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“Here at Muscular Dystrophy NSW, 
we create a community for people 
living with a neuromuscular condition 
and their families; one where they 
can connect, learn, grow, share, have 
fun and be treated with respect and 
equality.” 

  – Charlotte Sangster, CEO
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Charlotte Sangster, CEOAnthony Ball, President

A WELCOME 
FROM THE 
PRESIDENT & CEO
It is difficult to know where to start this year’s welcome message as 
we reflect on all of the things that have impacted the neuromuscular 
community and the broader Australian community over the last 12 
months. From bushfires to floods and now the COVID-19 pandemic, 
all of which have devastated so many lives.

One thing we can be proud of is incredible resilience that the 
neuromuscular community has shown during this period. We have 
witnessed a community of people pull together to support one 
another and connect like never before. At MDNSW, we have seen 
this firsthand through the delivery of our Peer Connect groups, 
which have been moved to a virtual format and enabled people all 
over NSW to connect, support each other and share information. 
We have also seen this through the incredible fundraising efforts 
of individuals and teams for Sugar Free September, with many 
families and individuals sharing their stories and raising awareness 
of Muscular Dystrophy.

Some amazing things have also happened during the last financial 
year, including the launch of the MDNSW website and ‘The Peer 
Collective’; an online repository of stories from people in the 
neuromuscular community sharing info and tips to help you in your 
everyday life. Thank you to everyone who has helped us build this 
incredible resource and shared their story.

After two years we also finalised our first national project in 
collaboration with the Muscular Dystrophy Foundation and have 
delivered ‘The Loop’, which features loads of specialised information, 
stories and an online community forum for you to ask questions and 
get support from the neuromuscular community all over Australia. 
We encourage everyone, from community members to medical/
allied health professionals and other service providers to utilise this 
wonderful resource which is being updated regularly.

As we move into the new financial year we are excited to look to 
the future. Through consultation with the community and strong 
leadership from the board and management team, we have been 
able to create a new Strategic Plan. This Plan will see us through 
to the end of 2022, while we continue to adapt to the COVID-19 
environment that we find ourselves in now. With a more narrowed 
focus, MDNSW will deliver on the following three strategic goals:

1. Connection: Facilitate connections for people with 
neuromuscular conditions, their families and carers: 
with each other, to their communities, to information, 
to the services and supports they choose.

2. Independence & Capacity Building: Empower 
and support people affected by neuromuscular 
conditions to build their capacity and 
independence.

3. Organisational Sustainability: Place MDNSW on a 
sustainable footing.

Unfortunately, the COVID-19 pandemic has meant that we have been 
unable to run our large group camp and retreat programs which are 
loved by so many. While they remain on hold (until it is safe for us to 
recommence) we are working to develop more sustainable services 
which will enable people to access the community and capacity 
building services in a COVID-Safe manner. We will continue to look 
for new opportunities to expanding our NDIS service offering for 
our community, as indicated by feedback during our community 
consultations.

We continue our full support of the Royal Commission which was 
established in April 2019 into the abuse, neglect and exploitation of 
people with a disability and we maintain hope that the outcomes 
will help to better protect people with disabilities in the future. 
We hope that it achieves its objectives of achieving best practice 
in reporting, investigating and responding to violence, abuse, 
neglect and exploitation of people with disability and promoting 
a more inclusive society that supports people with disability to 
be independent and live free from violence, abuse, neglect and 
exploitation.

And through all of this we hope our Vision that ‘Every person 
with a neuromuscular condition is able to live the life they choose’ 
and Mission ‘To empower, connect and support people with 
neuromuscular conditions, and be an effective advocate for the 
neuromuscular community’ will remain strong and at the heart of 
all we do always. We thank our community for your support during 
these extraordinary times.
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OUR HISTORY
Muscular Dystrophy Association of NSW (MDNSW) 
commenced operation in 1957 as a specialist support group 
within the Society for Crippled Children, now known as 
Northcott Disability Services. Those living with neuromuscular 
conditions and their families were instrumental in setting up 
MDNSW as a separate entity.

