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A Welcome from the 
President & CEO 

Welcome to our 2020-21 Yearbook,

Despite the continued disruption due to the 

Covid-19 pandemic, MDNSW remains positive 

about the future of the organisation and our 

plans for delivering on our mission to empower, 

connect and support the neuromuscular 

community.

This year we have continued to witness the 

incredible resilience of our community as they 

support one another through yet another very 

challenging time.

The health and safety of our members remains 

our top priority and while ongoing Covid-19 

restrictions sadly resulted in the cancellation 

of many of our popular children’s camps and 

face to face Peer Connect groups, we were 

able to harness technology and expand our 

reach across NSW. We did this through the 

online delivery of our Peer Connect groups 

and by expanding the number of online 

support groups available, thanks to funding 

via the Department of Social Services and 

the generosity of our donors. For this we are 

extremely grateful as these groups continue to 

be a core network of support for many in our 

community.

The online groups have continued to grow in 

popularity over the last 12 months with 58% 

of participants joining us from regional NSW! 

You can learn more about our Peer Connect 

programs in the Highlights section of the 

Yearbook.

Earlier in 2021, we were fortunate enough to be 

able to run Adventure Camp on the Northern 

Beaches of Sydney, as well as the Young Adults 

Skill Development Weekend in Lake Macquarie 

in March. Both programs were a huge success, 

with great attendance and really positive 

feedback from the participants. We look 

forward to running them again in 2022! 

The MDNSW Board of Directors have 

continued to drive the organisation forward, 

maintaining focus and proving a flexible 

environment for staff as they too navigate the 

complexities of the pandemic.

Sadly, this year we farewelled Director, 

Associate Professor Kristi Jones and Director 

Shannon Finch. We wish to thank them 

both for their many years of service to the 

community and outstanding contribution to 

MDNSW.

In June 2021, we welcomed two new Directors, 

Tait Jenkins and Associate Professor Michelle 

Charlotte Sangter

Chief Executive Officer

Farrar, who bring a breadth of knowledge and 

experience to the organisation. Tait will serve on the 

Finance Governance & Risk Committee and Michelle 

on the Research & Client Services Committee. 

You can read more about our Directors and their 

backgrounds and experience at 

www.mdnsw.org.au/our-board

Throughout the last year the MDNSW team have 

continued to work diligently to deliver our Strategic 

Plan with an IT transformation project and CRM 

upgrade also in progress to support the continued 

expansion and improvement of our services.

Lockdowns across Sydney have been disruptive but 

have provided an opportunity to focus our energies 

on improving our internal systems and work on the 

development of new Covid-Safe NDIS services that 

our community indicated they want through our 2020 

consultation process. In late 2020, the team were able 

to successfully pilot our new Community Access & 

Recreation Service (CARS), which we hope to have 

fully operational in early 2022 due to delays caused 

by Covid-19 lockdowns in Greater Sydney.

We are excited to showcase all of our other 

achievements this year throughout this report and 

we express our sincere thanks to our wonderful 

community and supporters for helping us to navigate 

these difficult and complex circumstances!

Anthony Ball
President

“This year we 
have continued 
to witness the 
incredible resilience 
of our community 
as they support one 
another through 
yet another very 
challenging time.”
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Message from 
our patron

At the end of this extraordinary year, it is a 

relief to now feel that the holiday season is 

almost upon us, giving everyone a chance to 

re-group with families and communities.

Muscular Dystrophy NSW is a community 

which, in a very important and positive way, is 

also a collective - a ‘peer collective’ of shared 

wisdom and support. As I discovered last year, 

that ‘sharing’ is not only of information, but of 

laughter, tears and personal stories of journeys 

through love and life; health and wellbeing; 

study, work and children; good times and social 

connections.

Last year, I felt privileged to spend a few 

wonderful hours with the Online Mums’ Peer 

Connect Program. Some mums live in more 

remote areas of NSW, bringing a different 

context and meaning to our pandemic 

understanding of the word ‘isolation’.

Unfortunately, devastating floods suspended 

the group’s planned physical ‘catch up’ at 

the Mums’ Retreat on the Hawkesbury in late 

March this year, just as it had for the previous 

week’s community gathering, The Big Red Roll 

+ Stroll at Parramatta Park.

The Delta variant has been the latest instalment 

in a relentlessly ongoing two-year drama. 

Social gatherings were again suspended - for 

several weeks, and in some areas, months. 

Nonetheless, throughout the pandemic, 

Muscular Dystrophy NSW continued to do 

what it does best - ‘empower, support and 

connect people’ - provide health information 

and advice, advocate for its members, and 

deliver vital online support and activities. 

