadly, sitting next to them as they take 
their last breaths.

This year, once again, we have lost some much-loved 
family members to MJD. As many of our Aboriginal 
Community Workers are closely related to those who have 
passed, we share their grief and try to support them as 
best we can. This takes a toll on all of our staff, Aboriginal 
and Non-Aboriginal alike. But we continue to be inspired 
by the resilience of our Aboriginal colleagues and friends, 
the quiet grace of the families we work alongside, and the 
friendship and good humour that they embody. 

In 2018, the MJDF began working alongside Traditional 
Owners from the Cairns region after some of the families 
were diagnosed with SCA7, a condition which is closely 
related to MJD. This has resulted in our having a dedicated 
SCA7 Program based in Cairns. We continue to work on 
the family tree identifying ‘at risk’ family members; we 
have supported several people who have been newly 
diagnosed and have helped them to access NDIS plans; 
and we have held education sessions for medical, allied 
health and care workers who have little to no knowledge 
of this rare condition. We have also been asked for advice 
and guidance on complex ethical questions around 
genetic testing by local health services.

MJD House has continued to offer valuable respite time 
for our families, with most clients able to visit twice over 
the year. Both houses, at Rapid Creek and Wanguri, are 
lovely, welcoming places where people can relax and 
have quiet time, as well as experience the attractions of 
being in Darwin. Most of the families who come in know 
our MJD House staff well, and usually call by our office in 
Coconut Grove to catch up with the staff there too – and 
they sometimes even do some physiotherapy or speech 
therapy while they are there. The value of respite cannot 
be overstated: it benefits not just the person affected by 
MJD, but also the family members who come with them, 
keeping families stronger for longer and our clients able to 
live in and be cared for in their remote communities. 

Like the rest of the country, we have been dealing with 
the impact of COVID-19 these last few years. We have 
had to put our Holiday of a Lifetime Program on hold 
and reduce the number of Kin Connect trips we usually 
undertake during the year. The Kin Connect Program is 
one of the most rewarding activities we undertake, helping 
people with sometimes profound levels of disability return 
to their communities to reconnect with family, culture 
and country. They take an enormous level of planning and 
input from our staff, and other organisations, but the joy 
on our families faces when people get back home is worth 
all the effort. Despite the additional complications of the 
pandemic, we have managed to run several Kin Connect 
trips over the past 12 months and hope to increase these 
trips again next year.

Of course, the work the Community Services team does is 
only possible because of the work done in the background 
by our dedicated Administration, Operations, Finance, 
NDIS, Continuous Improvement and HR teams. These 
are the people who arrange travel and the delivery of 
goods to our clients, keep vehicles on the road, pay the 
bills, bring in valuable funding, stay on top of NDIS funds, 
recruit new staff, and look after our IT systems. But, unlike 
many organisations, many of our office-based staff also 
have long standing relationships with our families.

They also share in the sadness of seeing people decline. 
They also share in the smiles and hugs from our friends 
and colleagues who live with MJD and SCA7.

Make a donation to the 
Kin Connect Program
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Stacey, Mogs, Diana 
and Fiona attend 
the National Day of 
Action in Darwin to 

#DefendOurNDIS.

Gwenda and Shelley at 
MJDF’s NAIDOC stall at 
Yarrabah, QLD.

Vickerina at the NT 
Disability Services & 
Inclusion Awards.

Advocacy

The MJD Foundation strives to improve outcomes for our 
clients by ensuring the people who can make a difference, 
understand about MJD and SCA7, and understand how 
policies impact people’s lives. We use our influence to 
make meaningful and practical changes to the relevant 
policies and practices. We raise awareness of the impacts 
of MJD and SCA7 on families and communities. 

• NT Disability Minister’s – Disability Advisory Committee member

• NT Disability Strategic – Steering Group member

• National Disability Services (NDS) – National Board Director

• National Disability Services (NDS) – NT Committee deputy Chair

• National Disability Services (NDS) – Remote very Remote national committee Chair

• NDIS – Ngukurr provider roundtable member

• NDIS – Submission to the annual Pricing Review

• Neurological Alliance Australia (NAA) – member 

• ABC Darwin media coverage – NDIS remote community challenges

• Koori Mail media coverage – Groote MJD history book launch

• NAIDOC Unity Fence event with key stakeholders (Darwin)

• NAIDOC Yarrabah event raising awareness of SCA7

• Driveways completed on Groote for clients with mobility issues

• Ngukurr ramps completed for housing access

• Highly commended in the NT Disability Services & Inclusion Awards

• NDIS National Day of Action participation

Key Highlights

The Cairns team represented MJDF at Yarrabah’s 
NAIDOC event this year. The purpose of the stall was to 
offer educational material on SCA7, especially designed 
for families experiencing the disease. Many people in 
the community are not aware of SCA7 and that it might 
affect their family. 

