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Come Together®
English

Ngarrumurndukwuna Ngarruwilyabama Yada
Anindilyakwa

Go Limurr Wanganymanpanmirr
Djambarrpuynu

Go Nilimurru Rrambanithirri
Gumat;j

Kaman Mijamiat
Kriol
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MIJDF as a Social Justice organisation
has a very strong commitment to the
Implementation of the Convention on the

Rights of People with Disabilities and
Convention on the Protection of Human

C O N T E N TS 6- Goals, Strategies and Measures:

Rights and Freedom from Abuse. Research

Northern Territory Quality and Safeguarding Framework — Assessment Report -Education

1 » Come Together

2 » Vision, Mission and Values ~Community Services

3 = What we do -Advocacy

, -Governance
» Our values inform...

5. From a small seed to a big tree. 7' Contacts

The MJD Foundation works across many communities and language groups in Queensland and
the Northern Territory. ‘Come Together' was used to describe the MJDF strategic planning work-
shop; Anindilyakwa from Groote Eylandt, Djambarrpuynu and Gumatj from East Arnhem Land and
Kriol from Ngukurr were referenced by families and staff in the translation of ‘Come Together.




Vision,
Mission What we do

& Va lu es RESEARCH It is important that MJD families have the best information about the disease

i and the best ways to manage it. We stay in touch with MJD researchers
N\ ’ around the world and share the latest news with our families. We are always
- - looking to make life better for people with MJD and researchers work
OUR VISION side-by-side with us. We know that it is important to keep searching for a
A future free from Machado-Joseph Disease r—1 treatment and cure, and we continue to raise money for this.
(MJD).
OUR MISSION ...................................................................................................................................................................
The MJD Foundation works in partnership
with Aboriginal Australians, their families and EDUCATION We believe that our clients and families receive better support if people
communities living with Machado-Joseph in their lives understand more about MJD. We provide education to
. . . I \ clients, their families, health professionals, care-workers and other support
Disease to provide comprehensive supports i m— o , . ) , .
i o —_— organisations. We provide genetic education and counseling so that families
and engage in research, providing hope for the 9 ] better understand how MJD is passed down through families.
future.
o
OUR VALUES
\X/e Started On Groote Eylandt‘ as a grass_roots ...................................................................................................................................................................
organisation that listened and responded to our COMMUNITY Our families are supported by a highly skilled multidisciplinary team
families who needed help. Like a little seed, we SERVICES comprised of Aboriginal Health and Community Workers, Health
started as a small organisation and have now Professionals and Family Support Workers. Our team listens from the
grown up to be a big tree. heart and responds with holistic person-centered practice working in
partnership with families living with MJD, by valuing and respecting a ‘two-
way' approach. We work to improve community transport options and
accessibility. We provide innovative assistive technology solutions to meet
B ——, individual and community needs, supporting people to stay at home and in
their community.
ADVOCACY We strive to improve outcomes for our clients by ensuring the people who

can make a difference, understand about MJD, and understand how policies

Q impact people’s lives.
1. The MJDF uses the term Aboriginal in preference to Aboriginal and Torres

Strait Islander in recognition that Aboriginal people are the original inhabi-

tants of Arnhem Land. Aboriginal and Torres Strait Islander is referred to in the
national context. No disrespect is intended to our Torres Strait Islander families
and communities. The MJDF acknowledges the inclusion of Torres Strait Island-
ers who may be affected by MJD.
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Who we are

‘We know two-way learning
and working, with Aboriginal
and non-Aboriginal staff, is
the only way.

-We are strong and resilient
and able to do whatever it
takes.

‘We act from the heart, with
trust and care.

‘We are determined to get
the very best for MJD clients,
families and carers.

We are MJD clients, families
and carers.

-We have a strong sense of
family in everything we do.

‘We are a group of caring,
committed and connected
people.

‘We do what we say we will
do.

‘We are a not for profit
organisation.

