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Our mission is to empower people living with  
muscular dystrophy and similar conditions  

to make the most of opportunities  
and live the lives they choose. 

Life without limits. 
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“The 
basic 

philosophy 
of many, and the 

principle to which we 
describe, is to live a full 
and rich life ... the wonder 
of the wider world is 
perceived by the 

brain, not the 
body.”

A message from our Patron
The year 2016-2017 has seen another year of leadership and service to our “Family”.  So much has been 

achieved both at the individual level and in the corporate and strategic domains of service for those touched by 
neuromuscular disease.

One area of achievement has been MDQ’s advocacy for integrated medical care.  Every family within our MDQ 
Family knows of the interplay of services that are required – sometimes daily, often monthly and always within a 
year.  Smooth transitions, seamless coordination and best-practice communication enrich life in this domain; and 
the indefatigable efforts of our staff, volunteers and families have continued to improve these goals. 

The year now passed has seen our members living longer.  The basic philosophy of many, and the principle to 
which we describe, is to live a full and rich life.  For many, a physical disability compromises much in the physical 
domain, but a “full and rich life” is a state of mind, not of body, and extended life years affords many this aspiration 
of great fulfilment and personal happiness  – not in monetary terms, but in the fields of comfort, happiness, 
enjoyment, and intellectual stimulation.  The wonder of the wider world is perceived by the brain, not the body.

Those of us working in the broad field of neuromuscular disease know that much can be 
learnt from instant communication with the international world of disability services.  The 
United Nations recognises 3 December each year as the International Day of People with 
Disability.  Muscular Dystrophy Queensland, will support the international efforts to promote 
the dignity, rights and wellbeing of all touched by disability, throughout the world.

Prof John Pearn
Patron
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President’s Report
The past year has proved exciting, challenging, and also satisfying for all at Muscular Dystrophy Queensland. 

Our ever strong commitment to our clients has led to significant change as we prepare for the NDIS.  As your 
Board, we challenged ourselves on what we needed to do to ensure we not only “kept up with the changing times” 
but that we would be at the forefront. 

Following extensive conversations with our clients, we engaged in the development of a new Strategic Plan. This 
Strategic Plan (2017- 2022) is now well underway and incorporates our renewed vision:

Life without limits for people with muscular dystrophy and similar conditions.

Our consultation with our clients clearly identified the need for an increased allocation of hours, especially to 
assist them in their preparation for their NDIS planning meetings. With the help of our generous donors, we were 
able to fund these hours throughout the financial year. An additional benefit of these increased hours was that the 
Outreach Program has been particularly strengthened.

We have followed the NDIS rollout “like a hawk” - asking questions, following up on questions where 
there appeared to be no answers, attending meetings, liaising with government and non-government parties, 
advocating - to ensure we know everything that needs to be known! 

Unfortunately there have been significant implementation issues with the NDIS throughout Australia. 
Despite these challenges we have started providing services to our clients who reside in the designated NDIS 
areas of Townsville, Mackay and Toowoomba. 

As previously stated, we, the Board members, have challenged ourselves to ensure the Board is vital 
and energised, with a comprehensive skill set that can lead the organisation in these challenging times. We 
have welcomed new Board members – Ken Robertson (Treasurer), Victor Attwood, Tony Biggar, Kim Bryan, 
and Natasha Taylor – all of whom bring a wealth of experience in such fields of marketing, law, finance, and 
business. Two of these new board members also have lived experience of a neuromuscular condition. All 
board members have demonstrated a very strong commitment with a significant increase in meetings and 
workload.

No report would be complete without acknowledgement of and appreciation for those who serve. We are 
most fortunate to have very generous donors and supporters who give generously of their financial resources 
and time to support our clients. Thank you.  We couldn’t do what we do without your commitment, 
resources and generous spirit. I also thank the Queensland Government for their support in the past year.