We were super excited to have received a ‘highly 
commended’ award for ‘Excellence in Advocacy and 
Promotion of Human Rights’ at the NT Disability Services 
& Inclusion Awards in December 2021. This award 
recognised the work MJDF did in working with the NDIA 
to reverse their decision to change Gunbalanya from ‘very 
remote’ to ‘remote’ NDIS pricing.

Every few years, as clients with MJD progress to requiring 
mobility aids, MJDF puts significant effort into advocating 
for driveways that don’t flood in the wet season and are 
wheelchair accessible. We talk to Ministers, Government 
housing departments, Local Government and local 
organisations. In some circumstances it is just too 
unsafe to wait for action and to risk another wet season 
where clients (and staff) are either at significant falls 
risk, or where clients simply cannot access their houses 
independently. A big thanks to Youngcare, who provided 
a grant for the installation of a driveway and 2 concrete 
ramps on Groote Eylandt and in Ngukurr. 

NAIDOC Stall, Yarrabah QLD NT Disability Service & 
Inclusion Awards (2021)

Driveway Accessibility 
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Fishing with family and 
MJDF staff, Ngukurr.
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Our 
People

Jill, Gwen, Gayangwa and 
Suzanne – Groote Eylandt.

Board  
2021-2022

Jenny Macklin

Gayangwa Lalara OAM

Neil Westbury PSM

Janice Oake

Tony Wurramarrba AO

Jennifer Baird

Jennifer Cullen

Prof Patrick Keyzer

Libby Collins

Vacant

“When I saw the list of 
names here on this meeting 

paper, the staff working together 
and our clients, it makes me happy to 

see. All of us are doing a tremendous job, 
working so good together, to make life 

better for our clients, and even for 
ourselves as staff. I am happy just 

as it is now.”

50% Aboriginal Directors

The MJD Foundation Board - left to right: Nadia Lindop, Janice 
Oake, Tony Wurramarrba, Gayangwa Lalara, Neil Westbury, 
Jenny Macklin, Jennifer Cullen, Jenny Baird, Prof Patrick Keyzer, 
Libby Collins.

– GAYANGWA LALARA OAM  
SENIOR CULTURAL ADVISOR  

AND VICE CHAIRPERSON

3130



Staff 2021-2022

Our Darwin team,  
with clients and  
family ‘on country’  
at Buffalo Creek.Staff

• James Adeyera - Family Support Worker
• Genevieve Agostinelli - Manager, Community Services
• Mel Asendorf - NDIS Manager 
• Kayte Bennett - Manager, Community Services
• Adam Brooks - Trainee Finance Officer
• Laylah Bukulatjpi - Community Worker
• Sarah Catorall - Executive Assistant to the CEO
• Bronwyn Daniels - Community Worker
• Elaine Daniels - Community Worker
• Susan Dickie - Manager, Community Services
• Gillian Edmiston - Family Support Worker
• Mel Fajerman - Manager, Community Services
• Gwenda Farrelly - Family Support Worker
• Shelley Fitzsimons - Family Support Worker
• Tina Hebblewhite - Admin/Procurement Officer
• Fiona Heerink - Family Support Worker
• Naomi Hogben - Family Support Worker
• Nick Kenny - Manager, Community Services
• Gwen Lalara - Co-Researcher/Community Worker
• Joyce Lalara - Co-Researcher/Community Worker
• Nikki Li - Finance Officer
• Brett Mamarika - Community Worker
• Hilroy Mangurra - Community Worker
• Jess Meagher - Manager, Community Services