What we are

‘We make people with MJD
and their families stronger and
happier.

‘We are action-oriented and
realistic.

-We are leaders in MJD support
and research.

‘We are client and family
centred.

‘We are focused, with many
activities and efforts contributing
to greater outcomes.
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Where we're going

A future free from MJD.

-Connected to community with
our grass-roots values firmly in
place.

-A place of hope.

‘A place where clients and
families have the latest
information and benefit from
new treatments immediately.
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RESEARCH

ADVOCACY COMMUNITY SERVICES
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RESEARCH

Become the lead Australian research
agency and premier repository of research
related to Machado - Joseph Disease.

Facilitate best practice research towards
discovery of a treatment for MJD and
encourage excellence in the interface
between Aboriginal people living with
MJD and researchers.

Strengthen the MJD Foundation's ability
to influence research through appropriate
governance, national and international
partnerships, and communication
strategies.

MJDF maintains a comprehensive library
of national and international research and
regularly shares information in culturally
and linguistically accessible formats.

Treatment options are prioritised and
MJDF researchers conductresearchinan
ethically sound and culturally informed
manner. Research findings are properly
documented, published and translated
into practice.

Ethical protocols, scientific knowledge
about the natural history of the disease
and strategies for treatment and
remediation are continually improved.
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Develop internal frameworks to support current and future research
projects.

Increase international research linkages and partnerships.

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

Validate usage of Quality of Life (QolL) and Social and Emotional
Wellbeing (SEWB) tools.

Publish results of completed projects, with timely dissemination to
communities.

Number and nature of university / research consortium / partnership
Memorandum of Understandings.

Completed protocols and procedural documents.

Number of publications.




"% MJDFOUNDATION 14 1 -}, MIDFOUNDATION

STRATEGIES FOR 2018 - 2021

E D U CATI O N 1. Improve the MJDF website (and other social media) engagement,

GOALS

Develop a comprehensive repository of
educational resources which address medical,
disability care, prevalence, social and cultural
issues for individuals and their families who
have MJD. Resources will be available to carers,
health professionals, government and non-
government agencies, service providers and
corporate partners.

Develop a proactive and responsive program of
educational activities to strengthen the capacity
of people who have MJD - including their
families, carers and service providers - manage
the impacts of the disease.

Develop a culturally accessible and responsive
Genetic  Education Program incorporating
access to genetic counselling, explanatory
resources and clinical services.

OUTCOMES

People who are affected by MJD -
including families, carers and service
providers - can source and utilise
information that is helpful for dealing
with, and understanding the impacts of
MJD.

People who have MJD, and their carers
and families, feel well-supported in their
journey with the disease and develop the
skills needed to have the best quality of
life possible.

Aboriginal people at risk of MJD living in
remote communities are able to access
and effectively engage with genetic
services.

e

design and content to make resources more accessible and readily
understood.

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

Collaboration with universities and other relevant partners.

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

KEY PERFORMANCE MEASURES

Feedback from various stakeholders on the value and utility of
genetic education delivered by MJDF and its various partners,
Level of demand for educational services.

Number of resources in local languages.

Number of education workshops and in-services conducted.
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COMMUNITY SERVICES

GOALS

Become the premier disability service provider for
Aboriginal people who have Machado - Joseph
Disease (or closely related Spinocerebellar Ataxias),
their carers and families.

Prioritise service delivery methods that are
responsive to the needs of clients, flexible and
reflect cultural and linguistic needs.

Encourage excellence in the development of local,
community-based disability care infrastructure.

Improve community accessibility and transport
options for people living with MJD in remote
communities.

Ensure clients have the best possible assistive
technology in a timely manner to meet their needs
and support them to stay at home and in their
community.

OUTCOMES

MJDF provides best practice holistic disability care;
including targeted therapeutic support, complex
co-ordination, and social and emotional wellbeing
support.

