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Are you getting your monthly dose of PASSwords? 
Stay up to date with all the latest news from CF Community Care’s Programs and 
Support Services teams by signing up to our monthly e-news, PASSwords. 

PASSwords is the place to find out about important CF news, grant opportunities, 
significant dates to remember, and upcoming events in New South Wales and Victoria. 

Best of all, PASSwords is delivered direct to your inbox! 

Subscribe to PASSwords by emailing admin@cfcc.org.au
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Hello everyone and welcome to our final magazine for the year. 
It’s been a mixed bag of a year at Cystic Fibrosis Community 
Care with a hybrid 65KWalkathon in February, and then a face 
to face high tea in May (which was fantastic). After that we were 
again locked down and had to cancel all of our face to face 
events which was very disappointing. Many charities have not 
survived the pandemic and we are extremely grateful that we are 
still able to provide programs and services to our CF community.

By this time you will have received the Christmas Appeal 
mailing and I hope that you are able to support the Appeal, if 
not directly by making a donation then by sharing it with family 
and friends. Our Appeals are a very important part of our 
fundraising and it is only through the generosity of the wider 
community that we can continue to provide support to our 
families living with CF.

Hopefully by the time you read this we will have had further news on Trikafta. This is such an important 
medicine for so many people with CF and CFA and the state CF organisations have worked hard to 
ensure that the government and Vertex know that it is critical to have Trikafta listed on the PBS for all 
eligible people with CF. This would indeed be the best Christmas gift we could receive.

In this issue we have included a message from Nettie Burke CEO at CFA who has stepped down from her 
role after six years. Nettie has been a passionate advocate for people with CF and CF has never had a 
higher profile with the government than under her leadership. In addition Patrick O’Connor, Chairman of 
the CFA Board has also resigned after many years serving on the CFSA and CFA Boards. We wish both of 
them well in their future endeavours.

For those of you who do not yet know, after more than seven years as CEO of CFCC I have advised the 
Board that I wish to step down from my position after the AGM in March 2022. I am working with the 
Board to build the framework to search for my successor.

The thought of leaving this role is bitter sweet. I have loved meeting so many wonderful people and 
families. I have been in awe of the parents who fight relentlessly to get the absolute best outcomes for 
their child with CF and by the adults living with CF who have fought every day to breathe and make 
their way in the world. I have been equally inspired by the generosity and kindness of our donors and 
supporters who wish to support the organisation and the people it serves. It has been a real privilege to 
spend over seven years in this role.

I am confident that the organisation will continue to flourish. The Board have a clear vision of what it 
wants to achieve, and the team are a group of committed individuals who are passionate about what they 
do. I have valued all that I have learned and I am grateful to have had the opportunity to contribute in the 
CF world. There is still so much to do and a new CEO will bring new life and new energy to the pursuit of 
our vision.

To all of our members, donors, supporters, to the Board and staff, thank you! You 
have added a rich thread to the tapestry of my life and I will always treasure the 
experience of leading this organisation.

May you all have a wonderful Christmas shared with those you love.

Warm regards…

CF matters 

Karin Knoester 
Chief Executive Officer 
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Being an adult with CF doesn’t have to be
a solo quest
Story by Sam Lefoe

For Sam Lefoe, the transition from a 
paediatric hospital to an adult one was 
challenging. At first, he thought being 
an adult with CF meant taking on these 
challenges alone. But he soon learnt it 
didn’t have to be that way. 
I didn’t foresee how much of a challenge 
transitioning to adulthood would be. Not 
only must we leave behind the comforts and 
protection offered by childhood, but we must 
also transition from a paediatric hospital to an 
adult facility. And let me be clear, this is not 
always an easy thing to do. 

For me it was leaving the Royal Children’s 
Hospital in Melbourne. This hospital had seen 
me through the first 18 years of my life and all 
the ups and downs. In truth though it wasn’t 
the hospital itself, rather the people who cared 
for me. The nurses and doctors at the Royal 
Children’s never failed to make me feel safe and 
secure. But you can’t stay a child forever. 

Not only do we take our first steps into the 
unknowns of the real world at 18, but we must 
navigate the scary reality that our health and life 
is now in our own hands. We leave the comforts 
of childhood safety and step into a new world of 
responsibility. 

My transition story started earlier than most. 
When I was 16, I made the mistake of thinking I 
needed to take on this responsibility alone and 
began traveling solo to the clinics every three 

months. Much like protagonists in coming-of-age 
stories, I needed to make some mistakes in order 
to grow. The mistake I made was thinking that 
taking responsibility and isolating myself was the 
same thing. 