• Wyam Morris - Manager, Community Services
• Caitlyn Morrissey - MJD House Manager
• Vickerina Nganjmirra - Community Worker
• Ben Ngwele - Family Support Worker
• Theo (Obi) Obiawuchi - Family Support Worker 
• Rebecca Page-Wood - Manager, Community Services
• Kate Pope - Manager, Community Services
• Nancy Raggett - Community Worker
• Stacey Reilly - Senior Administrative Officer
• Billie Russo - NDIS Client Services Assistant
• Janine Ryan - Genealogist/Research Officer
• Georgia Scells - Family Support Worker
• Selvyia Sharpe - Community Worker
• Tamara Shepherd - MJD House Coordinator
• Lindsay Tuer - Genetic Counsellor
• Jillian Turner - Manager, Community Services
• Rachael Turner - Manager, Community Services
• Maria Valdivia - Bookkeeper
• Diana Warford - NDIS Client Services Support Officer
• Tommy Weetra - Family Support Worker
• Liz Willis - Education Officer
• Steve Wurramara - Community Worker
• Lisa Yidawuku - Community Worker

Executive Management Team

• Nadia Lindop OAM – Chief Executive Officer
• Libby Massey OAM – Director, Research & Education
• Gayangwa Lalara OAM – Senior Cultural Advisor
• Mark Kilpatrick – Director, Community Services 
• Vanessa Schuurman – HR Manager 

Management Team

• Leah Clarke – Manager, Darwin Community Services Team
• Gwenda Farrelly – Cultural Adviser 
• Alison Grootendorst – Therapy Program Manager
• Zeng Jones – Finance Manager
• Mark Kilpatrick – SCA7 Program Manager
• Morag MacLennan – Operations Manager
• Rebecca McCue – Manager, Continuous Improvement
• Jodie Wilton – NDIS Manager
• Julie Wunungmurra – Cultural Adviser/Community Worker

Patrons

• Prof Garth Nicholson
• Bryan Massey OAM
• Kathy Massey OAM

Audit, Risk and Investment 
Committee (ARIC)

• Janice Oake (Chair)
• Anne De Salis
• Jenny Macklin
• Asia Lenard
• Sue Dahn
• Nadia Lindop OAM
• Sarah Catorall (Secretariat)

Research Advisory Committee

• Peter Fisher OAM (Chair)
• Libby Massey OAM
• Jennifer Cullen
• Prof Patrick Keyzer
• Prof Garth Nicholson
• Prof Deb Theodoros
• Prof Emma Kowal
• Prof Wieland Huttner
• Dr Howard Flavell
• Janine Ryan (Secretariat)

              As at 30th June 2022:

45% Aboriginal
15% Living with 

Disability
90% Female

31 Full Time    
 Equivalents (FTE)

 Research Governance 
Subcommittee (RGSC)

• Jennifer Cullen (Chair)
• Libby Massey OAM
• Gayangwa Lalara OAM
• Prof Patrick Keyzer
• Julie Wunungmurra
• Jennifer Baird
• Janine Ryan (Secretariat)

Volunteers

As well as our Board Directors and 
Subcommittee members, who are 
all volunteers, we want to thank our 
amazing volunteers who continue 
to support our clients/families. In 
particular, thank you so much to: 
Bryan and Kathy Massey, Sally Lang, 
Nicola Rangeley, Carl Oates, Emily 
Takayama, Nathan Fitzgerald, and 
Lilli McCue.
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Her Honour,  
Vicki O’Halloran AO, 

Administrator of the  
NT supported the MJDF’s 
NAIDOC Unity Fence 

event in Darwin.

Sponsors/Donors

Grants/Funders

Our 
Sponsors

Sponsor/Donor Organisations 

Anindilyakwa Land Council (ALC), South32 
(GEMCO), Groote Eylandt & Bickerton Island 
Enterprises (GEBIE), Groote Eylandt Aboriginal 
Trust (GEAT), Telstra Foundation, Sea Swift, 
Groote Eylandt Lodge, Overgrove P/L, Gilbert 
+ Tobin, Traditional Credit Union, Adaptalift 
GSE, Arnhem Land Progress Association 
(ALPA), Mercure Darwin Airport Resort, Share 
the Dignity.

Grants/Funding

Federal Department of Health, NT 
Government Community Benefit Fund, 
Youngcare, NT Department of Health, NT 
Primary Health Network, City of Darwin, 
National Disability Insurance Agency (NDIA), 
Murdoch Children’s Research Institute, 
Foundation for Regional & Remote Renewal, 
University of Melbourne.