In the early days, all of our work was voluntary and was done 
by family members. The association operated from offices 
in South Sydney for many years, before moving to the more 
central current location of Meadowbank, near Ryde, in 2008 
and then in 2017 on to our current location in the Multiple 
Sclerosis building in Lidcombe, Sydney.

In 2009, MDNSW became a not for profit company limited by 
guarantee and on 1 July, 2000 was endorsed as a Charitable 
Institution with DGR status.

We are a membership‑based 
not-for-profit organisation 
supporting and connecting 
people with neuromuscular 
conditions (muscular 
dystrophy) and their 
families.

OUR COMMUNITY
MDNSW has 1400 members that comprise of clients with 
MD, carers, family members, health professionals, and board 
directors. Here’s how many people that looks like!

Ultimately, every person with a 
neuromuscular condition should be 
able to live the life they choose.

That’s why we’re always here for our member community 
with a listening ear and advice in times of transition.

OUR MISSION
Is to empower, connect 
and support people with 
neuromuscular conditions, and 
be an effective advocate for the 
neuromuscular community.

OUR VISION
is for every person with a 
neuromuscular condition to 
be able to live the life they 
choose.

OUR VALUES
•	 Empowerment and 

responsiveness

•	 Integrity and respect

•	 Partnerships and 
teamwork

OUR 
VISION, 
MISSION 
AND 
VALUES

Learn more about our community by visiting our youtube channel 
and clicking on the video, Who We are: youtu.be/Czv_isfDU30
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Everything we do comes back to 
our Vision, Mission and Values.



$108,921 raised 
from Sugar Free 

September 

$

stories shared 
through The Peer 

Collective

102

followers on social media

3,235 

of Smiles on faces

thousands 

people involved 
in Peer Connect 

250 
people received 

support 
coordination

50 

Camp and Retreat 
participants

58 

OUR IMPACT

in non‑government grant 
funding

$45,888  
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OUR SERVICES

Our services and programs respond to the issues 
faced by people living with neuromuscular 
conditions and help empower people to take 
control of their own lives.

Each individual and family member we work with is unique and deserves 
to be treated with respect and dignity.

Through partnerships with Clinics, Universities and other like‑minded 
organisations, our hard‑working team builds relationships and 
connections to benefit our community.

•	 Information, support coordination and direct services such as 
camps and retreats

•	 Events that bring people together to share, learn from and 
support each other

•	 A strong commitment to research into treatments for 
neuromuscular conditions and raising funds

As a registered NDIS provider, one of the main services we provide is 
Support Coordination. We provide a specialised service that understands 
the often‑complex support needs of people living with a neuromuscular 
condition.

Our service helps our clients prepare for and implement their NDIS plan 
by finding services appropriate to their current needs and location.

“We are committed to providing quality services and programs 
for all our clients and members. We make a point of being 
there for our members at each stage of life, including in times 
of transition when they might not know what to expect next. 
We maintain a continuity of support, providing information and 
advice along the way, focussing on the specific needs of each 
member and anticipating their future supports.” 

   – Joan Martin, Client Services Manager.

We support our community by:
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100 stories
FROM OUR MD COMMUNITY

vvv

Your MDNSW Community Day
We held our annual MDNSW Community Day on 
30 November 2019,where over 100 members, staff 
and Board got together to catch up, have fun and 
celebrate the end of a big year for our community.

During the day, a presentation ceremony was held to acknowledge our new ‘Life 
Members’.  This select group are special members of our community, who have 
significantly supported and contributed to our association over the years, helping 
our members to live the life they choose.

Following the ceremony, everyone enjoyed a delicious catered lunch and time to 
catch up with old friends (and make some new ones!).  Everyone was then greeted 
by a very special guest in red, with Santa arriving with a sleigh full of presents for 
all of the good boys and girls.

