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A message from our Patron
The year 2016 has been a fulfilling one for all of us who work in the domain of neuromuscular healthcare.
Dedicated professional colleagues, family members and wonderful volunteers have continued to give of their all, that
the lives of those who bear neuromuscular disabilities might be enriched. Many of us have been inspired by the skill,
professionalism, dedication and courage of the athletes from many nations who competed in the Paralympic Games.
Over the past year, we have all seen the same qualities in local wheelie sporting events where our colleagues have
competed with the same vigour and enjoyment--- and even with the same injuries after a hard-fought game!
Every year we hear of new developments in research; and we have all come to accept that advances take a long
time to produce practical benefit. However, this last year has been one of the most encouraging in recent times. In the
domain of Duchenne dystrophy, the long-term use of steroids continues to extend the period of ambulation, as those
who were started on what seemed a radical therapy (one or two decades ago) now have extended periods of partlypreserved muscle function.
The most significant advances have occurred in the spinal muscular atrophies. We were greatly heartened in
1996 when the gene for SMA type 1 was identified; and subsequently when the Survivor Motor Neurone Protein (SMN
1) was identified as a requirement for normal functioning of the motor neurones in the spinal cord. But for almost 20
years, the next step seemed too elude scientists. Then a new substance, Nusinersen, was developed as a novel way to
block the action of the harmful genes. This year the first paper was published on the first-in-human trial, in which 200
children with various forms of SMA took part.
No serious side-effects have been yet identified; and
the life expectancy of the early fatal form of SMA (SMA
Type 1) has been doubled. This is the first time that there
has been any true scientific breakthrough in this group of
conditions. What the future holds is of course uncertain;
but this is a new approach and new developments
will assuredly follow. Everyone is aware that whatever
advances help our children and colleagues with SMA
may also give a way forward in the pathologically-related
condition, motor neurone disease.
May the year ahead continue to be filled with
optimism, and each day be filled with the laughter which
is the hallmark of our MDQ.

Prof John Pearn

Patron, Muscular Dystrophy Queensland

(MDQ CEO) enjoy
Prof. Pearn and Helene Frayne
r, Dr. Tanya Trinh
mornging tea with Chiormaste
al Orchestra and
during The Queensland Medic
Proceeds from this
Choir’s Virtuosis 2016 in July.
Muscular Dystrophy
concert raised over $5,000 for
osh Foundation.
Queensland through the Ashint
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Muscular Dystrophy Queensland
Our vision and mission
Our vision is that all Queenslanders living with muscular dystrophy and other neuromuscular conditions are
empowered to make the most of opportunities, maximise their potential and live fulfilling lives.
Our purpose as Queensland’s only state wide organisation dedicated to this vision is to deliver all services,
advocacy and research support needed to make this happen.

Our core values
• Client Focused: to recognise that we exist for the benefit of our clients and families and in all our endeavours,
deliver our services in a caring, professional manner.
• Ethical: to act with integrity and honesty and to be transparent in all our operations.
• Collaborative: to work together with each other and our clients, as well as like minded individuals, organisations
and communities for the benefit of people living with muscular dystrophy and neuromuscular conditions.
• Progressive: to continually search for new ways to improve and deliver our services.
• Communicative: to actively listen and value the ideas and opinions of others and to keep people informed by
seeking and sharing information.
• Inclusive: to encourage all people living with muscular dystrophy and neuromuscular conditions, to have greater
access and participation in their communities.
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President’s Message
It has been another exciting, challenging, yet rewarding year for Muscular Dystrophy Queensland. Positive
outcomes for our community will always be our utmost priority. This year, the dedicated team at Muscular Dystrophy
Queensland have continued to make postive differences in the lives of our clients.
No organisation can succeed unless there are quality staff committed to its cause. The clients of Muscular
Dystrophy Queensland are most fortunate to have a Chief Executive Officer, Helene Frayne, and two senior managers,
Kerry Atkins and Penny Deavin who go above and beyond each and every day to ensure the organisation delivers to
its clients. They are very ably supported by the client services, administration, and fundraising staff. Everyone works
tirelessly for our cause and I thank them for their dedication and loyalty.
This year too, we were proud to appoint Professor John Pearn as our Patron and we now also have several
dedicated ambassadors who are proactive in their work for Muscular Dystrophy Queensland. They are Karnie Liddell,
Victor Attwood and Deb and Doug Robins.
We have a growing band of volunteers who provide administration support and professional and clinical advice.
We thank them for sharing their expertise to advance the work of our organisation.
I also wish to thank the many supporters of Muscular Dystrophy Queensland – our donors and Art Union
supporters and also those who raise funds on behalf of our clients. The generosity of our donors, volunteers and
community supporters enables us to address and meet client needs.
Finally, I wish to express my utmost thanks to the Board of Muscular Dystrophy Queensland. Each Board member
gives willingly of their time and their professional expertise.
I especially pay tribute to two Board members, Mr Peter Kearney and Mr Tom Dickson, both of whom have
decided to retire following many years of loyal service. Mr Peter Kearney, our Treasurer, has navigated Muscular
Dystrophy Queensland’s finances through some rewarding and also some
difficult times.
Mr Tom Dickson, our Secretary, has brought a wealth of personal
knowledge, skill and insight to the Board, always explicitly driving our
vision for people living with muscular dystrophy and other neuromuscular
conditions. I wish both gentlemen well and thank them for their most
significant contribution to Muscular Dystrophy Queensland and, in turn, to
our clients.