Donors

Thanks to all our wonderful donors who have 
generously supported us throughout the year. 
Special thanks to Denis & Vee Saunders; Ten 
Summits Challenge/Jewels ’22 Challenge (Bec 
Lyons); Anna’s Mob; Janine Agzarian; Leanne 
Baird; Brett Baker; Fred Barlow; Batchelor Institute; 
Charlie Beatson; Robyn Boldy; Denis & Jude Burger; 
Janette Culbert; Prof Bart Currie; Anne De Salis; 
Mandy Doherty; Ian Elsum; Graeme Frazer; Dr Tom 
& Dulcie Gavranic; Julie Hall; Emile Hammond; 
William Hearn; Ingrid Horton; Simon Littlechild; 
Roger Livsey; Adrian Marshall; Janna Matthews; 
Kim Michael; Elizabeth Milewicz-Tyson; John Payne 
& Janice Oake; Bill Palmer; Richie Pendle; Peter 
Rigg; Lorraine Richardson; Matthew Stormont; 
Christine Sullivan; Wiyana Teague-Suradi; Michael 
Turbett; Ludmila Waise; James & Isobel Walker; 
Sally Wiadrowski; Judy Wolff(Calvert); University of 
Wollongong (Cultural Safety Course).
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Our Finance Team – Zeng, Maria and Nikki opening 
their Christmas presents from the Darwin team.

Money 
Story

Note 2022 2021

$ $

REVENUE 7 2,954,940 7,569,563

Administration Fees (60,832) (66,030)

Advertising & Marketing (35,405) (57,755)

Bank Charges (3,006) (1,974)

Computers & Office Supplies (52,833) (33,669)

Clients Care & Support (746,242) (1,823,265)

Depreciation Expenses 8 (247,050) (212,451)

Employment Expenses (2,863,684) (2,684,586)

Freight, Print & Postage (39,904) (9,641)

Insurance (20,349) (15,232)

Interest (7,282) (5,735)

Legal & Accounting (13,210) (37,190)

Assets Written Off (2,114) (564)

Medical Research & Resources (51,470) (52,582)

Motor Vehicle Expenses (107,331) (89,374)

Office Building Expenses (62,516) (26,902)

Rent & Storage (13,067) 7,573

Repairs & Maintenance (4,781) (10,110)

Travel (334,844) (357,012)

Other Expenses (206,723) (167,845)

Total Expenses (4,872,642) (5,644,344)

Profit for the year (1,917,702) 1,925,219

Other Comprehensive income for the year - –

Total comprehensive income for the year (1,917,702) 1,925,219

Total comprehensive income attributable to the entity (1,917,702) 1,925,219

STATEMENT OF PROFIT OR LOSS AND OTHER COMPREHENSIVE INCOME  
FOR THE YEAR ENDED 30 JUNE 2022
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Note 2022 2021

$ $

CURRENT ASSETS

Cash & Cash Equivalents 15(a) 1,037,551 623,283

Receivables 9 765,815 1,209,246

Other Assets 10 67,610 25,548

Investments 11,4 19,645,044 21,877,082

TOTAL CURRENT ASSETS 21,516,020 23,735,159

NON-CURRENT ASSETS

Property, Plant and Equipment 12(a) 1,431,741 987,410

Right of Use Asset 12(b) 336,076 140,581

TOTAL NON-CURRENT ASSETS 1,767,817  1,127,991

TOTAL ASSETS 23,283,837 24,863,150

CURRENT LIABILITIES

Trade & Other Payables 13(a) 289,019 301,078

Contract Liabilities 13(b) 187,499 80,085

Lease Liability 126,214 69,604

Provisions 14 282,095 257,611

TOTAL CURRENT LIABILITIES 893,827 708,377

NON-CURRENT LIABILITIES

Lease Liability 214,988 72,819

Provisions 14 27,568 16,797

TOTAL NON-CURRENT LIABILITIES 242,556 89,616

TOTAL LIABILITIES 1,136,383 797,994

NET ASSETS 22,147,454 24,065,156

EQUITY

Retained Earnings 22,147,454 24,065,156

TOTAL EQUITY 22,147,454 24,065,156

STATEMENT OF FINANCIAL POSITION AS AT 30 JUNE 2022 STATEMENT OF CHANGES IN EQUITY  
FOR THE YEAR ENDING 30 JUNE 2022

Retained Surpluses 
$

Balance at 1 July 2020 22,139,937

Surplus attributable to the entity 1,925,219

Other comprehensive income for the year –

Total comprehensive income for the year 1,925,219

Balance at 30 June 2021 24,065,156

Balance at 1st July 2021 24,065,156

Defecit attributable to the entity (1,917,702

Other comprehensive income for the year –

Total comprehensive loss for the year (1,917,702)