It’s easy to get lost on your path to adulthood 
and even easier to hide who you are to those 
who love you the most. But through many 
trials and self-growth I began to understand 
that growing up and becoming an adult isn’t 
something you need to do alone. Taking on 
the world and your health doesn’t need to be a 
solo quest. Accepting who you are and trusting 
those around you to support you is the way you 
truly grow. Your transition does not need to be 
isolating and lonely. Face the challenge with the 
support of those who love you, whoever they are 
and learn what it means to be an adult with CF.

Read more of Sam’s experience on CFStrong at 
www.cfstrong.org.au/learning-what-it-means-
to-be-an-adult-with-cf-doesnt-have-to-be-a-
solo-quest/

http://www.cfstrong.org.au/learning-what-it-means-to-be-an-adult-with-cf-doesnt-have-to-be-a-solo-quest/
http://www.cfstrong.org.au/learning-what-it-means-to-be-an-adult-with-cf-doesnt-have-to-be-a-solo-quest/
http://www.cfstrong.org.au/learning-what-it-means-to-be-an-adult-with-cf-doesnt-have-to-be-a-solo-quest/
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Name: Jacob Pallone

Age: 21

Connection to CF: I am an actor who lives in 
NSW who has CF.

What’s something no one would guess 
about you?

Funny enough, I consistently take on art projects 
for no particular reasons other than the sheer 
sake of boredom so I have a bunch of art projects 
that I have started but never actually completed. I 
have attempted to create a self-portrait of myself 
painting a self-portrait. Very Gilderoy Lockhart.

What is your proudest accomplishment?

My proudest moment is when I understood that 
my illness was the perfect starting point for me 
to allow myself to relate to complex characters. 
I did a performance of Angels in America 
and one character is very sick with AIDS. This 
particular gentleman becomes very sick and 
begins to hallucinate and argues and fights 
his hallucinations. When he finally succumbs, I 
had a revelation, that while CF is separate from 
other illnesses and there is a varying between 
cases, the base line through processes and the 
fear and anxiety and the pain and the overall 
cacophony of emotions that come with it allows 
me to understand at least some aspect of the 
horrific life of someone I never even met. I did 
not understand it entirely but was able to get 
in a similar headspace and that sort of emotion 
and panic that in situation. That made me step 
back as an actor and a person empathy wise. 
This is how we connect and this is how I began 
to understand that performance is not the 
expression of emotion it is the sharing. It allows 
for such growth.

What motivates you?

My motivation lies in the fact that so much can be 
done with so little. Thinking about my profession, 
anyone who is going through something hard 
that experience is there and how I am playing 
something shows them that “Hey it is OK, this 
is normal everything is normal.” Even if it just 
distracts people from something heavy going on.

What is an activity you most enjoy doing?

I enjoy, as much as I hate doing it, I really enjoy 
washing the dishes. I don’t know why. I just 
find it so odd to just stop and do something 
so mundane and go “I just did that.” It is really 
cathartic.

How has Cystic Fibrosis Community Care 
supported you?

Cystic Fibrosis Community Care has helped me 
out in multiple ways, mostly in that it has lifted a 
bit of the burden off the shoulders and allowed 
for a comfort that a lot of other situations 
haven’t allowed. Cystic Fibrosis Community 
Care has definitely normalised the concept of 
CF for me and allowed it to become a more 
regular and easy topic. But also just makes my 
situation feel a lot more comfortable because 
I know I am not the only one. Especially with 
outreach and the consistent emails and that 
there is a conversation ready there, it does help 
out, more than anything else.

How has COVID affected you?

Besides halting my entire career path, COVID 
and the isolation/disconnect that goes with it. It 
allowed me to understand that both sides of my 
existence, the left side (logical) and the right side 
(creative) of my brain, allowed me to understand 
that my creativity and drive for existence didn’t 
come from nowhere, it came from people. It came 
from the most important people in my life, to the 
everyday Joe who I saw on the street. It was a 
good way to become introspective and reflect on 
what drives my passion and where my thoughts 
lie and how I go about my day. It allowed me to 
reconsider and re-contextualise the processes 
that allow for my productiveness.

What are you most looking forward to? 

I most looking forward to getting a lemon sorbet 
in Circular Quay and then just watching harbour. I 
cannot wait.

Meet our member, Jacob
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Name: Lucy Paterson

Age: 22

Connection to CF: Artist and Performer 
living with CF

What is your proudest accomplishment?

