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Lives unaffected by cystic fibrosis.
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To increase the wellbeing and 
quality of life of people living 
with cystic fibrosis, and promote 
broader awareness of 
how it affects the community.
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I am pleased to present the 2021 Annual Report 
for Cystic Fibrosis Community Care Ltd. I am also 
pleased to report that in the past 12 months we have 
not only survived the ‘COVID-19’ storm but have 
thrived, as our reports give testament. 

And while there is still an amount of uncertainty and 
rebuild ahead, it is important that we take a moment 
to appreciate the enormity of what has passed. 

For one, we should not underestimate the flexibility, 
imagination, innovation and willpower required to 
pivot, at speed, all of our face-to-face fundraising to 
digital platforms. Our CFCC team have compressed 
10 or more years of technological advances into the 
space of less than a year! 

But the real success here was being able to do so 
seamlessly; and in a way that retained the ‘essence’ 
of each event. I, for one, particularly enjoyed the 
virtual auctions at the CFCC Ball (and it’s fair to say 
got caught up in the excitement, as my credit card 
will attest).

But these fundraising changes just didn’t happen 
in isolation, there were other changes happening 
in tandem, with swift lockdowns meaning all staff 
needed to transition to ‘working from home’ in a 
matter of hours. On all accounts this transition was a 
resounding success.

Within this context in mind, I would like to take a 
moment to thank our esteemed CEO, Karin Knoester, 
and her hardworking team for these successful 
changes. These couldn’t have happened without 
their unwavering, dogmatic determination and dedi-
cation. Thank you to each and every one of you. 

But equally important, this could not have happened 
without you, our members, our donors and our vol-
unteers – each of you, has dug deep at a time when 
it is all too easy to be consumed by our own worries, 
to provide our CF community with the resources to 
care for the most vulnerable. There is nothing more 
noble. Please accept our heartfelt gratitude.

Notably, your support has enabled the CFCC team 

to raise sufficient funds to continue to provide ex-
panded services to our members across both states: 
which, in this COVID climate, is just remarkable. We 
have used these funds to continually improve our 
programs and services in line with our strategic plan. 

It is also worthwhile noting our successful new ser-
vices contract with NSW Ministry of Health to pro-
vide social work services to the major CF clinics at 
RPA, Westmead and John Hunter hospitals, as well 
as ongoing support to smaller regional clinics. 

This services contract is just one of many wins in 
a year that has also seen the development of oth-
er significant partnerships and collaborations both 
inside and outside of the CF space.

Whilst it was prudent to focus on the survival of 
CFCC in the past 12 months, as a Board we feel that 
our financial strength now gives us permission to re- 
focus on additional areas that you have told us are 
important to you, such as research and advocacy. 
We will be excited to share our advances with you 
over the course of the year.

A huge thank you to all our members, volunteers, 
supporters and donors without whom we would not 
be able to provide anywhere near as many programs 
and services. The Board thanks you all. Whether you 
volunteer your time, your money or both, we sincere-
ly appreciate your generosity.

It is a pleasure to work in such a committed organ-
isation. Without this commitment we would not be 
able to provide the programs and services, create 
the research opportunities and undertake further 
improvements. Thank you to Karin and her team.

I would also like to acknowledge the dedicated 
services of Julie Noorman, Director of the CFV and 
CFCC Boards for 9 years Julie has also been the Sec-
retary and Vice Chair for a number of years. Julie has 
decided to step down from the Board to spend more 
time with her family. Thank you, Julie, from all of us, 
for your tireless work towards improving the lives of 
those with cystic fibrosis.

Our vision
Lives unaffected by cystic fibrosis.

Our mission
To increase the wellbeing and 
quality of life of people living 
with cystic fibrosis, and promote 
broader awareness of 
how it affects the community.

Chairman’s 
message

KATHERINE KASPAR
Chairman
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I am very pleased to be able to provide this annual 
report to our members in Victoria and NSW. It has 
certainly been a complex year but we remain as 
focussed as ever on reducing the burden of cystic 
fibrosis on individuals and their families and carers. 

Last year, I wrote about the challenges we had faced 
in 2019 as a result of bushfires, floods and drought. 
Little did I know that the next 12 months were going 
to be even more difficult! 