“Consultation 
with our clients 

clearly identified the 
need for an increased 
allocation of hours ... we 
were able to fund these 
hours throughout the 

financial year”



President’s Report (Cont’d)

I need to acknowledge the tireless efforts of 
Helene Frayne, our CEO, and all staff at Muscular 
Dystrophy Queensland.  Despite the challenges of 
the past year, all have remained solution focused, 
committed to the clients, committed to the 
organisation and committed to the future!

I sincerely thank all board members for their 
contribution throughout the past year, so willingly 
giving their time, expertise and generous spirit 
to Muscular Dystrophy Queensland. I particularly 
acknowledge Mr Graham Newton and Mr Ian Godbold 
who resign their positions with the board at our 
AGM. Mr Newton was elected to the Board in 2005 
and has served as a board member, President, and 
Vice President of Muscular Dystrophy Queensland 
and also as the Queensland representative on the 
Muscular Dystrophy Foundation board.  Mr Godbold 
was elected to our Board in 2008 and has served as 
board member and Secretary during his time.  Both 
Mr Newton and Mr Godbold have demonstrated 
loyalty and service to Muscular Dystrophy Queensland 
and we applaud them for their contribution over the 
past years.

I, too, am stepping down from the Board of 
Muscular Dystrophy Queensland.  I am confident 
that our new Board has the knowledge, skills, insight 
and commitment to position our organisation at the 
forefront of disability provision. I wish the Board, the 
staff and the clients all the very best for the future.

Lorna Peters
President

Treasurer’s Report
The 2016/17 year brought with it the usual 

financial challenges for Muscular Dystrophy Qld 
(MDQ). Ultimately though, it was a successful year 
that saw an operating surplus of $49,537, the first 
surplus in several years. This was a turn around of 
$113,878 from the previous year’s deficit of $64,342. 

This year’s surplus resulted from an increase in 
revenue of $63,248 over last year mainly due to 
increases in bequests and events income.  Art union 
revenue has seen a significant decrease and is a 
concern.  Expenditure has decreased $50,630 over 
last year.

The surplus this year has helped restore the 
Statement of Financial Position to a healthier 
position.  Members’ funds are now nearly back to 
the level as at 30 June 2015, and are now showing 
$831,587 on hand.  The pleasing aspect of this is that 
the increase in members’ funds has been in cash 
at bank which is $197,920 up on the balance from 
last year.  Some of this extra cash however will be 
needed for payment of increased current liabilities of 
$145,890.  The net position is a pleasing increase in 
liquidity for MDQ and its members.

The official commencement in Queensland of the 
National Disability Insurance Scheme (NDIS) in June 
2016 has created opportunities for new sources of 
revenue from direct service provision to our NDIS 
clients.  This has however come with the difficulties 
of navigating the new systems which have been 
significant. 

We were able to re-negotiate our government 

funding contracts for the 2016/17 year and 
continued to provide services as Your Life Your 
Choice provider for some of our Disability Services 
funded clients.  Philanthropic funding was also 
secured to support some of our programs, including 
CoughAssist, Equipment Loan and Outreach. 

The MDQ finance team looks forward to another 
prosperous and productive year and wishes to 
thank all of the staff and volunteers who have 
contributed to the ongoing success of our wonderful 
organisation.  Of special note I would like to thank 
Kerry Atkins for the work she’s put in to make my 
role as treasurer much easier.

Ken Robertson
      Treasurer



“Using these 
additional hours, we 

have been determined 
to broaden our reach 
to more clients, always 
offering information, 
support and 

services.”

A message from our CEO
E.F. Schumaker:  Perhaps we cannot raise the winds.  But each of us can put up the 

sail so that when the wind comes, we can catch it.  

As a relatively small not-for-profit, competing with large, cashed up competitors 
in a rapidly and inconsistently evolving environment, we definitely cannot raise the 
winds.  We can, however, focus on being the best and most efficient provider of our 
set of services for our community of people living with muscular dystrophy and similar 
conditions.  In doing that, we have put up the sail so that when the wind comes, we 
can catch it.  