My proudest accomplishment has to be a tie 
between solo backpacking around Vietnam 
when I was fresh out of high school, or setting up 
my own artwork business over 2020. Travelling 
alone instilled a sense of independence that I 
always knew I had, but hadn’t had the chance 
to put into fruition. Once I did though, I felt like I 
was living the best version of myself and free to 
carve out my own opportunities and adventures. 
Setting up my art business Lucyslittleadventures 
(www.lucyslittleadventures.com) has been my 
proudest creative achievement because I did it 
all on my own back and really took a leap of faith 
with it - and the results and feedback have been 
incredibly humbling.

What motivates you?

What motivates me to persist through each day, 
whether they’re the tough ones or the easy ones, 
is the notion that in all the hard times there is a 
silver lining, and that with each experience I am 
only coming closer to the version of Lucy who is 
fulfilled and content. My love for singing, writing, 
and painting all lend to my ability to find the 
positives in pain, so I’d be lying if I said I wasn’t 
extremely grateful to have found my desired 
outlet. However, when my friends and I share our 
experiences I end up feeling just as fulfilled. So, I 
would say that finding unity in shared experiences 
is the other thing that motivates me the most.

How has Cystic Fibrosis Community Care 
supported you?

From helping pay for horse riding lessons, to 
trampolining lessons, to surf lessons, to ballet 
lessons, Cystic Fibrosis Community Care has truly 
given me the opportunity to have an adventurous, 
full life. I will never forget trips my family would 
take down to Inverloch when I was younger, and 
the fun we had. Without the cabin that Cystic 
Fibrosis Community Care would let us use, many 
of my childhood memories would not exist.

What’s something no one would guess about you?

So, all my life I’ve been the biggest extrovert I 
know and those around me equate me with being 
a social butterfly. My lifestyle consisted of so 
much socialising that it got to the point where it 
was odd if I had even two days of doing nothing. 
However, during lockdown I have surprised myself 

and everyone around because…I have ADORED 
lockdown. The pandemic, to me, has enabled me 
to find a sense of peace and satisfaction from 
being on my own and I never thought those 
words would come out of my mouth.

How has COVID affected you?

COVID has affected me for the better. I’ve actually 
never been in such a positive place in my life. I met 
my partner a day before lockdown was announced 
in 2020 and without it I don’t believe we would 
have had the chance to bond and get to know 
each other so deeply in such a short amount of 
time. As well as finding new connections, this 
pandemic has also allowed me to reassess old 
ones and start focusing on the immediate people 
who matter. This is such a healthy practice and 
I don’t think I could have allowed myself to do it 
if it were not for COVID. And of course, COVID 
has also seen my art business receive so many 
commission requests. This has been the most 
validating experience of all. 

What are you most looking forward to?

For my future in general, I am most looking 
forward to the point at which I am qualified as 
a music or arts therapist and am working my 
dream job. It’s safe to say I’m pretty sick of the 
studying part so I’m super ready to get out into 
the work force and put my creativity and love 
for connecting with people into action. As for 
what I’m most looking forward to at the present 
moment, I definitely have to say travelling. I have 
plans to backpack around South America or 
alternatively go to Scotland and Sweden with 
my housemate! Let’s hope we can all experience 
travel soon.

Read more of Lucy’s experiences on CFStrong at  
www.cfstrong.org.au/lucy-paterson-on-her-creative-life

Meet our member, Lucy

http://www.lucyslittleadventures.com
http://www.cfstrong.org.au/lucy-paterson-on-her-creative-life
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14th Australasian CF Lay Conference 

The world of CF moves at a rapid pace and 
maybe that is why my six and a half years at 
Cystic Fibrosis Australia (CFA) has flown by.

There have been so many highlights and a 
number of hard moments. My most valuable 
memories are of the people I have met from our 
CF Community. It has been an honour to fight 
for and support you.

People with CF and their families have taught 
me so much about resilience and the audacity 
of hope. This hardy spirit translated to real gains 
in advocacy, funding and medicinal access.

When the CF Community comes together we 
can hit like a freight train. I have worked in many 
disease sectors, but I have never seen such 
advocacy and I am astounded how a relatively 
small community do so well against the odds.

The CF community helped CFA plead our 
case for CFTR modulators with politicians, 
bureaucrats, media outlets and with the average 
Joe on the street. 

At every stage what made the power players 
sit up and take notice was your real stories, 
the lived experience of battling this terrible 
disease. My first and most valuable lesson in CF 
advocacy was to always let these stories lead 
our campaigns.

It has also been a great pleasure to work with 
some of the smartest clinicians and researchers. 
They were my unofficial brains trust, always 
being on hand to help me with the complex CF 
medical questions.

CFA is part of a federation and collaborating 
with my state and territory colleagues has been 
important and rewarding. It is humbling to be 
part of such a wide network of dedicated and 
professional service providers.