In August, Dennis and I caught up with 

Charlotte Sangster, Chief Executive Officer, 

Joan Martin, Client Services Manager and 

Alicia Ballesty, Communications & Engagement 

Manager via zoom. Our wide-ranging and 

productive discussion covered the Duke of 

Edinburgh program, Peer Connect, the virtual 

activities and connections that were enabled 

during the pandemic and the activities it hoped 

to resume as soon as possible, post-lockdown.

While the science of COVID-19 variants and 

vaccines has grabbed the world’s attention, 

for people living with muscular dystrophy and 

neuromuscular conditions, for caregivers, and 

“Perhaps 
paradoxically, this 
year of isolating, 
distancing and 
mask-wearing has 
highlighted how 
much we need 
and value our 
interactions and 
connections”

for parents and family members, science is an 

ever-present part of life and of maintaining 

health and well-being.

It was, therefore, a wonderful experience to 

join the Muscular Dystrophy community at 

this year’s Neuromuscular Information and 

Research Day to hear the virtual keynote 

presentation by Professor Monique Ryan 

and Ms Robin Forbes from the Australian 

Neuromuscular Disease Registry. The other 

sessions in the program provided the audience 

with the latest medical information from 

neurologists and other medical and health 

professionals.

Perhaps paradoxically, this year of isolating, 

distancing and mask-wearing has highlighted 

how much we need and value our interactions 

and connections. In thanking the Muscular 

Dystrophy community for sharing their insights, 

I look forward to our first ‘in person’ catch-up ... 

‘live and zoom-free’!

For now, stay well, have a wonderful Christmas 

and New Year, filled with the joys of the season.

Her Excellency the Honourable Margaret 

Beazley AC QC Governer of New South Wales.

Her Excellency the Honourable 

Margaret Beazley AC QC Governer 

of New South Wales.
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Who we are
At Muscular Dystrophy NSW, we know you want to live the life you 

choose. 

To do that, you need information on your neuromuscular condition, 

support programs, NDIS services, and a community that gets you. 

The problem is, it’s hard to find other people who have your condition, 

and service providers who understand your specific needs. Which 

leaves you feeling even more alone and unsupported. 

We believe people with neuromuscular conditions deserve specialised 

support, and a community that understands them. 

We understand that a new diagnosis, or a change in your condition can 

make you feel anxious and alone. 

That’s why for over 60 years, we’ve connected people across NSW 

living with neuromuscular conditions to the support programs they 

want, and the community they need. 

Everything we do comes back to our Vision, Mission and Values. 

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 is able to live the life they choose. We believe 

that people living with neuromuscular conditions have 

the same rights as others to live the life they choose; have 

relationships, work, enjoy hobbies and interests and live a 

life free from abuse or exploitation. 

Our Values:  Empowerment and responsiveness, 

Integrity and respect, Partnerships and teamwork 

At Muscular Dystrophy NSW, we know that a 

diagnosis or a change in your condition can 

make you feel anxious and alone. 

That’s why we’re here with information, support 

programs and a community that’s tailored to 

your needs at every step of your journey. 

We’ve been part of the NSW neuromuscular 

community for over 60 years. For you, this 

means: 

. Specialised support and services 

. Respect for your specific needs 

. Planning for your future as your condition 

changes 

Which means you can feel less alone and 

anxious for the future, knowing we’ll be here 

with the support and community you deserve, 

at every stage of your life. 

You can download our 

Organisation Overview 

for further information 

about who we are and 

what we do HERE. 

Our Services Our Community

MDNSW has over 2,000 members that 

make up a community of people living with 

a neuromuscular condition, their carers, 

family members, health professionals, and 

board directors. Across Australia, there are 

an estimated 40,000 people living with a 

neuromuscular condition. 

 “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

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. 

“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.
40,000

There are 

approximately

13,000
people living in 

NSW with a  

neuromuscular 

condition

and

40,000
people

Australia wide

https://mdnsw.org.au/who-we-are/
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For more than 60 years Muscular Dystrophy 

Association of NSW (MDNSW) has been 

serving the neuromuscular community of NSW.  

Back in 1957, we commenced operation as a 

specialist support group within the Society for 

Crippled Children, now known as Northcott 

Disability Services. There was a need for a 

separate entity to be established to better 

focus on the specific and high support needs 

of those living with neuromuscular conditions 

(NMC). The community of members living with 

NMCs, and their families, were instrumental in 

seeing this change come to fruition.  

In the early days, all of MDNSW’s 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 location of Meadowbank, 

near Ryde, in 2008 and then in 2017 on to 

our current physical 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. 