Balance at 30 June 2022 22,147,454

Note 2022 2021

$ $

Cash Flows from Operating Activities

Grants, sponsorships and donations received 1,460,028 1,187,634

Receipts from operations 2,872,051 3,569,498

Payments to suppliers and employees (4,468,732) (5,639,104)

Interest received 2,300 30,077

Dividends received 907,032 763,571

Interest on leases (7,281) (5,735)

Net cash provided by (used in) operating activities 15(b) 765,398 (94,059)

Cash Flow from Investing Activities

Payment for property, plant and equipment (434,470) (165,186)

Proceeds from sale of investments 15,092,026 2,672,995

Payment for purchase of investments (14,745,090) (2,770,305)

Net cash used in investing activities (87,534) (262,496)

Cash Flow from Financing Activities

Repayment of leases (263,596) (79,244)

Net cash (used in) financing activities (263,596) (79,244)

Net increase / (decrease) in cash held 414,268 (435,799)

Cash at beginning of the year 623,283 1,059,082

Cash at end of the year 15(a) 1,037,551 623,283

STATEMENT OF CASH FLOWS FOR YEAR ENDED 30 JUNE 2021

For full Financial Statements including notes, please visit the Resources tab of www.mjd.org.au
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Independent Auditor’s Report to the Members of MJD Foundation Limited 

Report on the Audit of the Financial Report 

Opinion 
We have audited the financial report, being a special purpose financial report, of MJD Foundation Limited 
(the Company), which comprises the statement of financial position as at 30 June 2022, the statement of 
profit or loss and other comprehensive income, statement of changes in equity and statement of cash flows 
for the year then ended, and notes to the financial statements, including a summary of significant accounting 
policies, and the directors’ declaration.  

In our opinion, the accompanying financial report of the Company is in accordance with Division 60 of the 
Australian Charities and Not-for-profits Commission Act 2012, including: 

i) giving a true and fair view of the Company’s financial position as at 30 June 2022 and of its financial 
performance for the year then ended; and 

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

Basis for opinion  
We conducted our audit in accordance with Australian Auditing Standards. Our responsibilities under those 
standards are further described in the ‘auditor’s responsibilities for the audit of the financial report’ section 
of our report. We are independent of the Company in accordance with the ethical requirements of the 
Accounting Professional & Ethical Standards Board’s APES 110 Code of Ethics for Professional Accountants 
(including Independence Standards) (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 believe that the audit evidence we have obtained is sufficient and appropriate to provide a basis for our 
opinion. 

Emphasis of matter regarding 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 for the purpose of fulfilling the directors’ 
financial reporting responsibilities under the Australian Charities and Not-for-profits Commission Act 2012. 
As a result, the financial report may not be suitable for another purpose.  Our opinion is not modified in 
respect of this matter. 

Directors’ responsibility for the financial report 
The directors of the Company are responsible for the preparation of the financial report that gives a true 
and fair view and have determined that the basis of preparation described in Note 2 to the financial 
statements is appropriate to meet the requirements of the Australian Charities and Not-for-profits 
Commission Act 2012 and is appropriate to meet the needs of the members. The directors are also 
responsible for such internal control as the directors determine is necessary to enable the preparation of 

 

 

the financial report that gives a true and fair view and is free from material misstatement, whether due to 
fraud or error. 

In preparing the financial report, the directors are responsible for assessing the Company’s ability to 
continue as a going concern, disclosing, as applicable, matters related to going concern and using the 
going concern basis of accounting unless the directors either intend to liquidate the Company or to cease 
operations, or have no realistic alternative but to do so. 

Auditor’s responsibility for the audit of the financial report 
Our objectives are to obtain reasonable assurance about whether the financial report as a whole is free 
from material misstatement, whether due to fraud or error, and to issue an auditor’s report that includes 
our opinion. Reasonable assurance is a high level of assurance, but is not a guarantee that an audit 
conducted in accordance with the Australian Auditing Standards will always detect a material 
misstatement when it exists. Misstatements can arise from fraud or error and are considered material if, 
individually or in the aggregate, they could reasonably be expected to influence the economic decisions of 
users taken on the basis of this financial report. 