The CFA Board has had my back all along the 
way and allowed CFA to build new programs 
and rejuvenate existing clinical improvement 
platforms like the Australian CF Data Registry, 
the Australasian CF Conference, Peer Review 
and Standards of Care.

Consumer Connect, PERX, The Donut, Clinical 
Trial Finder and Mental Health Portal and Trial 
have provided up to the minute information 
and education for the community. The CFA 
Board supported these initiatives and without 
our President Patrick O’Connor CFA would be a 
much less effective and engaged entity.

Patrick has been a valuable volunteer in the 
CF space for 40 years and I want to thank him 
for always being available for both me and 
the CF community. His intelligence, emotional 
judgement and the ability to see solutions to 
complex issues kept us on course in all weather. 
He never let the little things slow us down in our 
pursuit to improve and extend CF lives.

My final day is Friday 5 November and after a 
nice long summer break I will be returning to 
government relations and consumer advocacy. 
There are so many groups who have no support 
and so my aim at www.good-works.com.au is to 
level the playing field a little and I will continue 
to work hard achieving health equity for rare 
and chronic diseases.

Thank you for all your support over the past six 
and a half years. I will be watching the CF sector 
from the sidelines for evermore.

Kind regards

Nettie Burke 
CEO, Cystic Fibrosis Australia

This year the Australasian CF Lay 
Conference was held online on from the 
30-31 October.
There was a great range of speakers on a 
variety of themes that people from around 
Australia joined in to listen to. Sessions included 
gut health, mental health, modulators and 

new therapies, pregnancy and CF, transplant, 
telehealth, and more. 

View the conference program on the CFA website 
and the presentations via Consumer Connect. 

Visit www.cysticfibrosis.org.au/what-we-
do/14th-australasian-cystic-fibrosis-digital-
conferen

CFA Update 

https://www.cysticfibrosis.org.au/what-we-do/14th-australasian-cystic-fibrosis-digital-conferen
https://www.cysticfibrosis.org.au/what-we-do/14th-australasian-cystic-fibrosis-digital-conferen
https://www.cysticfibrosis.org.au/what-we-do/14th-australasian-cystic-fibrosis-digital-conferen
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New perspectives on physical exercise training 
in adults and children with cystic fibrosis

Reprinted with permission from Cystic Fibrosis 
Research News www.ecfs.eu/publications/cf-
research-news

This article from Cystic Fibrosis 
Research News (Sep 2021) reviewed 
current literature on physical 
exercise training and provided a new 
perspective.
What was your research question?

How can we improve the effects of physical 
exercise training in people of all ages who are 
living with cystic fibrosis (CF) and get better 
long-term engagement with exercise?

Why is this important?

Regular exercise training can make people 
with CF (pwCF) fitter and maintain their lung 
health. However, the positive effects of exercise 
are varied, with some pwCF do not benefit 
as much as others. One reason is the lack of 
individualisation of training programmes in this 
new era of CF care. The increased life expectancy 
and availability of highly effective treatments 
for many pwCF offer novel opportunities for 
exercise training. Old training approaches need 
to be adapted for a new generation of young 
pwCF that are healthier than ever. On the other 
hand, there are aging pwCF, meaning careful 
consideration of training programme design is 
needed.

What did you do?

We came together, as experts from the ECFS 
Exercise Working Group, to review and interpret 
the current literature on physical exercise training 
in pwCF. We have provided a new theoretical 
framework to help guide choice among existing 
training programmes, and a rationale for the 
development of innovative training methods 
that are tailored more towards the individual. 
Our approach is to deliver exercise quality 
whilst taking into account the physiological, 
psychological and logistical factors associated 
with age and disease severity.

What did you find?

We suggest that children with CF should exercise 
like their healthy peers and be involved in sports 
(the best modality to promote long-term positive 
exercise behaviour) rather than participation in 
formal exercise training programmes. This can 
be achieved by early training of neuromuscular 
abilities (especially in those exhibiting growth 
retardation and delayed skill-related measures of 
physical fitness) to increase physical self-efficacy 
and body image which are important modulators 

of exercise participation at young age. In adults 
with more advanced disease, we would suggest 
that formal supervised training modalities 
includes a mixture of endurance-type activities 
and strength training and should be tailored to 
prevent the rapid loss of fitness over time (for 
example muscle strength). In the absence of 
consensus regarding the best training modality, 
we suggest considering individual preferences in 
the choice of exercise modalities and intensity.

What does this mean and reasons for caution?