For more than 60 years 

Muscular Dystrophy Association of 

NSW (MDNSW) has been serving the 

neuromuscular community of NSW.  

Our History

The mothers of our Muscular Dystrophy community 

are a group of incredibly resilient, supportive women 

whose unconditional love for  their children sees them 

leave their personal needs behind so their child can have 

the assistance and care that they need.  

Like Jen, who lives in regional western NSW in a town called Millthorpe, 

with her four children: 19-year-old Angus, 17-year-old Ruby, 14-year-old Kieran and 10-year-old Finn. 

“We’re a big family and my husband and I both work full-time, so to say my life is busy is an 

understatement,” Jen explains. 

“Our son, Kieran, has a form of muscular dystrophy called congenital myopathy – or so we think. 

Officially, he still has not been given a diagnosis for his condition, but it has affected him since birth 

and leaves him feeling very weak and tired most days.  

“He uses his power wheelchair to get about nowadays, but has recently had surgery on his feet and 

legs to help give him more stability and enable him to stand and walk more often.  

“Kieran’s surgeries and specialist appointments are at Westmead Children’s Hospital, 250km away in 

Sydney, which means that going out for a single appointment can mean a 14-hour round-trip.  

“It’s a lot, our situation is always evolving, and we don’t know what the future holds. I go through 

phases of being really frustrated, Kieran has been living with this for 14 years now and we still have 

no diagnosis. Other times I just need to get away from it all.  

“The support from Muscular Dystrophy NSW really helps. They have been happy to take on our 

“mystery case” as their own, which I am eternally grateful for, and their programs and services have 

helped us in so many ways. 

“Kieran has participated in their Camp program and every time he comes back with a renewed sense 

of strength and confidence. My experience with the Mums’ Retreat program has provided me with a 

tribe of friends I value and hold so close to my heart.  

“We connect, joke, share knowledge and resources, relax, be adventurous, have fun, and ultimately 

support each other in the most unique way because we all share that same lived experience. You 

have a few glasses of wine you laugh, you cry, because you can, it is a very safe space. MDNSW have 

created a unique community that couldn’t have come together anywhere else. 

“Through this program, MDNSW have created a unique community that couldn’t have come together 

anywhere else. It supports not only mums, but entire families, who are living with the everyday 

challenges of muscular dystrophy.” 

Jen & Kieran’s Story
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Our
Impact

people received

support from

Client Services  

394 Camp and 

Retreat

Participants  

47

At least 30% of participants

in our Kids Camp programs  

were from regional areas and 60%
 in the Camps and Retreats for adults. 

of participants in 

our online Peer 

Connect session 

were from regional NSW

50%

raised from Sugar Free September 

$207,357

members 

across NSW

2,017

followers on

social media

3,721

raised from the 

Big Red Roll + Stroll 

$75,000

received in fundraising & donations 

$504,000
More than

in non-government 

grant funding

$40,000
More than

724
people attended 

almost 100 Peer 

Connect sessions 
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FY2020-21
Highlights

We didn’t let torrential rain and flooding dampen 

our community spirit as we each celebrated the 

MD community together on Sunday, 21 March 

2021, for our first virtual Big Red Roll + Stroll. 

Together we raised over $75,000 to support 

programs like Adventure Camp, Mum’s Retreat 

and our weekly Peer Connect sessions.  

Our Adventure Camp was held over 5 days in 

April 2021, with 30 children, between the ages 

of 6-18 with neuromuscular conditions. 

Over the duration of Camp, the campers 

connected with other children with shared 

lived experience, while also gaining increased 

capacity, independence, skills and resilience. 

They all had the opportunity to participate in 

adventurous activities, like abseiling, high-ropes 

and archery and most of all had a lot of fun!  

Hear John’s experience of attending Adventure 

Camp for the first time: 

“Meet John… he is nine years old and lives with 

Congenital Myotonic Dystrophy. In April 2021, 

John attended MDNSW’s Adventure Camp on 

a scholarship, meaning all his expenses were 

covered by the income received from our 

donor community. 

This was John’s first time to ever attend Camp 

and it was also the first time he has ever left his 

family, in particular his mother Effie. 

“I think I was more anxious about John going 

to Camp than he was,” Effie said. 

“I knew that he would enjoy it, but I was 

worried how he would go being away from 

me for four days, especially getting to sleep at 

night.

“The Adventure Camp experience ended up 

being such a positive opportunity for John to 

develop independence and this was something 

I really wanted for him. 