Lorna Peters

President
Muscular Dystrophy Queensland

5

CEO’s Message
At the end of my first, full, fabulous and certainly challenging year, I look back with some pride in the
achievements of the Muscular Dystrophy Queensland (MDQ) team; our board, the executive management team and
our committed staff, in influencing better lives for our community of people who live with muscular dystrophy and
other neuromuscular conditions.
Last year, I committed to being efficient and innovative to ensure that the contributions of our wonderful donors
and supporters were directed towards our community of people. In reaching towards achieving that goal, the year’s
highlights have included:
• the introduction of a broader range of services, including a helpline
• increased and more regular travel to our outreach locations
• Creating an executive management team to lead the organisation
• Professor John Pearn agreeing to be the Patron for Muscular Dystrophy Queensland
• Engaging community supporters in our philanthropy program.
Challenges along the way have been:
• Funding services for the increasing number of people who come to us with needs arising from their significant
and progressive conditions
• the capacity challenges where the problems we must solve are vast while our resources are not.
• Preparing for the transformational change which is the National Disability Insurance Scheme (NDIS).
Muscular Dystrophy Queensland is most appreciative of the ongoing financial support from our community
fundraisers, donors, sponsors, lottery and event participants, philanthropic grant makers and members. Muscular
Dystrophy Queensland is the conduit to carry out the good intentions of this group of generous people, families,
businesses. Thank you!!
I sincerely thank all of our loyal and hardworking staff and volunteers for living Muscular Dystrophy Queensland’s
vision and mission every day. Volunteers include our patron, ambassadors, board, and those who work in
administration, fundraising, and events.

Our Operating Environment
The unique nature of muscular dystrophy and other neuromuscular conditions
Muscular Dystrophy Queensland provides information, services and support for people with more than 100
different and rare neuromuscular conditions, of which muscular dystrophy is a subset. We understand or can source
information about any of these conditions. Information is key to our community accepting the challenges of their
lives, and being prepared to live well with their condition.
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Most neuromuscular conditions are characterised by progressive weakness in any or all of the muscles of the
body. Our community lives with increasing physical disability and loss of function. Physical disability may lead to
loss of employment, access challenges at home and in the community, and ultimately, social isolation and emotional
upheaval. Muscular Dystrophy Queensland works to provide information, practical support and social connections for
our clients who live throughout Queensland.
Queensland is big, big big!
Not only is Queensland big, it is the most regionalised state in Australia so the cost and logistical challenges of
service provision test us every day. Of our 25 new intakes this year, only six live in Brisbane with the remainder of our
new clients living outside the south east corner, in places such as Cairns, Emerald, north Burnett, Roma and so on.
Muscular Dystrophy Queensland uses a mixed model of contact which includes face-to-face meetings and use
of technology to connect with clients remotely. We are determined to continue to support all Queenslanders with
neuromuscular conditions, no matter their location.
Sector reform and the regulatory environment
Significant government reform continues across the disability, health, and aged care sectors. Muscular
Dystrophy Queensland supports people who receive services from each of these sectors, so we need to understand
and operate in multiple environments.
Preparing Muscular Dystrophy Queensland for the introduction of the National Disability Insurance Scheme
(NDIS) is a priority. In order to support our clients with NDIS Plans, we have had to transform our programs and
business practices and we have been successful so far.
The NDIS will inject so much more funding for the support of people
with disabilities whose individual funding packages will allow them to
have choice and control over their supports, however there will be a
shortfall in the packages and there will be people who will not be eligible
to receive an NDIS Plan. Muscular Dystrophy Queensland has committed
to continuing to provide charitable services where gaps exist.
It is refreshing to lead an organisation where the board and staff
embrace change which impacts positively on the quality of the lives of our
people. As I report on this year past, I am already looking forward to the
future journey with our small organisation with a big heart!