How are we putting up the sail? In the past twelve months, Muscular Dystrophy 
Queensland has achieved positive, stabilising changes, thanks to the dedication, 
commitment and determination of our teams -  donors and supporters, members, 
patron and ambassadors, board and senior management team, staff and volunteers. 

Governance and strategy: 
Over this financial year, we began the significant governance changes required 

to transition from an incorporated association to a company limited by guarantee.  
These advancements will ensure that Muscular Dystrophy Qld is ready to make good 
decisions and take opportunities which may present in the future.  Another sail ready 
to catch the winds. 

Raising awareness: 

Muscular Dystrophy Queensland provides information, services and support for more than 500 
Queenslanders with 100 different, rare, muscle wasting conditions.  The community at large is generally 
not as aware of the existence of these conditions as they are of cancer, cerebral palsy, multiple sclerosis.  
Yet our donors and supporters remain loyal to our community and that is why we value their support and 
contributions so highly.  

Our donors and supporters are the drivers of Muscular Dystrophy Queensland, providing funds, in-kind 
support, expertise and time.  Fundraising and donations provide 88% of our operating income and many of 
them have been supporting us for decades.  In the past year, we have renewed our commitment to them, 
by providing more, transparent information about the positive change their investments cause for our 
community.  Without you, we would not be able to put up the sails.  
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and similar conditions.  We have started on this mission and hopefully, next year, we 
will be able to report a success.  Helen Posselt, our board member and volunteer, 
and I have had several meetings with influential stakeholders and will continue 
to advocate until there are measureable improvements in health care for our 
community.  

Financial sustainability is a clear priority for a small not-for-profit in this 
challenging environment.  I am pleased to report a small surplus in this financial 
year.  It was definitely a team effort, with special thanks to our treasurer, Ken 
Robertson, who is a committed board member and member of the finance team.  It 
is our wonderful managers, Penny Deavin and Kerry Atkins, who have also influenced 
this result.  They have both committed all of their expertise and dedication to 
achieving the financial health of the organisation this year and are trimming the sails 
for the year to come.  

Today I completed a straw poll with my staff, asking about their challenges in 
providing the best possible services and support for our community.  Challenges 
centred on a lack of resources – money, people, IT resources.    When asked to 
provide instances that made them feel a sense of pride in their organisation, they 
all said that it was where our work made things better for a person.  One went on 
to say:  It’s when I see my clients growing in confidence as a result of our work and 
doing something differently.  

I wish to thank the board members, my management team, fundraising and client 
services staff, and our volunteers for their loyalty and commitment to Muscular 
Dystrophy Queensland.  It is with sadness that I farewell my wonderful mentor 
and leader, Lorna Peters, who has steered us through some troubled waters and is 
leaving a stronger and more stable organisation, dedicated to our community with 
muscular dystrophy and similar conditions and hopefully ready to take advantage of 
favourable winds when they blow our way. 

Helene Frayne
Chief Executive Officer

Our services:  
Because of the generosity of our supporters, we have been able to slightly 

increase the hours dedicated to our service provision.  Using these additional hours, 
we have been determined to broaden our reach to more clients, always offering 
information, support and services.  

I am also proud of the innovations generated from the client services team e.g. 
the ‘on-line’ games club for young adults and the Community Connections program.  
Agility is a benefit of being small and therefore, we have been able to respond 
to the needs which are expressed by our community e.g. providing free rental of 
cough assist machines for the improved health of our people who have increasing 
weakness of the muscles used for breathing.   Perhaps our best example of agility, 
though, is the introduction of a new social work service in response to requests from 
our clients.  

Through an extensive outreach program, we have fulfilled our goal to support 
all our regional clients to understand how their NDIS planning sessions work 
(NDIS pre-planning).  It is priority number one for our people at the moment, 
so that they can appropriately express their needs under the complex NDIS 
framework and receive a suitable NDIS Plan.  Advocacy has also been a large part 
of our pre-planning, as clients express confusion, fear and uncertainty going into 
their planning meetings and sometimes, disappointment about not having been 
understood or heard by the NDIS planners.      