Like so many other charitable organisations across 
the country, CFCC was forced to transition from 
face-to-face events to virtual activities when 
COVID-19 came in and do more and more of our 
main work online. It’s really amazing to see what can 
be done when there are no alternatives and we need 
to step up innovation and agility.

Having said that, I think for many the novelty of 
working from home wore off somewhat quickly. 
There is much to be said for working face-to-face 
and sharing physical space with your colleagues.

While COVID-19 upended just about everything, our 
plans for marketing and fundraising were particularly 
affected to due to so much of our income 
being event-based. While Job Keeper and other 
government initiatives provided welcome support, 
the lockdowns left us seriously exposed. 

Our first and last face-to-face fundraising event for 
the year was the 65K465 Roses event in February. 
Once again, the event was very well-supported by 
members of CFCC and the Children’s Hospital at 
Westmead communities, but it represented the last 
time that we were able to gather in small groups 
– or, for that matter, large ones – for a great many 
months to come. 

But the bottom line is that – with generous support 
from so many people, businesses and organisations 

across Australia – CFCC was still able to deliver 
over two-dozen different programs and services 
throughout the year to our members in Victoria and 
NSW. 

And while some programs were suspended due 
to travel restrictions or mandated closures, many 
others proved more popular than ever, particularly 
in areas such as social work, advocacy and financial 
support, as well as physiotherapy equipment. 

During the bushfires in January, we worked to check 
in with our members in affected areas across both 
states, then in March, COVID-19 became our chief 
focus. While our financial supports were flexible 
enough to meet most of the changing CF-related 
needs of our community, the types of issues we were 
contacted about shifted dramatically. 

Among other things, we received more requests 
for advocacy in schools and workplaces, and more 
assistance with stressors associated unemployment, 
housing security, and changes in the ways our 
members needed to connect with their CF clinical 
teams and access prescriptions and payments. 

A good deal of our work also involved helping 
people to adjust to different ways of managing 
their day-to-day lives – from shopping in safety and 
organising childcare, to dealing with loneliness and 
isolation.

As always, we continued to work collaboratively with 
our partners throughout the year – not least, the 
many wonderful CF clinics across Victoria and NSW. 
Among other exciting developments this year, we 
now work alongside the multi-disciplinary teams at 
Sydney’s Royal Prince Alfred Hospital to serve over 
250 people with CF. 

While our level of engagement with each clinic 
varies considerably, our goal is always to ensure 

CEO’s report

KARIN KNOESTER
CHIEF EXECUTIVE OFFICER
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that people with CF have access 
to the very best care and support 
possible. 

In recent years, we have seen a 
rising number of charities look to 
trusts and foundations for support, 
a phenomenon which is putting 
pressure on all not-for-profits. 
2020 was certainly no exception 
to this trend, and the pandemic 
probably helped to accelerate it. 

While we did receive considerable 
support throughout the year, for 
which we are very grateful, several 
trusts and foundations suspended operations as a 
result of the pandemic, and the overall number of 
grants we received was well-down.

The generous support of some major bequests in 
previous years, however, has meant that we have a 
safety net for tough times such as these. 

Having said that, a huge part of what we were able 
to achieve throughout an extremely busy year was 
very much due to the ongoing generosity of our 
donors. Without their continued financial support, 
we will simply not be able to offer so many programs 
and services.

Our volunteers, of course, are equally crucial, though  
as a result of the various lockdowns and restrictions 
on movement, we were unable to access their 
enthusiasm for much of the year. An exception to 

this was at the walkathon in February where once 
again they contributed significantly.

My thanks also go to the Board, which remained 
extremely supportive and engaged. I’m particularly 
grateful to our current Chair, Katherine Kaspar, 
for her valuable support and counsel, All Board 
members volunteer their time and talent to the 
governance of CFCC and do so with tremendous 
commitment and skill. 

Finally, my thanks to the staff of CFCC, who really 
did go above and beyond in 2020. Working from 
home presented a range of challenges but I’m very 
pleased to say that everyone absolutely rose to 
them, and CFCC continued to operate effectively and 
efficiently. 