Helene Frayne

CEO
Muscular Dystrophy Queensland
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Our Services and Programs
In August, 2015, for reasons of financial expediency, Muscular Dystrophy Queensland relinquished the position of
Client Services Manager and assigned those duties to the CEO. This direct line between leadership and operations has
also been beneficial for Muscular Dystrophy Queensland’s clients as we constantly adapt our programs to enable our
clients to achieve positive changes in their lives.
It is really tough and challenging, having to live a life with muscular dystrophy or indeed any neuromuscular
condition, and members of our community need to be treated with respect and care. One of our clients gave the
following feedback about how she feels when she calls Muscular Dystrophy Queensland:
“I feel so at ease to be able to pick up the phone and call the MDQ office, especially that my voice is often
recognised, I feel welcome and I draw great comfort that I am supported and the staff of MDQ care.”
In the 2015/16 year, Muscular Dystrophy Queensland reviewed and changed programs and even introduced
some new programs, all with the aim of creating postive change for our clients.

Helpline
The Muscular Dystrophy Queensland Helpline is a new, phone and email program designed to provide
information to any person who has a question or concern about any aspect of a neuromuscular condition. MDQ
operates the Helpline through the donations from our generous supporters. It has been successful despite lacking
marketing and advertising funds.
The Helpline is often the first contact with a service provider for someone who has just been diagnosed or has a
child, newly diagnosed with a neuromuscular condition. The Case Management officer is often the first person who
is able to listen unconditionally to the caller, provide advice and research their questions. Our Case Management
Officers have had calls from health professionals, educators, and people with a neuromuscular condition.

Case Management
Case Management is the core business of Muscular Dystrophy Queensland. We respond to crises in the lives
of our families, often caused by a transition in our client’s condition. 2015/16 was a particularly busy year for crisis
management with up to eight people needing intensive support at a time.
Then there is our proactive case management where we are able to support our clients to make changes in their
lives. Our role can be a combination of the following:
• Assistance with navigating the systems, sourcing services for people, and making referrals
• Support for families who are newly diagnosed
• Advocacy for individuals whose reasonable needs are not being met, for example in funding or access to
programs.
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The Queensland Government recognises the importance of Case Management and provides partial funding
for Muscular Dystrophy Queensland to deliver this program. However, it only funds services for people who meet
stringent government eligibility criteria. Many of our clients are ineligible due to their age or residency status. Many
more are ineligible because their condition has not progressed to a point of being considered a ‘disability’. Rather
than limit this fundamentally important service to the lucky few, we fundraise to meet the additional costs of
extending case management at no cost to our entire client cohort.
The mother of one of our clients told us that…
“She was grateful for the information that our Case Management Officer had given when she was in the
office the other day. It was great information that she had not thought about and it really helped.”
In each month of 2015/16, MDQ assisted an average of 95 clients as well as their families throughout Queensland.

Outreach
Our small organisation is proud to say that in the 2015/16 year, we visited Townsville, Cairns (twice), Gympie,
Hervey Bay, the Sunshine Coast, Rockhampton, and Toowoomba. We are determined to meet the needs of our clients
where they live throughout Queensland. In each location (and indeed in Brisbane), we offer;
• Individual meetings with the Client’s case Management Officer
• A Muscular Dystrophy Queensland NDIS Readiness workshop where all participants reported that the workshops
were understandable; relevant and useful; and that they were inspired to learn more
• Opportunities for families in the region to meet each other and form friendships.
MDQ encourages feedback from our NDIS Readiness workshops. Clients provide feedback and they also offer
suggestions, especially about the quality of the food for the workshops. From one participant:
“Great workshop. Very informative, easy to understand. Much better at relaying the information than
the people from the National Disability Insurance Agency.”