The NDIS has started in regional Queensland and Muscular Dystrophy 
Queensland has had NDIS customers throughout this financial year.  We know that 
once it is fully implemented, the NDIS will consistently improve the quality of life of 
our community and we are excited about that and determined to support the NDIS 
principles as best we can.  It is disappointing that the implementation has been 
inconsistent and disorganised and this has directly impacted upon MDQ’s ability to 
source customers and to support them.  In this case we have put up the sail, hoping 
for some consistent and positive wind.  

Advocacy:  
Muscular Dystrophy Queensland’s principal advocacy has been for better and 

more integrated health care for all Queensland adults living with muscular dystrophy 
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Fundraising Report
Throughout our history, Muscular Dystrophy Queensland has relied on the 

generosity of the Queensland people to bridge the gap between existing services 
and the needs of our community living with muscular dystrophy and similar 
conditions. Their generous support has not wavered over the past year. 8,590 people 
gave donations totalling $647,300, purchased $204,000 of Art Union tickets and 
contributed $283,685 at fundraising events. 

Muscular Dystrophy Queensland also received $103,250 in bequests from the 
estates of Patricia Wollam, Heather Mary McCleod, Donald Wenham and William 
Foreman. It is difficult to share with their families, the loss of these kind-hearted 
individuals who gave generously during their lifetime and left legacies that would go 
on, long after their passing. We are forever grateful and committed to achieving their 
philanthropic vision.

This past financial year, with the support of my dedicated fundraising team 
Muscular Dystrophy Queensland began to make changes to our mature fundraising 
portfolio.  One of our main areas of focus was to refresh our fundraising events 
and to build partnerships for community fundraising.  Celeste Baker, Events & 
Partnerships Officer, was tasked with much of this challenge and the improvements 
in performance is indicative of her commitment to perfection.

 In August 2016, we held the Ride for Muscular Dystrophy in Cairns. Thirty keen 
cyclists braved the 100km track (and two self-nominated walkers completed a 20km 
walking challenge) to raise over $9,000. The following September, we worked with 
Andrew and Greg Bell, Selena Carson and the good people of Ray White Surfers 
Paradise for their 24th Annual Charity Ball, raising $230,000 to support research and 
the provision of equipment. In March 2017, the wonderful Year 11 girls of All Hallow 
School sold MDQ branded products and collected coins to raise $15,400 in a little 
under 2 hours before school. Also in March, supporters from all over Queensland 
hosted ‘morning teas for muscular dystrophy’ in their homes and workplaces – thirty 
morning tea hosts collectively raised $7,800. In May, for our final event of the year 
we worked with the ladies and gentlemen of the Brisbane Harley Owners Group 
for the Brisbane HOG Charity Ride - 240 people were involved on the day including 
riders, their pillions for the day, volunteer Ladies of Harley and representatives of 
Morgan & Wacker and Kiwanis – all working together to raise $10,300.   

It has also been an exciting year for our community fundraisers, who take 
on a challenge or host their own event to raise funds for Muscular Dystrophy 
Queensland. We were the grateful beneficiary of events held by The Ashintosh 
Foundation in partnership with the Queensland Medical Orchestra as well as Morgan 
& Wacker’s 100th Birthday celebrations. We’re particularly proud to have supported 
Jane Candy, who held an Afternoon for Muscular Dystrophy raising nearly $20,000 in 
honour of her mum, who had been a client of MDQ before passing way the previous 
year. Jane raised nearly $20,000. 

I am particularly thankful to our clients and families who were willing to feature 
in a fundraising appeal or represent our organisation at fundraising events. It is their 
stories that illustrate the need of our entire community and inspire people, who may 
never had been touched by neuromuscular disease, to want to make a difference. 

Finally, to each of the 8,590 people, who gave in some way to support our 
community this year, I thank you. In reading 
this annual report, I hope you feel deeply 
proud of the role you have played to improve 
the lives of people living with muscular 
dystrophy and similar conditions.