“Not only did he make new friends and enjoy 

new experiences like playing in the sand at the 

beach and abseiling, but he also developed 

new independent skills that he is still doing 

at home now like brushing his teeth every 

day and getting himself dressed. He’s more 

confident and we both understand that things 

won’t fall apart if I’m not around. 

“John can’t wait to go 

back to Camp next year 

and I am so grateful to 

the donors of MDNSW for 

making this life-changing 

experience for him 

possible,” Effie said. 

Adventure Camp 

Despite having to change the Big Red Roll + 

Stroll to a virtual event due to bad weather 

and the true disappointment of not being 

able to connect in person, our MD community 

once again rose to the challenge and 

impressed us (as always) with your creativity 

and spirit. 

Big Red Roll + Stroll



The BIGGEST thank you goes out to 

our amazing MD community for your 

incredible strength and support in 

going #SugarFreeforMD in 2020. 

Thanks to you, and over 2,200 others 

like you, we were able to raise over 

a whopping $207,000 for MDNSW - 

more than double from last year!  

The money raised will go such a long 

way; helping kids access our camps, 

mums’ connect through our retreats 

and online groups and helping both 

kids and adults build

resilience through our 36 online 

Peer Connect Groups. Thank you 

for helping us create so many 

important opportunities for the MD 

community.  

We’re incredibly proud of 

everything we’ve achieved together, 

thank you again for your support 

for the MD community. 

Sugar Free September
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CARS Program  

Throughout December 2020, we ran our 

Community Access and Recreation Service 

(CARS) trial with members who expressed 

interest in participating. The trial saw three 

separate groups ‘choose their own adventures’, 

heading to fun and exciting places across 

Greater Sydney.  

Good mates Scott and Patrick, who live on 

opposite sides of Sydney and rarely get to 

catch up in person, went for a pub feed in 

Manly and rolls along the beach parade. 

Self-proclaimed foodies and good friends 

Carolyn, Julie and Monique went to Glenbrook 

in the lower Blue Mountains to check out a 

recommended café and soak in the fresh air, 

sunshine and amazing views. 

“To be able to go out with friends anywhere 

we choose in a safer social situation and not 

having to worry about transport or logistics 

is great! I normally wouldn’t head up to the 

mountains with friends for lunch because it is 

so difficult to get to, but when I learned of the 

CARS program I saw it as a unique chance to 

see somewhere new and different,” Monique 

said. 

Andrew and Jasna enjoyed all nature had to 

offer, taking a roll through the beautiful bush 

tracks of the Royal National Park.  

“I haven’t been able to get out of Sydney 

for a number of years and I feel in a way 

like I’ve lost my connection with the natural 

environment. So, when the opportunity 

came to get out into the bush, the whole 

idea really resonated with me. I felt on 

the day like I was having a holiday from 

disability. I was able to do things so far 

out of my day to day capabilities that I’d 

forgotten that things like this were even 

possible,” said Andrew. 

Peers & Families Social Lunch 

Our Peers and families social lunch was held 

in the short break between Covid lockdowns 

on Saturday 1 May 2021, at Dooleys Club in 

Lidcombe. 

We had a great turn out with 18 adults with MD 

and their families and carers joining together to 

reconnect, meet others and chat about life. 

The group enjoyed sharing their stories and 

exchanging handy information over a delicious 

lunch at Lloyds Bistro. Despite the value of 

online meetups, it is obvious that people really 

do value meeting up in person. One participant 

said they liked: 

“Seeing the community face-to-face and 

talking to people.” Another commented that 

they: “Always enjoy the interaction when 

meeting new folk and to hear how we are all 

handling MD.” 

Everyone said that attending the day helped 

improve their motivation and confidence. 



Thank you to everyone who 
attended the weekend to 
participate and help out - a 
brilliant time was had by all. 
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Young Adults 
Weekend 

Taking the big step of moving out of home and 

into independent living is huge for any young 

person, but for a young man with Duchenne 

Muscular Dystrophy, there is so much more to 

consider and plan for.  

Great mates Scott and Patrick have talked 

about moving out of home for quite a few 

years now, ever since they met at our Summer 

Camp when they were young teenagers. Now, 

in their early twenties, they were able to catch 

up again, along with a small group of other 

young men who use powerchairs, to test out 

their independent living skills (and have lots 

of fun!) at our Young Adults Weekend held in 

Lake Macquarie in March 2021. 

The accessible accommodation venue was one 

of the best we’ve ever stayed at, with unique 

gadgets and gizmos, like automatic cupboards 

and sinks that moved to suit a person at 

wheelchair height. 