Networking and Social Connections
The evidence is that people who have informal supports from others travelling a similar journey are more
resilient. Our families also ask us to link them in with others in a similar position. At MDQ, we do this in the following
ways:
• As part of the case management process, linking families who want to be linked
• Through informal gatherings, especially on outreach trips
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• Our Peer Support groups. Our north Brisbane group is particularly successful. It was initiated and is led by one
of our clients. Frequently, guest speakers are invited and members enjoy the companionship of the other group
members.

Equipment Funding and Provision
The need for mobility equipment and access to medical aids is constant, needing replacement as a child grows or
as a person’s condition progresses to a point where the equipment can no longer help. It is also often expensive. We
find ways of funding equipment through government programs and external funding solutions. Where necessary and
when we can, we fund equipment directly.
MDQ has worked closely with a number of clients through the year to access equipment. In one example, we
sourced funds to purchase a backup generator for a family whose two adult sons live with Duchenne Muscular
Dystrophy:
“We would like to thank you for generously helping us get our very own power generator. It is always
inconvenient when the power goes out, but for my boys it is a nightmare. Their air filled matresses rely
on constant power to the pump to regulate pressure while they sleep. My other son requires a V-Pap
machine for his breathing while asleep, when it doesn’t function he has a lot of difficulty sleeping as he is
not getting enough air. This generator will greatly help us in the event of an extended power outage.”
There been high demand for MDQ’s free hi-lo electric adjustable bed program, which places this important
equipment on long term loan in a client’s home. Throughout Queensland, 250 people in total slept on a hi-lo bed
provided by MDQ’s generous supporters. As the program grew, so did the maintenance costs with MDQ spending
several thousands of dollars on maintenance, to keep the beds safe and in working order.
In February this year, one of our clients emailed to say that she had been in hospital for three weeks after having
a stroke and she would not have been able to come home if she did not have a hi-lo bed. She mentioned how grateful
she is for her bed provided by MDQ. Another client who received a bed from MDQ told her Case Management Officer
that;
She wants everyone to know how blessed she feels and how grateful she is. She said that she doesn’t feel
like she deserves it but our MDQ staff member let her know that she most certainly does. She said that
people would not understand the difference this (the bed) has made to her and to thank everyone so
much. Her previous mattress was 20 years old and she doesn’t usually like to ask for things or for help.
MDQ also raises funds to provide free loan of cough assist machines to our clients throughout Queensland who
are experiencing a respiratory infection.
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No Interest Loan Scheme Provision
With the support of Good Shepherd Microfinance and the National Australia Bank, MDQ was able to offer our
clients and their families small loans to help meet an important need. Clients are able to borrow up to $2,000 with a
repayment plan made over a 24 month period. No interest is charged on these loans at any time.

Health Services
MDQ is known for its support for the disability needs of our clients, however in our support for our clients, we
also understand their health, aged care and education needs. Our Case Management officers regularly attend the
Lady Cilento Children’s Neuromuscular Clinic, to provide general information and support parents as they attend
regular medical appointments.

Getting ready for the NDIS
Up to 20% of our clients will not be eligible to receive an NDIS Individual Funding Plan and using our supporters’
investments, MDQ will continue to support these clients.
For people that are eligible under the NDIS, MDQ has been providing:
• NDIS readiness workshops
• Assistance to our clients and families to prepare for their NDIS planning session
• Your Life Your Choice (YLYC) program which enabled eligible clients to choose supports and to practise for the
NDIS.