The day kicked off with our Annual General 
Meeting (AGM), where members were briefed 
on the highlights from the 2019‑2020 period. 
Immediately following the AGM, we dived straight 
in to the celebrations of our Community Day, with 
face painting, a photo booth, a balloon artist, 
boccia, games and crafts all set up for kids and 
adults alike to enjoy.

The Peer Collective
On 3 December 2019, coinciding with International Day 
of People with Disability, we proudly launched our new 
online community resource ‘The Peer Collective – Stories 
and Tips to Empower Your Life’.

The Peer Collective is a collection of stories, tips and advice 
from people with lived experience of neuromuscular 
conditions. It’s something that our community of members 
have been asking for, and after many months of hard work 
and stakeholder engagement, we are so pleased to say it 
is now live on our brand new website! 

The stories are all different but usually they have some 
reflection of lived experience mixed with suggestions and  
ideas, advice or motivation for others who might be going 
through similar situations.

Topics range from therapy and assistive technology, 
to travel, sport and employment, and everything in 
between. 

FY2019-20 HIGHLIGHTS
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Summer Camp
Almost 50 campers attended our popular 
annual Summer Camp in December of 2019, 
reuniting with good friends and making 
new ones while enjoying a variety of fun 
activities to keep everyone busy.

Unfortunately, Camp had to be cut short 
with the Sydney Academy of Sport being 
evacuated due to the catastrophic fire 
conditions.  This was very disappointing 
for everyone, but safety is and always will 
be our priority, and we are grateful to our 
volunteers and campers and their family 
members for their understanding and 
cooperation during this emergency.

We managed to capture great photos of 
our campers enjoying activities before the 
evacuation, as they got stuck into laser tag, 
swimming, cupcake decorating, prank wars 
and much more!

KAMAL’S STORY

Vrrrooom! The engine roars, the wheels spin, the 
wind is in your hair and everyone’s heads turn as 
you drive past in your matte black Lamborghini 
(with yellow trims and accessories of course!)

This is 15 year-old Kamal Sadi’s ultimate dream 
and ambition for when he grows up; to one day 
drive a Lamborghini. But that’s not all Kamal 
aspires towards. He looks forward to lots of 
things, like completing high school and pursuing 
his interests in math’s and history; he hopes to 
continue to be a good role model for his five 
younger brothers; he looks forward to taking on 
new experiences and meeting new friends; and 
most of all, every year, he can’t wait for Muscular 
Dystrophy NSW’s Summer Camp! “I look forward to camp all year. At 

camp, I get to see my old friends, play 
wheelchair soccer, go swimming, and 
my favourite – plan for prank wars. I plan 
my pranks for months; I like to come 
prepared.”

“I also love swimming at camp, it’s 
the only time of the year I get to 
swim. But, won’t go in without Joan 
(MDNSW Client Services Manager). 
I like the water, I enjoy the feeling of 
being weightless; I’m just terrified 
of drowning! I haven’t been in the 
water since my surgeries, so I’m 
looking forward to doing it at Camp 
this year.”

He was diagnosed at two years old and has spent most of his childhood in and out 
of hospital. In 2019, Kamal spent four months in hospital undergoing two surgeries 
to straighten his crooked and unsupported spine. Now, with the support of titanium 
rods in his back, Kamal is in less pain, is more comfortable and can sit up straight 
and lean forward with ease.

But he doesn’t like to dwell on the subject of his surgeries for too long, there are 
more important things to talk about – like camp!

Kamal has Spinal Muscular Atrophy (Type 2), a 
type of childhood motor neuron disease that 
primarily affects the muscles for movement and 
breathing.
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Siblings Day 
Out
In January 2020, we held our Siblings Day Out 
in Collaroy and it was full of fun, sun, sand and 
surf! It was a particularly special time for Jade, 
whose mother and brother both have myotonic 
dystrophy, as she got to experience going to the 
beach for the very first time ever!