Fun was had reuniting at the pub for a 

delicious dinner, followed the next day with 

a road trip to the Hunter Valley for cheese 

tasting, shopping and sight seeing. Back at 

HQ, the gang took time to learn important 

independent living skills, like doing your own 

laundry, how to work a washing machine, 

cooking skills and more! 

Online Peer
Connect Program 

During the Covid-19 pandemic, online Peer 

Connect has become our flagship program, 

offering people living with a neuromuscular 

condition, and their families, a supportive place 

to stay connected, informed and have a laugh 

with new friends and old.  

Peer Connect groups ensure that participants 

are empowered throughout life stage changes 

through connecting with others with similar 

lived experience. Hearing about other people’s 

journey and experiences can make people 

feel like they are not alone. If others have 

had success, they feel more confident and 

motivated to try new things. Peer connection is 

powerful! 

Topics covered throughout the year have 

included: 

. Condition-specific subjects 

. Discounts, Bills & Blackouts 

. Let’s Talk about Sex & Relationships 

. MD Life, Love & Loss 

. Parenting with MD 

. Writers Workshop 

. Accessible Housing 

. Women’s Winter Wellness Workshop 

. Innovation Showcase: Assistive Technology 

. Getting started with Support Workers 

. Black Friday 13th Spooky Trivia 

. Looking for Love 

. NDIS Tips & Tricks 

. Family Fun Night

. Hobbies and activities at home
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Peer Connect Retreat 

On Friday 21 May, a group of 22 adults living 

with MD and their partners and carers arrived 

at a very wet Newcastle Rydges Hotel for the 

Peer Connect Retreat.  

Everyone got to know each other at dinner the 

first night playing a fun fact guessing game, 

taking photos and sharing stories.  

The next morning, over breakfast, people 

discussed all kinds of topics, such the 

challenges of booking accessible tickets to 

the theatre, safely using accessible public 

transport, and their experiences in hospital. 

With so much in common, everyone had a lot 

to discuss and learn from each other. 

It was a beautiful sunny day, so a group of 

us set out for a long flat drive along the 

waterfront, stopping and chatting to people 

and puppies galore! Once we found the ‘How’s 

the Serenity?’ mural we knew we had to pose 

for a pic, and somehow roped a couple of guys 

in muscle tees into our shot. Ah the irony of 

people without muscle power ‘muscling’ the 

body builders into our photoshoot! 

For one participant this was her first night 

away from her Mum in 25 years! Hiring a 

power wheelchair for the first time ever, she 

experienced the independence and freedom it 

offered – we were all so proud of her getting 

out of her comfort zone and trying new things. 

Another group had a lovely time visiting the 

markets, checking out the sustainable straw 

stall and everyone bought handcrafted gifts 

for themselves or others. And then there was 

all this honking and cheering and what do you 

know…the Variety Club car rally was in town 

beeping and waving at us as they streamed by!  

That night, everyone decided they wanted 

to eat together and although it was tricky to 

find a booking, a lovely dinner was had by all, 

with some people utilising their chairs power 

elevation function to reach the bar tables.  

Although there were some challenges with 

ensuring everyone had the exact access 

features they required, the hotel was very 

accommodating and even purchased some bed 

raisers to use when needing to raise guest’s 

beds. 

It was a great location to have the Retreat 

as people got to explore museums, the local 

scenery and do as much or as little as they 

liked, and loved the opportunity to deeply 

connect with others and experience timeout 

from home and the regular routine. Thanks all 

for a fantastic weekend. It was great getting 

to meet so many people and be able to chat 

about all manner of things not only to do with 

our problems of managing day to day life. I 

don’t think I could suggest anything better 

than what we had for the weekend. 

Written by, 

Carolyn Campbell-McLean,  

Peer Connect Program 

Coordinator

It was great getting to meet 

so many people and be able 

to chat about all manner of 

things not only to do with 

our problems of managing 

day to day life.

“
“
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In November 2020, we held the MDNSW annual 

Neuromuscular Information and Research Day 

(NIRD), going virtual and hosting the event 

on Zoom for the first time. This enabled us to 

open the event up to almost 70 people from 

far and wide, some even from interstate! 

Associate Prof Michelle Farrar kicked off 

the day with her down to earth approach to 

gene therapy, followed by our MDNSW PhD 

scholar Sam Bryden with an insight into her 

laboratories work in diagnosing rare conditions. 

The breakout sessions covered FSHD, SMA 

and Duchenne, as well as transition to adult 

healthcare and parenting with MD. It was 

great to have such informative speakers, both 

medical professionals and people with valuable 

lived experience to share. 