A further description of our responsibilities for the audit of the financial report is located at The Australian 
Auditing and Assurance Standards Board website at: www.auasb.gov.au/auditors_responsibilities/ar4.pdf. 
This description forms part of our auditor’s report. 

 

 

Nexia Sydney Audit Pty Ltd 

 

Brett Hanger 
Director 
Dated: 
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We were thrilled to host Dylan Alcott, Australian of the Year, on Groote Eylandt to talk all things 
NDIS and to learn from the Traditional Owners about the challenges faced by people with a 
disability living in remote communities. Dylan really listened to the challenges faced by our 
clients/families. He made a pretty good damper too! Thanks to the Dylan Alcott Foundation for 
this wonderful opportunity, and thanks also to South32/GEMCO for providing accommodation 
for Dylan’s team.

Dylan wrote of his experience:

”[I] was very lucky over the past 9 days to spend it in the NT in remote communities, listening 
and learning from First Nations people with disability. Thank you to the Bininj, Mungguy, 
Djungay, Anindilyakwa, Yolŋu and Larrakia people and their traditional owners past, present 
and future for welcoming us so warmly on their lands. 

We learnt a lot during our time here, but most importantly;

1. That I and we haven’t done enough to support. 

And 2. That the people that live in these communities don’t want lip service or sympathies, but 
they want action. They want their lived experience and voices heard, listened to, funded and 
acted upon, and want to be empowered to lead the change. 

Looking forward to working with leaders in the space such as First Peoples Disability Network, 
the MJD Foundation and others to support and continue their great work. Also, I learnt 
extremely quickly I am very scared of crocs ”

DYLAN ALCOTT

MJDF Vice 
Chair and Senior 
Cultural Advisor 

Gayangwa Lalara thanks 
Australian of the Year, 

Dylan Alcott for 
visiting Groote 

Eylandt.Australian  
of the Year visit

Dan, standing strong.
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Ali and 
Anna with 
their bubs.

Our stories

Mabo Day Public 
Holiday
We are very proud to announce that 
we ‘Changed the Date’ to recognise 
MABO DAY (3rd June) as a public 
holiday, replacing Australia Day 
(26 Jan). Always was, always will be 
Aboriginal Land. This decision was 
made by consensus with Board 
Directors, Staff and clients/families. 
We utilised the resources provided by 
http://www.changeitourselves.com.
au/ to ensure we met the obligations 
under the Fair Work Act. 

YOU CAN CHANGE THE DATE TOO!

MJDF 
Babies
There’s been quite a few MJDF babies 
this year, both staff and clients. Alison 
Grootendorst (Darwin) and Kate 
Pope (Cairns) are back to work after 
maternity leave, and Bec Amery is also 
back completing her PhD. How lucky 
are we to have such a great staff/
clients Mums & Bubs group!

Equipment Audit
There is an enormous 
amount of work that goes 
into the management of 

our assets and facilities 
across a vast geographical 

area. The Operations and 
Finance teams work together 

to ensure our Governance and 
management are of the highest 
standards, meeting all regulatory 
requirements and adhering to our 
policies and procedures. It is most 
often a desk job, but every few years 
when we conduct an audit of our 
equipment, it is an opportunity for 
our Finance and Operations teams to 
get out from behind their desks and 
reconnect with our staff and clients 
across multiple locations.

Mogs on Groote Eylandt 
conducting our Equipment 
Audit.

Photo source:  https://www.
indigenous.gov.au/eddie-
mabo-the-man-behind-
mabo-day.

Simpsons Gap, Central Australia Vehicle Accessibility

Jewels ‘22 Challenge 
With COVID once again disrupting Bec Lyon’s plans to 
embark on the Ten Summits Challenge, where a team climbs 
the 10 highest peaks in Australia, she quickly pivoted her 
approach to create the Jewels ’22 Challenge in honour of her 
mother Julie Hickox who passed away with MJD. Bec’s aim is 
to create awareness and raise funds for MJD Research.

The event was a great success with some impressive stats:

One of James’ favourite things to do is go for a 
drive, with Simpsons Gap being his most regular 
choice of destinations. Despite visiting the site 
numerous times over the years, it wasn’t until 
February 2022 that James made it all the way to 
Simpsons Gap itself, thanks to the now wheelchair 
accessible tracks! Naturally, there was a photo 
shoot – here is our favourite! 

Thanks to both the NT Government Community 
Benefit Fund and the Federal Government Stronger 
Communities Grant, MJDF was able to make 4 of its 
vehicles more accessible, with the installation of 2 
turneys and 2 wheelchair lifts.  