It is a privilege to work alongside such a passionate 
and dedicated group of people.

CFCC Strategic Plan 2018 to 2023
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As Director and Treasurer of Cystic Fibrosis 
Community Care Ltd, I am pleased to report on the 
financial position and performance of CFCC for the 
period ending 31 December 2020.

2020 was a difficult year, with the impact of 
COVID-19 challenging us all in many ways. As an 
organisation we moved quickly and strategically to 
identify opportunities and risks. Our members were 
front of mind during this challenging time. 

I would like to specifically thank our CEO, Karin 
Knoester, for her work over the last year. That work 
included moving, to ensure our team were safe 
and could continue their important work with the 
CF community, on top of the usual challenges of 
managing a team and providing support to our 
members. We also held our annual ball virtually. 

I am pleased to report the financial performance 
of CFCC Ltd in 2020 resulted in a surplus of 
approximately $524,000 for the period ending 31 
December 2020. This partly reflects government 
stimulus packages received of approximately 
$379,000, including JobKeeper, Victorian State 

Government Grants and the PAYG Cash Flow 
Booster. 

Operating expenditure in 2020 remained broadly in 
line with 2019, with expenditure being reallocated 
from events and merchandising to areas such as 
client support, development and services to our 
members. 

CFCC ended the year with approximately $3.70 
million in the bank, up from $3.27 million in the 
prior year – an increase of approximately $430,000. 
The operating results and financial position of the 
organisation are particularly pleasing given the 
challenges COVID-19 has presented to both CFCC 
and the broader community.

The CFCC team is continuing to focus on operating 
a lean organisation to maximise the value of 
our support services, advocacy, and community 
engagement and programs.

The Board is continuing to explore further 
opportunities to improve the lives of all those 
affected by CF.

Treasurer’s  
report

CAMERON JONES
Treasurer
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Young leaders
Meet three primary school captains with more 
than that one thing in common. Each is also 
dealing with cystic fibrosis.
You can read their full stories in November 
2020’s Community Focus.

Ellie (pictured) is 12 and lives on the Victorian 
Surf Coast. She expects the transition from 
primary to secondary school to be both exciting 
and challenging.  

At primary school, where she is school captain, 
she has been open and articulate about 
living with CF. Next year, she will be more 
circumspect.

“Sometimes I did get bullied and labelled as the 
CF girl,” says Ellie. 

“At high school, I’ll keep it more to myself.” 

Her new school, near Geelong, does have a 
reputation for care and compassion, and she is 
not too concerned about dealing with a brand 
new environment.

Ellie loves surfing and also plays netball, and 
occasionally volleyball. 

She has two or three tune ups each year and 
is taking Orkambi® and her parents are hoping 
that Trikafta® will soon be accessible.

Being school captain 
has been a great 
experience for Makayla, 
also 12, despite the 
COVID-19 lockdown. 
While she rarely starts a 
conversation about her 
life with CF, Makayla does 
give a candid response 
whenever she is asked 
why she takes tablets at school. 

“Only my close friends really know about CF. 
They do know that sometimes I have to go into 
hospital to get better,” she said.

She too is a netballer and plays twice a week. 
Tap dancing is also a passion.

Most of her primary school friends are going 
to the same secondary school. “It’s going to be 
interesting to meet the new teachers and to do 
new subjects such as science, which I am really 
looking forward to.” 

Makayla envisages a career in medicine, but is 
concerned she wouldn’t be able to treat patients 
with CF because of potential cross-infection.

Originally from 
Melbourne, Kari’s family 

moved back to that city 
earlier this year. 

In Sydney, she had been 
elected school captain for 
a term, even though her 
impending departure was 
known. 

A passionate and 
powerful advocate for CF, Kari, has spoken 
on this topic at her school and at fundraising 
events. Two years ago, she was even interviewed 
on national television.

“One of my life goals is to raise awareness of 
CF,” she says.

To maintain her health and fitness, the 12-year-
old goes for a run most days. She also enjoys 
hip-hop dance classes. 
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65k 4 65 Roses Walkathon
We were lucky to hold our walkathon prior to COVID 
restrictions kicking in, and are pleased to report it was 
a wonderful day. 