One of the highlights of the day was the Lived 

Experience panel which led to some thoughtful 

conversations about empowerment and 

independence for people with neuromuscular 

conditions. 

Neuromuscular Information 
& Research Day 

Huge thanks to everyone involved in making 

this event so successful! 

Watch the recordings HERE 

The team at the Kids Neuroscience Centre (part of the Sydney 

Children’s Hospitals Network), invited MDNSW to be the first 

to participate in their ‘Ask A Scientist’ initiative, which directly 

connected our MD community with the team of clinician-

researchers and scientists who study and treat neuromuscular 

conditions that affect children and their families.  

The ‘Ask A Scientist’ segment became a regular feature in our 

newsletter Talking Point, and answered questions from the 

community like: 

“What can you tell us about the effectiveness of Exondys 51 

for boys and young men with Duchenne, and the chances of it 

being approved here in Australia?” 

“What is the coolest research project you are currently involved in?” 

“Just wondering if you could shine some light on any research 

that is going on around the world about LMNA CMD. I had heard 

over the parents grape vine that there may be a link with a second 

gene mutation causing muscle regeneration in some patients. 

Another area of interesting research has been on the progression 

of heart involvement. My son is now 12 and I am wondering what 

signs we should be monitoring for that may lead to discovering 

heart involvement we had not been looking for.”  

“Have any robust research studies identified whether Becker 

Muscular Dystrophy may cause developmental delays in 

speech/language and other learning difficulties, which may 

mirror Autism Spectrum Disorder (ASD), or which may 

inadvertently lead to misdiagnosis of ASD?”

?

QQQ

Q
Q

Q

?

https://mdnsw.org.au/neuromuscular-information-and-research-day-2020/
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But those boxes don’t fill up by themselves, it 

takes a team of dedicated volunteers to approach 

local businesses, nurture relationships and empty 

the boxes every few months. This would only be 

possible with the help of volunteers like Robert 

Murray, who’s been driving all over Sydney 

emptying donation boxes since 2007, when he 

took inspiration from the then CEO, Rob Ferguson, 

who used to do the collections from the airport 

himself. 

Robert says, “I have always thought volunteering 

with the donation boxes was a good and practical 

way of contributing to the MD community. The 

thousands of dollars we collect from the boxes go 

directly to programs coordinated by MDNSW that 

actually benefit people and families living with MD. 

It’s something I can do that makes a difference in 

someone’s life.” 

Robert is now mentoring newer volunteers, 

like Bill McLean, who started helping out with 

collections in May and has channelled his 

salesman past into putting 20 new boxes out 

in the community in the last 6 months alone, 

and he’s keen to put out more!  

Donation Box Volunteers

Bill says, “I just put out boxes in my local 

community and suburbs that I frequent for 

errands, so I’m always keeping an eye on the 

boxes and looking out for new box partners. 

Since I already go to all these places it’s 

not even out of my way, and it gives me a 

more personal relationship with people and 

businesses in my local area which is nice.” 

Bill is enthusiastic about more MD members 

getting involved as donation box volunteers. 

He says, “If more people were willing to put 

a few boxes in their neighbourhoods we 

could quickly and easily be raising money 

and awareness for the MD community all over 

Sydney and the state. I wish people knew how 

easy it is to volunteer like this – so easy and it 

makes such a big impact with the funds you 

raise. I’m happy to share my tips and tricks with 

any new volunteers!” 

A huge thank you to Robert, Bill and our other 

valuable volunteers including Vinh Nguyen, 

Vicky Diep, Sonia Baxter, Sandra Allen, Rosi 

Bishop, Robert Forbutt, Leanne Smith, Heather 

Carney, Fran Stork, Ewan Gemmell, Eleanor 

Ward, Eleanor Dodd, Debbie Fenech, Bryony 

Macri and Brian Russell.

Our Partner

We officially announced our partnership with 

Hireup in October 2020 and we’re so excited to 

partner with an organisation that shares similar 

values of working to connect and support our 

communities, whilst improving outcomes for 

people with living with a disability. 

Hireup is an NDIS registered online platform for 

people to find, hire and manage support workers 

who fit their needs and share their interests.  

Members of MDNSW can sign-up to Hireup and 

receive their first 2 hours of support FREE! You 

can learn more about the partnership and join 

Hireup by clicking here.

Hireup
Ever notice the donation boxes on 

the countertop of your local shops 

and wondered if loose change really 

makes a difference? Well since 1994, 

MDNSW donation boxes across the 

state have raised over $770,000 for the 

neuromuscular community… a little bit 

really does go a long way! 

https://hireup.com.au/partnership-mdnsw/
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Jack’s Story
Meet Jack. He’s 19, has Duchenne Muscular Dystrophy and grew up on a 

farm in central NSW where he lived with his parents and younger sister.  