 “I had a fantastic time, I especially enjoyed 
swimming in the pool at the beach and building 
a sandcastle. Being at the beach for the first time 
was great. I had lots of fun and there were lots of 
activities to do.  I made a new friend, Mitch, who 
took me out into the waves” ‑Jade

Jade’s mum, Emma, also said how much of great 
day Jade had, collecting shells from the beach and 
listening to the waves through the shells.

She was very excited when she got home and 
showed me all her shells,” Emma said.

What a great day and way to thank the wonderful 
brothers and sisters from our MD community!

Young Adults Retreat
The Young Adults Retreat was held on 7‑10 February 2020 with 14 young 
people attending. Here’s a great perspective from one of the participants of 
the Retreat, Brandon.

“I recently attended my first ever Young Adult Retreat organised by MDNSW. 
My experience was sensational! I really enjoyed making new friends with 
the other campers and carers, playing cards and staying up late. I was never 
bored as there was always something to do.  This included: video games, 
watching movies, bowling, excursion to Sydney Wildlife Park and wax 
museum, making cocktails and participating in novelty indoor games. 

Even though one day we were flooded in and couldn’t drive anywhere, we 
played team trivia and still had fun. Because I made many friends, the carers 
were fantastic and the four days were so much fun, I will definitely attend 
next year’s camp.  I have even connected with many of my new friends on 
Facebook.

   Thank you MDNSW!”
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Neuromuscular 
Information & 
Research Day

Our 2019 Neuromuscular Information and Research Day was held in 
August in and saw over 70 attendees enjoy an interactive information 
stall, great networking and a jam‑packed program full of engaging 
keynote speakers and panels. The program included:

•	 ‘Taking control of splicing: new therapies for neuromuscular 
disorders’

•	 Update on Facioscapulohumeral Muscular Dystrophy & 
Myotonic Muscular Dystrophy’

•	 ‘Understanding the Disability Royal Commission’
•	 ‘What has been achieved through MDNSW Bequest program’
•	 ‘Home Automation  &  Home  Modifications  –investigating 

options to increase independence’
•	 ‘Planning for  the  future  –  experiences  as  a grandparent’
•	 ‘Living the Life I Choose – a panel of people with lived 

experience of neuromuscular conditions’

All of the Seminar talks are available on our YouTube 
channel, as well as the MDNSW website or at mdnsw.org.au/
neuromuscular‑seminar‑ and‑research‑update‑2019.

#IsolateandInnovate 
Challenge

In March 2020, at the height of the COVID‑19 pandemic we 
decided to do something fun and share some positivity with 
our entire community during such a difficult time – we launched 
the 14‑day Isolation Challenge #IsolateandInnovate!

The main purpose of the challenge was to encourage people 
to stay indoors and keep each other safe while having some 
fun. Our aim was to help the muscular dystrophy community 
by building awareness and staying home to show support for 
one another in a fun and positive way.

As a sign of people’s incredible generosity during an already 
difficult time, just over $3,700 was raised to support the setup 
of further online services to assist us to maintain connections 
with our members. Here are some of our challenges!

Watch our video about the isolate and innovate challenge at 
https://youtu.be/Ke0D12gBBDE
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Thank you MDNSW for making 
our journey easier!

Informative and motivating

[The Seminar] was wonderful, 
even better than last year

Lots of useful tips on lots of 
subjects

Worthwhile and good to 
network.  I got a lot of new 

contacts  

““

””
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Crazy Hair

Glam up

Just Keep Rolling (get creative with toilet paper)

Show us your Party 
Trick

Get creative with food

Quarantine Catwalk

Random act of 
kindness

Dancing from a 
Distance

Science in Seclusion

Paint innovations

Music Mania

Create a jingle to washing your hands

All about iSO karaoke



Sugar Free September
We were overwhelmed with the positive response from our community to 
the 2019 Sugar Free September challenge, rounding up the campaign with 
a total of 1,042 registrants and an amazing $108,921 raised! This was more 
than double last year’s challenge, which is just incredible!