Penny Deavin
Fundraising and Communications Manager
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Our Services & Programs
Muscular Dystrophy Queensland’s services are lifelong for our clients, 

however we find that we are needed most at diagnosis, during life transitions 
e.g. leaving school, when there is a sudden progression in a person’s 
condition, or when a change in a support tips a family into crisis.  

Information
Knowledge is power so it is unsurprising that trustworthy information 

is highly valued by our community.  The information program, funded by 
donors and supporters, includes our phone and email helpline, web based 
information, social media, quarterly newsletters, and NDIS pre-planning 
service.  We also provide information which is targeted at the individualised 
needs of our clients.   

This past year, our staff have been able to provide or source answers to 
all questions about all neuromuscular conditions.  Helen Posselt (Director on 
MDQ’s board and physiotherapist with a lifetime of expertise in management of 
neuromuscular conditions), is our valued volunteer who shares her deep expertise 
with our client services team and our clients.  Helen and the team are also linked 
with international organisations working for people with neuromuscular 
conditions.  

Our community also benefits when people share their wisdom and life 
lessons. For exmaple, our ambassadors in Far North Queensland, Deb and 
Doug Robins, are passionate about helping others and have developed, 
amoungst many other projects, a range of ‘Tip Sheets’ to inform people 
living with Duchenne muscular dystrophy about a range of topics - 
everything from swallowing food, to air travel while using a ventilator. 

Equipment programs
For the most part, the mobility equipment and medical aids a person living 

with muscular dystrophy requires to assist them is funded by the Queensland 
Government through Disability Services and Health. However, sometimes 
equipment vital to their health and wellbeing falls outside of the strict funding 
guidelines of these Departments. For this reason Muscular Dystrophy Queensland 
developed our equipment program. 

Gabriele 
called our helpline, 

seeking information 
about hydrotherapy, genetic 

counselling, medical services in south 
east Queensland, and her concerns 

about eligibility for the NDIS.  

She attended our pre-planning sessions 
to understand the process of obtaining 

an NDIS plan. This helped Gabriele to 
arrange services to meet her current 

needs and to plan for the 
future. She said... 

“Finding 
information about 

my condition has always 
been up to me, so it is a relief 

now to have somewhere to go with 
my questions and someone to help 

me.  I even met others with the same 
condition and was able to chat about 
shared challenges.  It is wonderful that 

Muscular Dystrophy Queensland’s 
people are so knowledgeable that 

I can access the information I 
need.”



Karlia 
had an infection in her chest 

just before Christmas last year. 
We were also able to provide a 
free, short term loan of a cough 
assist machine, which assisted 

to clear mucus from Karlia’s 
lungs, so that she was 

able to recover more 
quickly.

Distance 
from Brisbane 

is not an issue when 
our clients need equipment.  

Karlia lives in Mackay and 
spends time cosily on one of our 
electric hi-lo beds.  Now Karlia 
has her NDIS Plan, we have 

gifted the bed to her and 
her Plan will pay for the 

maintenance.  

Garry 
and Julie are 

septuagenarians so Garry 
is not eligible for the NDIS.  

Recently, with funding from 
Newman’s Own Foundation, 

we purchased a hi-lo single bed 
(for Garry) and a companion bed 
(for Julie).  Garry can now get out 
of his bed unassisted and Julie is 

relieved to have the companion 
bed so she can be close to 

Gary and help him turn 
in the night. 

Garry’s 
son said, “Dad 

wouldn’t buy one of 
these for himself even 

if he could afford it. It’s 
just a wonderful gift. He 

looks so much more 
comfortable.” 

Hi-Lo Adjustable Electric Beds: 
Since the late 1990s, Muscular Dystrophy 

Queensland has provided hi-lo electrical beds on 
long term loan for our clients. At the program’s peak, 
250 beds were out on loan, placed with clients for 
as long as they are needed. Throughout the loan, 
maintenance is provided to ensure the beds remain in 
good working order.  

The introduction of the NDIS has finally seen 
funding become available for many of our clients, 
to fund their bed purchase and any ongoing 
maintenance requirements. Therefore we have 
adapted our loan program to suit.