Jack has written about his ‘Escape from the Country’ where he talks about 

achieving his goals for study, independence and living the life he chooses. 

“All my schooling was completed at the local central school which I caught the bus 

to everyday. I graduated high school in 2019. My experiences with living in a regional area 

with a disability were extremely positive, the support I had received from my family, 

friends and teacher’s aide ensured that I could achieve all I wanted in life. 

“Growing up with MD honestly seemed very normal, all my friends included me in everything they 

did. They knew me before I needed a power chair and they adapted to it with me and always helped 

me when I needed it. The best thing I could do was to focus on what I could do, not what I couldn’t 

do, and this all helped me to stay positive and ensure that I had a great time growing up. 

“I have since moved to Wollongong and am living in the on-campus accommodation at the 

University of Wollongong (UOW). I am studying Computer Science which is something that I am 

very passionate about. I live by myself now with a whole team of support workers to assist me with 

personal care, cooking and daily living activities. 

“My interests and passions are researching anything to do with technology, watching sport, playing 

computer games and hanging out with my family and friends. I have developed an interest in 

assistive technology and will look to use my knowledge to make more developments in this area. 

“I have managed the move very well, as all the support has worked out. The staff at UOW have been 

extremely accommodating and they have fitted the doors with remote opening so I can access my 

room independently. 

“Since moving to Wollongong, I have also started taking more responsibility for my specialist 

appointments at the Prince of Wales Hospital, which I attend independently with a support worker. 

“In 5 years’ time I plan to have had experience in the computer science field and will be looking 

to build my own company that specialises in creating assistive technology applications that can 

help people with disabilities in rural areas to live their best life. I think who better to do this than 

somebody who has experienced it. 

“If I only had one thing that I could say to other young people with neuromuscular conditions it 

would be, focus on what you can do, not what you can’t do, then you don’t get bogged down with 

feeling like you’re missing out on life. Look to the now and the future, try not to worry about what 

you were once able to do in the past. 

“Work hard towards your life goals and dreams and take advice from others in your position, 

although everybody’s experiences are different. Ensure that you get all the support you need 

because it is out there, and you should be taking every chance to make things easier for you to 

complete. 

“Work hard towards 
your life goals and 
dreams and take 
advice from others 
in your position, 
although everybody’s 
experiences are 
different”
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Celebrating Our Team

Charlotte Sangter 
Chief Executive Officer

Zan Schmidt 
Fundraising Manager

Ganesh Kakani
Senior NDIS Support 

Coordinator

Garcia Selina 
Finance Officer

Joan Martin 
Client Services Manager

Milvia Harder 
Operations & Quality Manager

Carolyn Campbell-

McLean 
Peer Connect Program 

Coordinator 

Andy Nunn 
Donor Programs Coordinator 

(as of July 2021)

Alicia Ballesty

Communication & 

Engagement Manager 

Alex Marshall 

NDIS Service Development 

Manager (as of Aug 2021) 

Jenny Smith 

Client Services Administration 

Support  

Laura Howard 

Client Servives Coordinator 

(as of September 2021) 

Angelito Escalada 
Finance Manager

Mitch Taylor
Client Programs 

Coordinator

Chris Hastas 
Administration 

Assistant 

Our Staff

Anthony Ball 
President

Christina Liang 
Director

Michelle Ball
Director

Tait Jenkins
Director (as of July 2021)

Her Excellency the Honourable Margaret Beazley AC QC 

Governor of New South Wales 

Richard Arnheim 
Treasurer

David Kay 
Director

Laura Sheridan Mouton
Director

Clinical A/Professor 
Kristi Jones 
Medical Director 

Nathan Teong
Director 

Shannon Finch

Director 

Kim Brislane 
Director

Stuart Uhlhorn
Director

A/Professor  

Michelle Farrar 
Director (as of July 2021)

Our Board

Our 
Patron

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!

Our 2020-21 Volunteers and Camp Carers 

Adventure Camp Carers 

Alicia, Allan 

Charli, Pham 

Cindy, Octhaliany 

Corey, Wright 

Dalena, Pangna 

Izzi, Harman 

Jim, Anthopoulos 

Joshua, Dransfield 

Young Adults Weekend 

April, Le   

Emily, Bulkeley 

Izzi, Harman 

Rayyan, Azam 

Samantha, Roots 

Tej, Kehal

Kate, Creighton 

Oscar, Cavalletto 

Sharon, Nguyen 

Tayla, Campedelli

Tej, Kehal 

Tiarne, Hughes 

Vanessa, Kouch 

Kate, Creighton 
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A Tribute to 
Michael Reid
29/08/1991 – 15/10/2012

When Michael suddenly passed away he was 

happy and in a pretty good place. He had a 

great 21st birthday; a couple of parties, and a 

holiday cruise with family and friends. He was 

doing transition to work, had a good bunch 

of friends, playing Boccia, and volunteering 

though Tax Help. 