We’d like to thank everyone for their enthusiastic participation and 
dedication to what wasn’t an easy challenge. A special mention in particular 
to the teams and individuals topping the leader board:

•	 Team Johns Jelly Beans  ‑ $10,700
•	 Corporate team Jones Day supporting Muscular 

Dystrophy ‑ $6,233
•	 Farah Touilii ‑ $5,299

We’d also like to thank our wonderful partners who helped us raise awareness 
and have provided amazing prizes and support along the way.

A big thank you also goes to the wonderful Gabby Campbell, our resident 
Nutritionist/Naturopath, from The Tolerant Table.

With the launch of our new fundraising platform, Team MD, 
individuals and teams are now able to create their very own 
fundraising pages and raise money and awareness for MDNSW.

Everything a fundraiser needs to get started is available at Team MD, 
with a suite of online tips and tools, including a handy Fundraising 
Kit. Advice on how to go about fundraising for a range of different 
groups is available too, including schools, at work, events or 
celebrations.

Visit Team MD at www.team‑md.org.au

Join Team MD
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Make a difference!

We raised over 
$100,000!

Ryde M
asters Swim

 Club 

raised $10,267!

Chipping Norton Public 
School raised over $11,000!



The 
launch 
of the 
Loop
After two years of successful national 
collaboration The Loop was launched in May 
2020.

A complex national project delivered by a 
remote team, across FIVE associations, ON TIME 
and UNDER BUDGET!

The Loop is a secure and informative website 
built by, and for, the neuromuscular community.
You’ll find a wealth of expert information about 
neuromuscular conditions, allowing you to 
understand and manage your condition at your 
own pace.

This also includes the Community Forum which 
is the NSW sponsored component of the project. 
The forum is a place where people can chat 
online and ask questions, share advice.

The conversation is now open to join. 

Visit www.theloopcommunity.org. 
Australia Day at 
Government House

We were lucky enough to be invited by our Patron the Governor of 
NSW, Her Excellency the Honourable Margaret Beazley AC, QC to 
participate in the wonderful Australia Day celebrations that were held 
at Government House in Sydney in January 2020. 

Muscular Dystrophy NSW joined other patronage organisations of the 
Governor General’s for a fun-filled day for the family on the beautiful 
grounds of Government House.  The House was also made open to the 
public for tours and lunch and live music ran throughout the day.

In total 3,424 people visited the House, making it the biggest Australia 
Day Open Day they have ever had!  We were honoured to be a part of 
it and would like to thank Her Excellency and the staff of Government 
House for their ongoing support.
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GEORGE’S STORY
George is an incredible little boy. He is the son of Nadia 
and Nathan and older brother to his sister, Margot.

George is four years old and has Nemaline Myopathy, 
a very rare neuromuscular condition that impacts all 
of the skeletal muscles, making them very weak and 
causing him great difficulty with moving, breathing and 
swallowing. His condition is so rare that his particular 
genetic mutation has never been seen in the world 
before; making George a world first!

“When George was eight weeks old, we were told 
by doctors that they suspected George had a 
neuromuscular condition that might take his life within 
the first year. We were devastated and shocked, he was 
our first born and had only just entered our lives! We 
didn’t even know this was possible, as there’s no history 
of neuromuscular conditions in our family. We’d never 
even known anyone with such a condition. Thankfully, 
the doctors were wrong in their initial diagnosis and at 
four months old they were able to correctly diagnose 
George with Nemaline Myopathy,” says George’s mum, 
Nadia, when thinking back to when they first learned 
of his condition.

George didn’t walk until he was three and even now 
at four years old he needs the assistance of a power 
wheelchair and walking frame. He falls quite frequently, 
but that doesn’t stop his determination in walking all 
day at pre-school and playing with his friends. He also 
loves to play powerchair soccer and is currently on 
his ‘L plates’ using a borrowed powerchair but has 
dreams of one day being able to play with the bigger 
and faster boys in his very own powerchair.