On Saturday, 22 February, a record number of CF 
community members and supporters came together at 
Iron Cove Bay in Sydney. 

Over 1,400 of them took part in the casual 7km 
walkathon with their family and friends, while still more 
chose to draw on their reserves of stamina, endurance 
and mental strength by covering distances of up to 
65km. 

It was wonderful to see so many people come together 
to support a great cause – several representatives from 
the Wests Tigers, the Western Sydney Wanderers, 
the GWS Giants and Randwick Rugby Club included 
amongst them.

Thank you to everyone that participated in, and supported, this annual event. 

As always, all proceeds went towards CFCC and the Children’s Hospital at Westmead so that they can continue 
to provide vital support to people with CF, and help them to live their best life..

We would also like to thank all of our wonderful sponsors, including Suttons, G&W Hydraulics, Smokin Cobs BBQ, 
Inner West Council and Barista vs Chef. 

We couldn’t have done it without you!

Fundraising activities
Throughout 2020’s multiple lockdowns, an 
increased demand for CFCC support services 
made raising funds more important than ever 
right at a time when it was becoming more 
difficult.

But whilst the delivery of our fundraising 
program changed from face-to-face to online, 
we were still able to conduct all of our usual big 
events, as well as launch a brand new campaign 
in November called ‘SockIt2CF” which went 
national in the lead-up to Christmas. 

We would like to extend a sincere thankyou to all 
“attendees.” participants, corporate supporters 
and volunteers. 

2020 highlights
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Cystic Fibrosis Month 
Across the world, the month of May is very special for all people living with CF. It’s a time where the CF 
community makes as much “noise” as we can so that the broader members of the public, the corporate 
sector and all levels of government can develop a a deeper understanding of this serious condition. 

In 2020, CF organisations from all over the country came together to raise awareness through advocacy, 
marketing, media and fundraising.

Sock it 2 CF
A new national cystic fibrosis campaign called ‘“SockIt2CF” was 
successfully launched mid-November 2020. 

The campaign encouraged people to buy red socks at a website 
to show their support for CF, then broadcast that support to the 
world by sharing SOCKit2CF selfies online, tagging their friends 
and using the hashtag #SOCKit2CF.

In collaboration with CFWA, CFCC marketing stafff worked 
on the campaign across concept, creative, promotion, 
communication strategy, website platform, campaign logistics, 
merchandise, and fulfilment. 

In addition, we were very fortunate to secure the pro bono 
services of an established NFP marketing agency called 
Redstone Marketing & Design and Google Analytics experts, 
Walter Analytics. Their combined input was invaluable.

The campaign’s first year exceeded expectations and raised 
almost $40,000. Just as importantly, it attracted hundreds of new supporters.

Planning has commenced for Sockit2CF 2021 and will a new sock design, new kids’ sizes and a nation-wide 
competition. So be sure to follow us on social media and help us reach our 2021 target of $100,000.

Crazy Hair Day 
340 schools and childcare centres registered for Crazy Hair Day and raised $33,000, Now a staple of the 
CFCC year, Crazy Hair Day aims to raise CF awareness in the community as well as raise some much needed 
funds.

By wearing a CRAZY hairstyle and donating a gold coin, students and teachers can help young Australians 
living with cystic fibrosis to increase their wellbeing and quality of life. 
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Programs and support services

CF-related financial support services 

CF-related reimbursement (subsidies) 234

Physiotherapy equipment (items of equipment) 870

Fitness program (subsidies) 213

Emergency financial assistance (grants) 164

Transplant assistance (grants) 6

Hand sanitiser, masks, tissues, etc. (number provided) 1,190

Accommodation assistance for regional members (nights) 59

In-hospital TV hire - VIC (days) 852

Wellbeing programs and services

Social work support (people) 752

Outpatient clinic support - NSW (people) 215

Inpatient support - NSW (people) 60

Mental health and wellbeing support (subsidies) 41

Respite and time out (subsidies) 65

Peer support (people) 325

Massages for CF patients at Monash Medical Centre 124

Education and school support

Scholarships and tutoring support – VIC (subsidies) 40

Education support (students and their families) 111

Education support (educators/teachers) 123

CFSmart online learning tool (educators) 626

Information and advocacy
Advocacy – individuals (people) 131

Information line (emails/phone calls responded to) 5,573

cfcc.org.au website (visits) 23,407
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Programs and support services “I participated in Mental Health 
First Aid training online … It gave 
me a really good space to reflect 
on how I can improve my mental 

health and resilience.”