His life was not fully shaped by his disability, 

but the world that had to cater for a person 

with Duchenne Muscular Dystrophy (DMD) in 

a regional area was very challenging. Services 

were at least two hours away, doctors could be 

totally ignorant of the condition. The hospital 

was placing him, a young disabled man, in 

children’s or older people wards, or wanting to 

send him home, as it was easier. 

Michael could be a little dour at times but 

he could laugh and see the humour in most 

things. One time, when he was in the hospital 

emergency department, his parents decided to 

surprise him. We closed the curtains and you 

could see the concern on his face, but he broke 

out into laughter soon after and pretty much 

forgot his troubles once we mooned him. 

At the time of his passing, Michael had received 

one of the Supported Living Fund packages.

Sadly on the 12th January 2016, we lost 

another DMD warrior Ricky Camilleri. Ricky 

was an incredible 47 years old, perhaps one 

of the oldest people with Duchenne Muscular 

Dystrophy in NSW, if not Australia! As you 

can imagine Ricky was resilient beyond belief, 

remarkably strong in mind and spirit.

Ricky led a full and interesting life despite his 

physical limitations. He had played Push and 

Power wheelchair sports for many years, and 

was a proud member of the Northcott Eagles 

back in the day. He had studied history at 

Macquarie University and was a mad soccer 

In many ways, it was a precursor to the NDIS 

and we all were able to see the way forward to 

a more independent life. He and family set up a 

Circle of Support with some great people who 

were looking to give this young man a great 

step up into the world. He had been offered a 

purposely designed house and he was doing 

lots of things for his independence, such as 

finding out what technology offered for person 

with DMD. 

He loved car racing, especially the Bathurst 

1000. He’d set up for the day with food and 

drink in front of the TV and be enthralled for 

the whole day. Besides that, he liked to cook 

and try new foods (although the staples of 

life were chocolate, cheese, bacon & chorizo!), 

watch movies, cricket, listen to his music, but 

never of his own generation. Michael could 

tend to be an old man, but I think that may 

have been due to his struggle to ask for help 

and speak up for himself. At his passing, he 

seemed to be more at ease with all the things a 

young man needed to do and was realising his 

capabilities to deal with life. 

Submitted by Dave Reid, 

Michael’s father 

and St George Dragons fan, attending the 

Sydney Olympics soccer final with his mate 

Danny Campbell-McLean in 2000.

One of Rick’s most passionate interests was his 

fascination for medieval stories such as Lord of 

the Rings and he had an awesome collection of 

swords, castles and fantasy memorabilia. Rick 

was interested in the world and was a true and 

humble gentleman, always asking about how 

others were going.

On 22nd January Ricky was surrounded by his 

loving family and friends as we bid him a final 

farewell at his funeral. We can only imagine 

the reunion that is happening with his brother 

Danny Camilleri, who passed away at age 21. 

With all of the boys together again, I am sure 

the wheelchair footy and hockey matches are 

fierce!

Sending our love and condolences to Ricky’s 

incredibly strong and loving family.

Submitted by Carolyn Campbell-Mclean

A Tribute 
to Ricky 
Camilleri

“Do not cry for me because I 
am gone, smile for me because I 
have lived”. 

17/05/1967 – 12/01/2016

Losing a loved one with muscular 

dystrophy can leave you feeling lost and 

disconnected from the MD community that 

may have once felt so close. We want you 

to know that you and your lost loved one 

will always be a part of our community 

and that their memory will live on in the 

hearts and minds of us all, through our 

In Memoriam page. If you would like to 

submit a tribute, please visit 

www.mdnsw.org.au/in-memoriam

http://www.mdnsw.org.au/in-memoriam
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Freecall: 1800 635 109 

Phone: (02) 9888 5711 

Email: info@mdnsw.org.au 

Address: Studdy MS Centre, 80 

Betty Cuthbert Dr, Lidcombe 

NSW 2141 

Contact Info 

@musculardystrophynsw

muscular-dystrophy-nsw

@MDNSW

www.mdnsw.org.au

https://www.linkedin.com/company/muscular-dystrophy-nsw/
https://www.facebook.com/MDNSW/