“Because George’s condition was so rare I didn’t know where I 
could turn. Connecting with Muscular Dystrophy NSW put me 
in touch with a tribe of others who knew exactly what I was 
going through. The value that MDNSW provides, I can’t find it 
anywhere else. They are vitally important to people living with 
a neuromuscular condition.”

Stand By Me
We worked closely with the NSW Disability Advocacy 
Alliance (DAA) who coordinate the “Stand By Me” campaign 
to produce a position statement regarding Disability 
Commission’s Review of Disability Advocacy Funding 
Report. 

We and the DAA broadly supported the Report’s 
recommendations, though we did seek out clarification on 
some of the key issues. We also asked that we work in good 
faith with the Government to develop actions that would allow 
for the implementation of the report’s recommendations.

After we participated in numerous consultations into the 
review of the Report, we also sent a joint letter for the 
maintenance of the current funding of information and 
advocacy in NSW until July 2021 to the Minister for Families, 
Communities and Disability Services, The Hon. Gareth Ward.

The demands on government and the advocacy sector in 
responding to the COVID-19 pandemic mean that a significant 
transition period to any new model of disability advocacy in 
NSW will be crucial. Attempting to transition organisations 
and support for people with disability in only six months, as is 
currently proposed, would risk leaving people with disability 
without strong disability advocacy services when they need 
them more than ever. 

An extension will enable both the government and our 
organisation the time and focus to deal with the extensive 
additional workload that COVID19 is causing. It will also 
ensure that people with disability have certainty during this 
highly stressful, life threatening time along with access to the 
vital supports that disability advocacy affords.

Learn more about George’s story by watching 
the video at https://youtu.be/Hl_JkSayhvE
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THE IMPACT OF COVID-19

A few months into 2020, we along 
with many other charities were deeply 
impacted by the spread of the Covid-19 
virus. Given both the uncertainty and the 
rapidly changing nature of Covid-19 in 
Australia, we considered the steps we need 
to take to ensure the health and safety of 
our members and decided to cease all 
face-to-face activities immediately and 
indefinitely.

This meant all face to face appointments 
were moved to telephone or video 
conferencing, the MDNSW office was 
closed and disappointingly many of our 
events and programs were cancelled or 
postponed until such a time as Australian 
Health advisories give businesses the all 
clear to resume regular services.

This also meant that from March 2020, we 
were not able to hold the:

•	 Mums retreat (March) 

•	 Adventure Camp (April)

•	 Siblings Day Out (April) 

•	 Big Red Roll & Stroll (May)

•	 Couples Retreat (May)

•	 Face to face Peer Connect meetups 
i.e. Adults with MD Meetup, SMArties 
(March – June) 

People living with muscular dystrophy 
are one of the most vulnerable groups 
in our community and must take extra 
precautions during this difficult time.
Along with the reality of having to take 
extra precautions, kids and their families, 
who were booked on one of our Camps or 
Retreats, missed out on the break they so 
truly deserve.

MDNSW member, Ellie Robertson, told 
us about the challenges she has faced 
during this pandemic “I’ve had to develop 
a routine of getting my support workers 
to sanitise, put on masks and wash their 
hands and then they are ready to work. 
I have had to spend a lot of time on the 
internet sending emails, courses and 
demonstrations to the carers to ensure 
they are up to date”.

Our Covid-19 tax appeal saw our donor 
community come to the rescue and 
support our organisation and our 
members when we needed them most, 
giving an incredible $65,000 in donations. 
This money helped us continue to provide 
our programs and services during the 
Covid-19 pandemic with little impact on 
our clients, through the development of 
new online groups (Peer Connect) and 
resources.

ELLIE’S STORY
My name is Ellie Robertson and I am 
a woman living with Spinal Muscular 
Atrophy Type II.  I get around in a motorised 
wheelchair as I have done for most of my 
life. I have never walked. Over the years 
my condition has gradually deteriorated. 
I now have very limited movement in my 
hands. Ironically, I am now busier and more 
active than I have ever been in my life!