MDQ will continue this program to ensure those 
who are ineligible for an NDIS Plan, because of age or 
citizenship restrictions, still have access to this vital 
equipment. 
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CoughAssist Program:  
This change in bed funding has enabled MDQ to place more focus on providing another vital equipment item; the 

CoughAssist ventilation machine, which helps prevent and treat acute lung infections and can therefore truly save lives.

The Philips machine uses positive and negative air flows to help inflate and then forcefully deflate the lungs which 
helps draw the mucus out of the airways, reducing the opportunity for bacteria and viruses to flourish. 

This new short-term loan program is developing nicely, thanks to our fabulous client and ambassador, Doug 
Robins (pictured left), who has raised funds for the program by wearing a tie a day until the play.  The ‘play’ was 
two years in development and we were appalled at the ghastly ties he wore each day!  His initiative to make the 
life-saving equipment available for others living with similar conditions to his own, was enough to provide seed 
funding for the program. Our generous donors have continued to support the program through the year. 

One of the beneficiaries of the CoughAssist loan program was Gavin (pictured below), from the Sunshine Coast.  
Recently, Gavin told us about the difference that his CoughAssist loan made to his health when he was hospitalised 
with a severe respiratory infection.   

I have been pretty blessed with good health throughout my life with very few MD issues 
that have greatly affected my day to day living.  In 2016 though, I was hit with a virus that ran 
rampant throughout the Sunshine Coast (Para virus iii attacks the lungs).  My GP immediately 
“suggested” a visit to the hospital. I really didn’t want to go as I was due to leave on a holiday 
the following week. The ICU staff did all they possibly could, but my lungs were thick with 
mucus that I was having trouble to shift. A physiotherapist offered to get in touch with Muscular 
Dystrophy Queensland as she had heard about a CoughAssist machine scheme and thought it 
would be the quickest way to help clear the lungs. 

The amount of interest the CoughAssist device drew with ICU & respiratory department staff 
was amazing as most had never seen one in use. With the help of this fantastic machine and 
three physio sessions a day, I was able to leave the hospital on Christmas morning - the best 
Christmas present I could have hoped for! 
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Families 
attend 

the Children’s 
Neuromuscular Clinc, 

but are concerned about 
moving into the adult 
system where a 

dedictated clinic 
does not exist.

Awareness and advocacy 
We are committed to enabling lives without limits 

for our neuromuscular community.  To achieve this, 
our client services team advocate directly for the 
individual needs of their clients to be addressed. We 
also work to achieve ‘lives without limits’ by raising 
awareness of the hundred rare conditions which make 
up the neuromuscular group, and through systemic 
advocacy.  

In the early 2000s Muscular Dystrophy 
Queensland successfully advocated for an integrated 
neuromuscular clinic to be established in Brisbane 
for children living with neuromuscular conditions to 
have access to the specialist medical professionals and 
allied health services, all in the one location.  

Ever since, it has been our goal to have the clinic 
extended beyond the paediatric system into adult 
care.  A recent interraction with one of our families 
cemented this resolve. This is how it all started ... 

One day in late 2016, we had a call from Cheryl, 
mother of a young man with Duchenne Muscular 
Dystrophy and she was upset.  Her son, Scott (pictured 
top right), from Canungra, had had excellent services 
through the paediatric neuromuscular clinic but had 
reached the age when he needed to access adult 
services and had had no information or planning for 
his transition. 

Even though the conditions are relentlessly 
progressive and lead eventually to a profound level 
of disability, because of advances in respiratory 
and cardiac care, there are more people living into 
adulthood, but there are not enough medical services 
to promote their health and well-being.  Their health 
needs would be best met through an integrated 

adult medical clinic i.e. a one stop shop for all their 
surveillance appointments.  

For the past year, Muscular Dystrophy Queensland 
has been advocating for such a clinic, based in 
Brisbane, but also providing specialist medical 
services for clients who would travel from regional 
Queensland.  The major barriers to the realisation of 
this project are funding for specialist medical services 
and allied health, and a lack of space in all the major 
teaching hospitals in Brisbane.  