Supports are client centred - people who have
MJD and their families and communities engage
comfortably with MJDF supports and staff.

People who have MJD, and their families, are
afforded the opportunity to be cared for in their
home communities, as their needs progress.

Aboriginal Australians living with a disability in
MJDF communities have improved community
access and travel options.

Clients have fit-for-purpose housing modifications
and optimum assistive technology for mobility,
communication, personal care, community access
and participation. This occurs in a timely manner.
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STRATEGIES FOR 2018 - 2021

1

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

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

Prioritise community capacity building projects forimproved accessibility
and transport options.

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

KEY PERFORMANCE MEASURES

1

N O o s

Consistent engagement with, and provision of supports and services to
clients.

Map and increase supports across locations (e.g. On Country).

Access to regular therapy including. physiotherapy. speech therapy
(including MJD’s Communication Group) and occupational therapy.
Client feedback on supports.

Volume and financial value of equipment provided.

Accessibility and transport options increased.

Increase percentage of clients who receive timely housing modifications.
Utilise MJDF Submission to Northern Territory Government's Department
of Housing to affect policy outcomes,

Completion of feasibility study on Groote Eylandt consortium for Assistive
Technology.
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ADVOCACY

GOALS

To secure ongoing improvement to NDIS
policy design and the best possible NDIS
plans by continuing to actively advocate
on behalf of clients.

To work collaboratively with government,
non-government and other support
providers to improve outcomes for clients.

Increase awareness of MJD in the
communities in which MJDF works, and at
the national and international level.

OUTCOMES

Uptake of MJDF recommendations
relating to NDIS policies and its
implementation and delivery to clients in
Northern Australia.

Success in influencing improvements in
government, non-government and other
support providers' approaches to the
design, implementation and delivery of
supports to clients.

Greater individual community and
government, non-government and other
support providers' awareness of the
prevalence and needs of individuals and
families living with MJD.
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STRATEGIES FOR 2018 - 2021

1. Stakeholder analysis and engagement plan.
2. NDIS policy advocacy.
3. Publish MJDF's disability supports model.

KEY PERFORMANCE MEASURES

1. Submissions to parliamentary oversight committees, NDIA and other
stakeholders.

Media coverage of issues relating to MJD.

Conference abstracts and presentations.

Number and outcomes of meetings with targeted stakeholders.
Policyand programoutcomesandreformsreflectingrecommendations
from MJDF submissions.
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GOVERNANCE

GOALS

Increase and broaden MJDF income sources,
with dedicated funds for all strategic streams.

Maintain best practice approach to MJDF's
governance.

Optimum workforce, especially focusing on
strengthening and growing our Aboriginal staff
members who are collaborating on research;
sharing knowledge about the disease and best
practice care provision.

Ensure high level of compliance with NDIS quality
and safeguards.

OUTCOMES

An executed fundraising strategy resulting in
broadened sources of income streams across
government, corporate and  philanthropic
sources.

Astrong and cohesive Board who actively support
the strategic goals of MJDF.

MJDF Aboriginal staff are an active and integral
component of all research conducted by MJDF.
Aboriginal staff improve local community
capacity to share information to reduce stigma
and shame around MJD. Two-way working is
practiced with Aboriginal and non-Aboriginal
staff across all MJDF activities.

The ability to attract the best people to work for
the MJDF.

Maintain current high levels of compliance and
certification.
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STRATEGIES FOR 2018 - 2021

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

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

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

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

Include a Research Fund in the Fundraising Strategy.

KEY PERFORMANCE MEASURES

1

Fundraising Strategy developed and executed which tracks
percentage of income from non-government sources.

Enhance relationships with commonwealth funders.

Biennial governance health-check ensuring risks are managed, legal
compliance and effective processes and systems.

Workforce plan developed and executed with increased training
opportunities for staff. Increase Aboriginal staff engagement across
all activities.

Upgrade website and social media channels and track website
visitation and use of educational resources.
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