Paulette 
demonstrating 
the use of the 

vehicle Turney.James at Simpsons Gap, west of Alice Springs.

200 people
42 teams
50,069,609 steps
34,465.6 km
$12,000 raised

An event to celebrate the cheque 
handover to Dr Angela Laird at 
Macquarie University’s Zebrafish 
(and mouse) Lab will be held later 
this year. 

Check out the  
video and photo  
compilation of  
the event here:
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Tribute to S.Nganjmirra 
6 March 1964 — 25 June 2022 (58 years)

VICKERINA NGANJMIRRA

Sadly this year we lost a lovely lady who was strong, loving, 
humble and an outgoing person. My mum was loved by 
all her friends from church, her families including Bagot 
family, MJD family, Juninga and Anglicare staff like Tracey and 
Mark. My mum was such an important person. Everybody 
respected my mum. She was the second eldest in her family. 

Every time when we go for our Kin Connect with MJD, mum 
always would get ready by buying lots of things for family 
back home (Gunbalanya). She would then take all these 
things home to everyone (clothes, kitchen things, even 
lollies for all the kids and maybe some KFC for her younger 
sister and daughter U.Thompson & A.Thompson). Every 
time when we go to our Kin Connect with MJD staff like Liz, 
Gillian, myself (her daughter) and other staff from Juninga/
MJD, she would want to listen to her song on the drive. That 
song was called Kunburray. Or even other musics like ABBA 
or Wildflower Band (from Gunbalanya). On that drive, Gillian 
would turn that music on and mum would be singing to 
those songs.

Mum always was thinking about her family, her sisters and 
their children. She was very close to them all. On all my 
mum’s Kin Connect trips home, family would always come to 
see her, sit there all day with her and make her happy. They 
would bring turtle, fish or one time goose to cook for her. She 
was an important person. My mum loved her fish and chips 
and ice-cream from Wendy’s when she went out with her 
carer Tracey. They would go Casuarina and see lots of families 
and catch up and take photos with her.

In 2015 my mum took me on her Holiday of a lifetime from 
MJD mob. She took me (her daughter) Ellen (MJD worker) 
and worker Karen came as a volunteer. We went down to 
Melbourne end of April, early June. First we went to hotel, 
then next day we went to the Big Market there, then we 
looked at Melbourne Zoo and we had dinner with her old 

friends and church family. They were all so happy to 
see each other, see me all grown up, lots of tears 
and we had a nice dinner with 4 married couples, 
2 ladies my mum and I with Ellen and Karen. We 
have a photo from this night.

On the Thursday morning we went to the Carlton 
Football Club and were meeting all of the players, 

especially mum loved Matthew Cruzer #8 for Carlton. 
He was one of mum’s favourite players. Then at night 

Carlton Vs Adelaide Crows played at the MCG! It was one of 
her dreams to see that team play at the MCG! She was looking 
at me and giving me that look saying ‘I can’t believe that I’m 
here at THE BIG OVAL watching our team and cheering!!’ This 
was such a special memory for us to make together. Ellen 
from MJD had a friend umpiring the game, he was #18 umpire 
and was wearing an Indigenous design umpire shirt. After 
the game he gave my mum the umpire T-Shirt to keep to 
remember that special game!

She loved her children, her son, daughter and only grandson. 
She would come to Bagot and visit us now and then to see 
her granddaughter Katarina and her nephew Owen. She 
would give us money, come to say hello. We would ask her 
‘where are you going?’. She would say ‘Casuarina, or for fish 
and chips!’. I would say ‘can I come with you?’ and she would 
shake her head, then give me that smile.

Her sisters and her were very close. Ever since her younger 
sister passed away, she was heartbroken. Then in the second 
month of this year her sister after her U.Thompson passed 
away. She felt more heartbroken. She couldn’t believe that her 
sisters had left her by herself. They were very close growing 
up, they would never leave each other’s side, until they got 
married. But they would follow each other to that one place 
called Gunbalanya, they call home. They raised their 4 children 
there Manuel, Andrea, Vicky and Jethro. 

My mum was so proud to become a grandmother, when she 
found out I was pregnant. She even would miss my son when 
she had to leave the hospital when he was first born. She 
even came back and would stay all day at the hospital so she 
wouldn’t miss him, my son Braydan. She couldn’t wait for us 
to come home, she would sleep with him, all day, every night. 
She loved looking after her grandson. She would never leave 
his sight!