To prepare our organisation for the NDIS, MDQ has been:
• Consulting our families about their needs in an NDIS environment through our MDQ NDIS Advisory committee
• Transitioning our case management and other services into an NDIS model
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Fundraising & Community Events
Muscular Dystrophy Queensland is fortunate to have very generous
support of the Queensland community. More than 80% of our total
revenue is raised through fundraising; donation appeals, our Art Unions,
fundraising events and activities carried out by generous members of our
community. We are forever grateful to have such committed, generous
supporters who, through their support, truly make a difference for all those
in Queensland who come to MDQ for support.
Some of the highlights of our fundraising program include the
following community events:

Red Bow Day 2016
All Hallows School Year 11 students descended on Brisbane’s CBD on
Friday 4th March 2016 for the annual Red Bow Day street collection. The
girls raised a massive $16,943 in just two hours before they were due in
class. Support from All Hallows’ School has raised over $245,000 to help
families throughout the state who live with muscular dystrophy and other
forms of neuromuscular disease. Continuing a tradition that began in 1994,
the girls vie to increase the amount raised by students of the previous year.
The All Hallows girls so enthusiastically encourage so many city
workers to give generously. The proceeds have ensured children and
adults throughout our State have access to services that significantly
improve the quality of their lives. The event is critical for raising awareness
of these rare conditions, with the Brisbane Story Bridge also being lit
red during Red Bow Week, Muscular Dystrophy Queensland is key to
starting conversations on muscular dystrophy and building support for
Queensland families.
Supporters from all over Queensland hosted ‘morning teas for
muscular dystrophy’ in their homes as an opportunity to celebrate
Red Bow Day with friends and family. Each host strived to raise greater
awareness of this rare condition, as well as funds essential to support
services for today and bring hope for tomorrow in the search for a cure.

Ray White Ball 2015 – 5th September Sheraton Mirage
The 22nd Annual Ray White Surfers Paradise Muscular Dystrophy Ball
was held on 5th September 2015 and raised nearly $80,000. Profits from
the event go towards helping MDQ clients today and research into a cure
for muscular dystrophy. 500 guests enjoyed the night at Sheraton Mirage
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Gold Coast with an incredible performance from Australian Idol, Reigan
Derry who performed her new single Feels Like Heaven.
The event is the creation of MDQ life members, Andrew Bell OAM
and Gregory Bell who have been supporting MDQ for over 20 years. The
event is a highlight on the MDQ calendar as well as the Gold Coast social
scene. Their ongoing dedication to providing hope for our clients today
and support for research is exceptional.

HOG Ride 2016
On Sunday 16th May 2016, 96 pillions and 110 Harley Davidson
riders joined forces for the 24th Annual HOG Charity Ride. Always a
highlight of the MDQ calendar, everyone enjoyed the exhilarating ride
through winding roads and picturesque mountains to Tweed Heads for a
fantastic lunch at Seagulls RSL Club. Again our trusted friends at Kiwanis
provided a divine breakfast along with coffee provided by St George
Bank. The ride departed from Morgan & Wacker and raised over $13,800
all in support of Queensland families living with muscular dystrophy.

Christmas in July 2015 – 25 July 2015
The Muscular Dystrophy Queensland Christmas in July was held
on 25 July at the Mt Coot-tha Botanical Gardens. 30 of MDQ’s closest
corporate contacts and devoted donors joined MDQ for an evening
of delicious food and wine, exciting live entertainment and a charity
auction. The hightlight of the night was a presentation by guest speaker
and MDQ ambassador, Karni Liddell, who shared her experience of being
‘the unhealthly baby’ and her vision and hope for a shift in community
perception of valued lives.

Ride for Muscular Dystrophy 2015
The Ride for Muscular Dystrophy was moved officially to Cairns on
30th August 2015. An exciting new venture, the event raised $11,457
thanks to many local community fundraisers. The event sold out and
MDQ staff sadly had to refuse ticket sales as we reached capacity. The
riders departed from the beautiful and tropical Cairns Esplanade at for
the gruelling 100km challenge returning to Cairns in the afternoon. The
event is well supported by the local community and we look forward to
seeing massive growth in future years.
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Project Funding
Many of the organisation’s projects are funded by grants made through trusts and foundations. The following list
represents some of the funders who have made contributions in this way, through the financial year:
• Brisbane Airport Community Giving Fund
• Cory Charitable Foundation
• Lord Mayor’s Charitable Foundation
• ANZ Staff Foundation
• Brisbane Broncos
• Courier Mail Childrens’ Fund
• Flack Trust
• Honda Foundation
• Kedron Wavell Services Club
• Premier of Queensland
• Queensland Community Foundation
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FINANCIAL STATEMENTS
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