I love life. I have been given this gift of life 
and I not only want to enjoy every aspect 
of it, I want to make sure I put it to good 
use so that I can help others and the 
world around me. The biggest passion in 
my life has always been animals. I love the 
great outdoors, travelling, dining out and 
watching good movies at home with my 
cats.

I was blessed with the best parents a girl 
could have always encouraging me to live 
my life independently and allowed me the 
freedom to grow and develop and become 
my own person.
After I left school, I entered the NSW public 
service where I began full-time work as 
a telephonist, then moved into several 
front desk receptionist roles, moving up 
to supervisory roles.  I also held a job with 
NRMA for 2 years which required me to 
catch a train every day, which presented 
its own challenges! My last job was with 
Centrelink as a bilingual customer service 
advisor where I stayed for 13 years.
In the early 90s I joined a band as a 
lead singer. All the band members 
had some form of physical disability. It 
was a wonderful time of performing at 
community centres and malls and we 
even got a gig on Bondi Beach and at 
a well-known pub in Balmain! I decided 
I wanted to start my own band with my 
best friend. 

After leaving Centrelink I retired from the 
general workforce and spent 3 years as a 
Living Life My Way Champion travelling 
all around NSW delivering talks and 
presentations on what it’s like to manage 
my own personal care funding.  I have 
been managing my own government 
funding for several years now. My support 
workers are directly employed by me. I 
love it this way. Sure, it takes a bit of effort 
but everything of value in life takes a bit 
of effort. I currently employ nine support 
workers.

For the last four years I have been 
heavily involved in the political arena.  I 
have previously run for three elections 
representing The Animal Justice Party. In 
the 2016 federal election for my seat of 
Hughes I got 4 percent of the vote!

I have travelled, worked in open 
employment, married, built 2 homes and 
entered politics!

My motto in life has always been “why not?” 
I don’t see obstacles, I see challenges and 
opportunities where I can prove to others 
that having my disability does not define 
me or hold me back.  In today’s world of 
technology and social media there is no 
reason that anyone with SMA or similar 
disabilities cannot reach for the sky!

We placed an ad for a guitarist and a 
keyboard player and I met my future 
husband David! Together we built our 
first home and travelled extensively 
going to places like Uluru, Cairns, Greece, 
Melbourne and all around NSW.
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CELEBRATING OUR 
TEAM

Our Staff

Our Board

Charlotte Sangster
Chief Executive Officer

Joan Martin
Client Services 

Manager

Mitch Taylor
Client Programs 

Coordinator

Ganesh Kakani
Client Services 

Coordinator

Jenny Smith
Client Services Events & 
Administration Support

Chris Hastas

Administration Assistant

Carolyn Campbell‑McLean

Project Officer

Milvia Harder

Project Officer & 
Quality Assurance

Angelito Escalada

Finance Manager

Gracia Selina

Finance Officer

Alicia Ballesty

Marketing & 
Development Manager

Zan Schmidt Jess Chippendale

Fundraising & 
Development Coordinator

Louise Walpole Maralyn McCann

Our Volunteers and Camp Carers

Aimee Le Febvre
Alanah Hicks
Ali Freeman
AliciaAllan
Amy Jenkins
Angela Sciacchitano
Ayla Yuyucuoglu
Briony Norton
Chantelle Stewart
Charli Pham
Chloe Li
Courtney Sutherland
Dane Lamb
Dani Arcidiacono
Danielle Hitchins
David Nong
Ella Teague
Emily Bulkeley
Emily Kelly
HopeAllen
Izzi Harman
Jade Weston
Jemma Maitland
Jess Best
Jessica MacDonald
Jim Anthopoulos
Joshua Dransfield
Kaitlin Hurley
Kaitlyn Quinlan
Kristen Mifsud
Lori Friedman