Grant recipient

“I am so grateful for the funding 
and support I have received ... 

Without the support and funding 
I would still be quarantining 

without exercising! I have been 
using the equipment they 

provided me with every day (and) 
my mental state of mind is so 

much more positive and my lungs 
have improved greatly.” 

Grant recipent

“We have used the grant to 
purchase a laptop for my 15-year-
old to use for her home learning. 
She has not been at school since 

March due to COVID and will find 
the use of a laptop extremely 

beneficial for her school work.” 

Grant recipient

“The Take a Break Program has 
given me the time away from the 
noise to recharge and relax with 

my loved ones. Allowing me to 
not worry about the financial cost 
had allowed me to fully relax and 

enjoy my time away. Thank you 
for this opportunity.”

Grant recipient

Caring for the carers
Thanks to funding from the Victorian Government, we were able to help parents, partners, grandparents, 
siblings and other primary carers of people living with CF to take a little time to look after themselves. 

The program focused on strengthening mental health and reducing social isolation. It saw us help with the 
cost of seeing a counsellor or psychologist, or simply taking time out to pursue an interest or attend to some 
basic self-care. 

Recipients undertook a range of activities, from photography, horse-riding, singing, and music lessons, to 
fitness and language classes.

Matt’s Legacy
Matt’s Legacy honours the life of Matt Anderson, a young community member who enjoyed and valued each 
and every moment of his life in all sorts of different ways. 

This gave him the enthusiasm to help other people find and experience their best moments, and in a way he 
continues to do this through the Take a Break Program and Connecting Futures Program. 

In 2020, Matt’s Legacy helped 20 NSW-based community members take some time away to recharge, and 
a further 20 people to buy electronic devices so they could continue their education, or stay connected to 
friends during visits to hospital. 

Walter and Eliza Hall
Thanks to the wonderful generosity of the Walter and Eliza Hall Charitable Foundation, we were able to 
establish a multifaceted program throughout 2020 to assist our community.

An important initiative during a period of increased emotional, physical and financial stress, the program 
provided 157 grants to help adults and children access nebuliser, home spirometry and exercise equipment, as 
well as portable oxygen concentrators and nutritional supplements.
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Education support and remote learning
As we shifted to remote learning in Victoria, our scholarship program proved invaluable. Thanks to funding 
from the Keith MacKenzie Will Trust, the Alfred Felton Bequest and the Jack Brockhoff Foundation, we were 
able to help 40 families with the cost of laptops and tablets, tutoring support and other education expenses.

Connecting online
When 2020 left us unable to run our usual face-to-face events with the CF community, we turned to video- 
and tele-conferencing. The year’s online events ended up including sessions on managing anxiety and 
transitioning to secondary school, a session for newly diagnosed families to meet and share experiences, and 
sessions on transplants, fertility and IVF. 

The feedback to date has been very positive, with our community members welcoming what they describe 
as safe and supportive opportunities to ask questions, share stories and socialise.

Our closed Facebook group for young women who have CF also continued to be a great place for people 
to connect. We currently have 165 women in the Sister5Roses group, where they connect with friends, share 
stories and chat online.

www.cfstrong.org.au
In 2020, we focused on developing CFStrong, an online resource centre for – and by – adults living with CF. 

We are currently working with adults from around  Australia to make sure that the website will include the 
sort of information that they need to know. Due to be launched in early 2021, CFStrong will cover everything 
from medical questions to relationships and employment, and include a wide variety of stories, resources and 
thoughtful advice. 

This resource is a joint project between CFCC and Cystic Fibrosis WA and is being funded by the Australian 
Government.

 

Newcastle Permanent Charitable Foundation 
Thanks to the Newcastle Permanent Chairtable Foundation, we were able to provide essential nebuliser 
equipment and replacement parts for community members across NSW, as well as help 71 children and 
adults to access fitness equipment or some other form of structured exercise support. 
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How has CFCC supported you? 