My mum had favourite staff at Juninga, Ollie and George. They 
knew her so well and looked after her so well. 

We will miss her dearly, but will always remember her as the 
strong, proud woman she was.

Tributes Tribute to  
R. Mirnyowan
2 January 1968 — 28 July 2022  
(54 years)

LIBBY MASSEY

This year we lost one of our founding spirits: 
Roseanne has been part of the MJD family from our 
earliest days.

From the tiny community of Angurugu, she lived with 
MJD from her teens for nearly 30 years, and although 
always the epitome of graciousness, her experiences 
with the disease and struggles to have her needs met 
helped shape many of our programs and our clinical 
resources.

Everyone’s favourite aunty, she had a generosity 
of spirit and a quiet naughtiness that we will miss. 
Who can forget her calling the ambulance from 
Gayangwa’s verandah, but not telling Gayangwa! Or 
after moving to Darwin for supported care, buying so 
many presents to take home on her kin connect trips 
that we needed to put them on the barge!!

Her ability to direct  
proceedings and the  
dispersal of gifts when she  
arrived home, with only her eyes to communicate, 
and the phone conversations where she took 
absolutely every noise from home into her heart, 
taught us that communication and love supersede  
the ability to speak.

Roseanne, we will miss you but take comfort knowing 
you will be with your big sister Rose and that you 
have taught so many of us so much.

Roseanne  
visiting home on  

a Kin Connect trip  
in 2018.
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ROSEANNE MIRNIYOWAN  
(WITH ASSISTANCE FROM SIMONE MCGRATH)

We’ve got this sickness  
But we don’t want this 
We don’t know where it came from  
Or how to get rid of it.

It’s passed down in the genes 
And now we know what it means  
They call it this ‘MJD’ –  
This Machado-Joseph Disease.

We used to hunt 
And collect bush tucker  
We were fast and accurate  
But now, none of that.

This MJD makes our muscles weak  
We get all wobbly on our feet  
Eventually we can walk no more 
We’re stuck in wheelchairs, or on the floor.

We used to sing – 
Dancing, ceremonies, everything  
Now our voice gets weak 
Until we can no longer speak.

Our eyes get shaky  
We see two of things  
It’s worse at night 
We fall and cause fright.

We get real skinny 
‘Cos it’s hard to swallow  
We cough and choke  
It’s not a joke.

Our bladder gets mixed up  
And causes embarrassment  
Sometimes we lose control  
And want to crawl into a hole.

And our bowel – it does too  
Sometimes we can’t… you know…  
We get pain in our tummy 
It hurts – it’s not funny.

We have trouble sleeping 
And get this REM Behaviour Disorder  
Our legs they are restless 
Trust us – we don’t want this.

We need help to shower  
To dress and to shave  
We need help to shop  
Go to the bank – the lot. 
 
This MJD – it’s in our family  
Mothers, fathers, brothers, sisters  
Sons, daughters; it keeps going on  
The road ahead is going to be long. 
 
It’s a burden on our loved ones  
And the people in our communities  
But we try to stay positive 
There’s more to life than this. 
 
We love to be active 
But the disease holds us captive  
Our mind and brains are strong 
It’s our muscles and movements that are wrong. 
 
We go fishing when we can  
Boy, girl, woman or man  
They lift us into the Troopy 
People watching think we’re loopy! 
 
So if you see me in the street  
Even though I might not speak  
Please come and say hello 
I’m still a person you know.

Movement Cometh and 
Movement Taken Away 
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FRONT COVER
Georgia and Liyandra 

at MJDF’s Strategic Planning 
workshops May 2022.

INSIDE FRONT COVER  
Gulmangur (Mission Beach), 

Galiwin’ku 

BACK COVER
Brett and Melinda, celebrating 
the opening of Yilyakwa Manja 
on Groote Eylandt.

Thanks to South32/
GEMCO for funding the 

publication of this 
annual report.

DONATE HERE
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Thank You
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 MJD and SCA7.

Leah and Paulette – 
MJDF’s NAIDOC Unity Fence 

event in Darwin.
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QLD 4870

staying stronger for longer
@MJD-Foundation

@MJDFoundation 

@MJDFoundation  
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PO Box 414
Alyangula 
NT 0885

MJD Foundation
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www.mjd.org.au
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