We know that this is a 
medium to long term goal, 
however we will continue 
to pursue this until we 
achieve success. 
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 In 2016, Mercedes moved to Brisbane and we 
were able to help her to find appropriate housing 
and medical services, however her application for the 
Taxi Subsidy Scheme was again refused.  For her third 
application, we wrote a letter describing the invisible 
disability, as well as the evident disability, which 
a person with her condition will have in accessing 
transport and her application was approved. We are 
now assisting Mercedes with NDIS pre-planning.

Another example of this important 
work, is our work with Stamati (pictured 

left), who is 24 years old, has 
Duchenne Muscular Dystrophy, 

and lives with his parents.  Like 
most young people, Stamati has 
a dream to live independently.  
He and his parents were excited 
when a housing department 
apartment became available, 

close to where his parents live, 
however, no matter how much we 

re-configured his disability support 
worker hours, he didn’t have enough 

hours to cater for his high supports 
needs.

We called a ‘stakeholder’ meeting to negotiate 
with other service providers and advocated to Dept 
of Communities for more funding.  We even wrote 
to Stamati’s local state member, to no avail.  Sadly, 
Stamati had to refuse the housing department offer 
because we couldn’t achieve the increase in support 
hours.  Lack of discretionary funding is a common 
problem for our young people who are waiting for 
the NDIS to commence in their area.  We continue to 
work with him, if at first we don’t succeed ... 

Individual services 
Muscular Dystrophy Queensland’s focus over the 

past year has been on preparing members of our 
community for their NDIS journey – to understand 
the processes which are quite complex, and to work 
through their individual goals and needs, so they are 
prepared for their NDIS planning meeting.  

Our services focus on the person’s unique needs so 
each case is managed differently, but most involve;

• advocating for our client and family members 
so that their voice is heard, and 

• providing help to access complex systems.  

Each example of assisting our clients to negotiate 
complex systems brings different challenges.  
Recently, we worked with Mercedes (pictured 
below left), who we first met when she was living in 
Townsville.  

Mercedes had no formal supports and felt very 
socially isolated, so we linked her into services which 
assisted her with grocery shopping, cleaning and 
lifting.  We also introduced her to members 
of our Townsville community.  Because 
of our knowledge of the condition, 
we were also able to make 
referrals to appropriate medical 
services.  And we assisted 
Mercedes to apply for the Taxi 
Subsidy Scheme, however her 
application was rejected.  

“Muscular 
Dystrophy 

Queensland made me 
feel a lot better within 
myself.  Through the Christmas 
party and other events, I have 
contact with other people who 
know what I am going through 

and I feel less isolated.  And I 
couldn’t do without my Taxi 

Subsidy Scheme card!”, Mercedes 
said reflecting on working with 

MDQ to navigate complex 
systems. 
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Outreach
In 2016/17, Muscular Dystrophy Queensland increased visits to clients in south 

east and regional Queensland.  Our client services staff – all 2.3 of them – are to be 
admired as they have visited so many areas, some of them several times.  We all 
enjoy getting out of the office and providing services in the country where we are 
welcomed with open arms.  Over the past year, we have visited Mackay, Cannonvale, 
Ayr, Townsville, Toowoomba, Chinchilla, Roma, Mt Isa, Rockhampton, Gladstone, the 
Fraser Coast and Bundaberg, and Cairns. 

Our services cover the life span of our clients, something one Gladstone family 
can attest to.  When their son, Liam (pictured right) was three years old, Melissa and 
Steven first came in contact with Muscular Dystrophy Queensland.    Over the years, 
our staff have visited Gladstone or Rockhampton and met with the family to discuss 
ways to navigate the health, disability and education systems for Liam’s benefit, to 
access necessary funding for equipment, and to prepare for the NDIS.  

Last time we were in Gladstone, Melissa sought advice about setting up social 
and community activities for Liam.  Lindell, our social worker, suggested community 
sports such as boccia – a  modified ball game which is very tactical.  Lo and behold, 
soon after that conversation, boccia was introduced in Gladstone and Liam is now an 
ardent player who loves to win!  