CFCC has helped me post-transplant with 
different grants and allowed me to receive gym 
equipment to help my recovery process. 

They are also helping me pay for a gym 
membership, which is great for my post-surgery 
rehab. 

What’s something that no one would guess 
about you?

A short nine months after my double-lung 
transplant, I got to represent my country in 
Germany at the Culinary Olympics.

 I was also selected to represent Australia at the 
Transplant Football World Cup in 2021.

What helped you the most during your work up 
to transplant? 

The plans that I had for post-transplant 
definitely helped. 

I had so much I wanted to do and couldn’t 
because of my health, so what got me through 
was 100% my goals and the dreams that I still 
had to achieve.

What has surprised you the most post-
transplant?

How long it would actually take to recover. I 
had heard about friends who had recovered in 
three-to-four weeks, so that was always on my 
mind and made me excited. But my recovery 
took three months.

What kind of advice would you share with other 
going through the transplant process? 

Always have a positive attitude and ... have 
goals for when you are back on your feet. It will 
be a very hard road post-transplant, but it’s all 
worth it in the long run.

What motivates you?

I would say being so sick and unwell for so long 
has given me so much energy and motivation 
to not take anything for granted ever again. I 
want to help people who are going through 
what I went through ... and reassure them that 
everything will be alright.

 
You can read Matt’s full story in the July 2020 
edition of Community Focus magazine

Matthew Wills (right)

Meet Matt
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CFCC has always relied on face-to-face events for fundraising revenue, and in March our best-laid plans were 
turned upside down. “Pivot” became the in-word as we joined thousands of other not-for-profits across the 
country and re-configured all face-to-face activity into the digital, online virtual world!  We are so grateful 
to everyone who “attended” and contributed to our events throughout the year. Without your ongoing 
support, we would simply not be able to provide the programs and support services the CF community so 
desperately needs. Together you have helped hundreds of people living with cystic fibrosis, their families and 
carers. 

Thank you. 

Community fundraisers 
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City of Sydney 
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Cystic Fibrosis Community Care 
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Trusts, foundations and government funding

Throughout 2020 CFCC was fortunate to receive ongoing support from a wide range of philanthropic and government 
grants. Their funding allowed our team to provide a wide range of supports to people living with cystic fibrosis, as wellas 
their families and carers. We would like to extend our sincere and heartfelt appreciation to all those foundations, trusts, 
clubs, governments and organisations who continue to make our work possible.

 CFCC acknowledges the Australian Government in funding the development of our 
cfcc.org.au website and the peer support program and the CFStrong project
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Corporate support
We would like to acknowledge our wonderful corporate partners. Through their support, donations or gifts in kind, each 
and every one of them made a significant difference to the lives of people living with cystic fibrosis. Some of these 
partners include: 

5 Jays Consulting
Allens Lawyers 

Antarctica Flights 
Barista versus Chef 

Carlton & United Breweries
Carra Holmes Pty Ltd 

Chilean Hands 
Colgate-Palmolive Australia 

Community Bank Malvern East (Bendigo Bank) 
Commonwealth Bank Staff Social & Charity Club (VIC inc)

Dooleys Lidcombe 
G&W Hydraulics 

Healthcare Australia
Herbert Smith Freehills

R Marines Jacksons
Radray Construction

Redstone Marketing and Design
South Sydney Junior Rugby League Club 

St Marys Rugby League Club
Suttons 

Vertex Pharmaceuticals (Australia) Pty Ltd
Walter Analytics
Westpac Bank

Bequests and in-memoriam gifts 
CFCC was fortunate to receive a number of bequests and “in memory” gifts in 2020. 

We acknowledge that many such gifts are given at a time when the family is going through a tragic period 
and we are grateful to each and every one of them for giving so much thought into how their loss might 
provide for something positive in someone else’s life. 

We offer our condolences to all those families who experienced the loss of a family member or friend in 2020 
and gratefully acknowledge the Ulae Isobel Mason Bequest.
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Cystic Fibrosis Community Care
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