Lucy Beer
Maddie Vincent
Marcia Riva
Millie Cook
Molly Ross
Natalie Cook
Oscar Cavalletto
Rachel Moryosef
Rachelle O’Neill
Rebecca Owen
Samantha Roots
Sarah Cartwright
Sharon Nguyen
Sophie Dickson
Tayla Campedelli
Tej Kehal
Tiarne Hughes
Vanessa Kouch
Zac Mico
Kate Creighton (RN)
Lisa Tang (RN)
Julie Hungerford (RN)
Anne-Maree Warman (Office 
Volunteer)

Young Adult Retreat Carers February 2020

Aleisha Hyslop
Alexandra Cotton
Ellie Priebbenow
Jacinta Tabell
Jim Anthopoulos
Joshua Dransfield
Oscar Cavalletto

Rachel Torres
Samantha Roots
Tiarne Hughes
Alicia Allan
Dimitra Papadoniou
Elise Baxter
Amy Thompson (RN)

Summer Camp Carers December 2019

This year our team worked together tirelessly to ensure 
the ongoing rollout of our programs and services to the 
community. We would not be here without you all and are 
so grateful for your hard work, dedication and passion for 
MDNSW – you’re all legends!

Fundraising Coordinator 
(left position in March 

2020)

Office Manager 
(left position in December 

2019)

Fundraising & 
Development Coordinator

Anthony Ball

President

Richard Arnheim

Treasurer

Clinical A/Professor 
Kristi Jones

Medical Director

Kim Brislane

Director

Christina Liang

Director

David Kay

Director

Nathan Teong

Director

Stuart Uhlhorn

Director

Michelle Ball

Director

Shannon Finch

Director (ended 17 June 
2020)

Laura Sheridan Mouton

Director (appointed 18 
July 2020)
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FINANCIAL REPORT

Our Life Members

Peter Debnam
Martin Dalrymple
Alastair Corbett
Carolyn Campbell-McLean
Robert Murray
Rhonda Murray
Ian Williams
Kristi Jones
Prof. Graeme Morgan
Dr. Jacqueline Morgan 
Keith Allen
Percy Baptiste – Deceased
Bruce Ellison – Deceased
William Harding - Deceased

Our Patron

Her Excellency the Honourable Margaret Beazley AC QC
Governor of New South Wales

30

























































































 



 























  


  
  
 
 

   























 


 


 
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   
   

















































  





   
   
   
   

   

   

    
    
   
   
   
   
    
   
    
   
    
   
   

   

   

   

    

    

    
   
    
    
    



  
    
    
    
   
   
   
   




























  
 

  


   
   
   
   
   
   















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




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
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






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



































  





   
  





  

 

   
   
   
   
   

   
   
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  
    
               














    

   
    
























 




              



 


             
   


              










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






              

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
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
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
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



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 






 












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 






  
               
   








     









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




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   
   
   
  
  
  
  
  
  
  
  
  

   

















 







   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
    
    
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   

   
   
   
   
   
   
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   
   






 









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











 





   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
   







 













     



     





     




     
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


  





   
   
   
   
   
   


   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
   
   


   
   
   
   
   
   
   
   




 















  

  





   

   
   
   
   
   

 

   
   
   
   
   
   
   



  
   








 






  
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



 





   
   
   
   
   
   
   

   
   
   






 





   
   
   
   
   
   
   
   
   
   
   
   


















 











 
   

    

    

    

    

    

    

    

    

    

    

    

    



 
















 








 

 


 


 


 


 





  
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

  
     

    


  
 

 
  








    








                


 



















          



               
              













     



              







            





      
               






            






 







 

              




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




  

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






             















   
           

 










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CONTACT 
INFORMATION
Address: Studdy MS Centre, 80 Betty 
Cuthbert Dr, Lidcombe NSW 2141

Email: info@mdnsw.org.au

Freecall: 1800 635 109

Phone: (02) 9888 5711

www.mdnsw.org.au

You can also find us on 

Facebook @MDNSW

Instagram @musculardystrophynsw

and on LinkedIn!






















             






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