Community/group program
Our community speaks of social isolation and the need for people living with 

similar challenges to have supportive friendships.  In the past year, we have 
responded to this need by building Community Connections through family days, 
group meetings for a purpose, and through our online gaming club.  These are all 
funded by donors and supporters.

We have supported Daniel, who lives with Duchenne muscular dystrophy, to 
lead the Northern Brisbane Community Connections meetings. His dedication, 
leadership, and enthusiasm are much appreciated.  We have also introduced 
Creative Community Connections in southern Brisbane, where a group of people 
meet for art lessons and crafting activities.  We mentioned the Gaming Club which 
connects people online. These programs are funded entirely charitably and will 
continue based on demand. 
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NDIS readiness and pre-planning 
In 2016/17, Muscular Dystrophy Queensland has been dedicated to providing 

information about the NDIS, supporting people to understand their goals and needs, 
and to make choices and have control over their decisions.  

As we travel around Brisbane, the south east corner and regional centres, we 
have been offering small group workshops about the NDIS, where people can ask 
the questions that are concerning them.  We also meet with people individually, 
to take them through the planning process in great detail and to assist them in 
drafting their goals.  On several occasions, client services staff have even attended 
NDIS planning sessions with clients, to support them and advocate for them.  
NDIS readiness and pre planning work will continue until the final Muscular 
Dystrophy Queensland client has an NDIS plan, sometime in 2019. 

Services under the NDIS
Since July 2016, Muscular Dystrophy Queensland has been 

providing the following services under the NDIS structure:

• Support connection
• Complex Support coordination
• Plan Management provision
• Assistance with planning and budgeting
• Individual social work and counselling services.  
Muscular Dystrophy Queensland is based in Brisbane 

and thus far, the NDIS has reached Townsville, Mackay, 
Toowoomba, and Ipswich, so providing services remotely has 
been a challenge.  The National Disability Insurance Agency has 
also changed its processes to the extent that many clients have asked 
for support coordination and plan management provision to be included 
in their NDIS plans and have been refused this request. 

Once the challenging and transformational system is completed and embedded, 
however, it will transform the lives of the members of our neuromuscular 
community and will be worth the challenges for service providers.  Muscular 
Dystrophy Queensland is also actively engaged in some sector leadership groups, 

advocating for a consistent and equitable distribution of NDIS funding for high 
quality services for all Queenslanders with disabilities. 

Muscular Dystrophy Queensland’s First NDIS ‘Customer.’
Brendan lives with Duchenne muscular dystrophy.  Until the NDIS came 

along, his loving family (picutred centre with Brendan) provided all of his 
formal and informal supports.  Even before his NDIS planning meeting, there 
were many issues to be discussed with our client services staff, such as what it 
will be like to have outsiders coming into the house to provide my care? And 
where would Brendan source service providers as he lives in regional Ayr?

We travelled to Townsville a couple of times before the planning 
session and had many phone conversations to prepare for the 

planning meeting.  Maryanne Dover, Brendan’s client services 
officer attended Brendan’s NDIS planning meeting by phone.  

Brendan employed Muscular Dystrophy Queensland 
as his support coordinator and plan management 
provider.  Maryanne and our NDIS Coordinator, Kim 
McNab, assisted Brendan to create a budget, to 
access the NDIS portal, to arrange his equipment, 
and to source and employ his suppliers.  For Brendan 
and his family, life expanded.  With his support 
worker, he particularly enjoyed going on outings in 

the community.  

We also assisted Brendan and his family in matters 
not funded by his NDIS plan.  Maryanne and Kim needed 

to advocate for Brendan to have prompt responses from 
the National Disability Insurance Agency, especially related to 

obtaining very necessary equipment through his NDIS plan.  And for 
Brendan’s family, it was a significant adjustment to move from a life without 

any funded supports to the NDIS.  Muscular Dystrophy Qld’s team was by their 
side at this time, helping them to make these adjustments.
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