Our approach is based on the importance of 
considering the various effects that exercise 
can have on our body (for example the 
muscle fatigue induced by a training session) 
including psychological effects (for example 
how pleasant exercise is perceived) to adapt 
training programmes to the individuals’ needs. 
This is particularly important during periods of 
exacerbations (for example when exercise is 
somewhat limited but still possible) and in the 
current era of highly-effective drugs, so called 
CFTR modulators. However, our knowledge 
about the effects of CFTR modulators on overall 
fitness and muscle function is still very limited, in 
particular when started early in life.

What’s next?

Researchers and healthcare professionals 
are encouraged to test the proposed training 
modalities adapted to different target groups. 
Research into exercise training in combination 
with new CFTR modulator therapies would also 
be welcome. Conducting long-term exercise trials 
is challenging in CF, we therefore suggest that 
experts test out new programmes (for example 
through small feasibility pilot studies), before 
starting larger studies. 

Original manuscript citation in PubMed:         
www.pubmed.ncbi.nlm.nih.gov/34493444
Authors:  Mathieu Gruet1, Zoe L. Saynor2, Don S. Urquhart3-4, 
Thomas Radtke5

Affiliations:
1 IAPS Laboratory, University of Toulon, Toulon, France
2 Physical Activity, Health and Rehabilitation Thematic Research 
Group, School of Sport, Health and Exercise Science, Faculty of 
Science and Health, University of Portsmouth, Portsmouth, UK.
3 Department of Paediatric Respiratory and Sleep Medicine, 
Royal Hospital for Children and Young People, Edinburgh, 
Scotland, UK.
4 Department of Child Life and Health, University of Edinburgh, 
Scotland, UK.
5 Division of Occupational and Environmental Medicine, 
Epidemiology, Biostatistics and Prevention Institute, 
University of Zurich & University Hospital Zurich, Zurich, 
Switzerland.

http://www.ecfs.eu/publications/cf-research-news 
http://www.ecfs.eu/publications/cf-research-news 
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Reprinted with permission from Cystic Fibrosis 
Research News www.ecfs.eu/publications/cf-
research-news

This article from Cystic Fibrosis 
Research News (Oct 2021) examined  
the risk factors of acquiring 
Pseudomonas aeruginosa.
What was your research question?

What are the risk factors of acquiring 
Pseudomonas aeruginosa lung infection in people 
with cystic fibrosis (pwCF)? Are they different 
from those associated with Pseudomonas 
aeruginosa chronic infection? How does 
Pseudomonas aeruginosa infection impact on 
lung function?

Why is this important?

Lung disease in pwCF is characterised by 
recurrent infections by Pseudomonas aeruginosa. 
Initial acquisition of his bacterium often 
evolves to chronic infection within a variable 
period. These infections lead to structural lung 
damage and decreased survival. Risk factors for 
Pseudomonas aeruginosa infection and its impact 
on lung function in pwCF remain uncertain. A 
thorough understanding of the interindividual 
variability of Pseudomonas aeruginosa infection 
will allow the identification of pwCF at risk of 
developing early acquisition and/or chronic 
infection and will help to optimise CF care.

What did you do?

We analysed a large cohort of 1,231 children with 
CF included in the French CF gene modifier 
study. Age at initial acquisition of Pseudomonas 
aeruginosa, chronic infection, and duration from 
acquisition to chronicity were studied. We looked 
whether clinical and genetic characteristics could 
be risk factors for Pseudomonas aeruginosa 
infection. We also evaluated the impact of initial 
acquisition and chronic infection on lung function 
decline.

What did you find?

We observed that Pseudomonas aeruginosa 
initial infection occurred early in childhood, 
with a median age of 5.1 years. One-quarter of 
the children with CF were chronically colonised 
by the age of 14.7 years, within 6.3 years after 
initial acquisition. Chronic infection occurred 
later in the most recent birth cohorts. CF-related 
diabetes and liver disease were identified as risk 
factors for Pseudomonas aeruginosa infection, 
while gender, CFTR variants, and CF centre 
size were not. We confirmed the association of 

several modifier genes (TNF, DCTN4, SLC9A3, 
and CAV2) with Pseudomonas aeruginosa 
infection. We also observed that the decline 
in lung function increased after Pseudomonas 
aeruginosa initial infection, and even more so 
after chronic infection.

What does this mean and reasons for caution?

This work is based on clinical data collected from 
paper and electronic patient records. Thus, some 
information may be missing from these sources, 
especially in older pwCF. However, if information 
was missing, it would have preferentially lead to 
estimate an older age at infection, contrary to 
what we observed. This suggests that missing 
information might not have biased our analysis.

What’s next?

This study identified several risk factors for 
Pseudomonas aeruginosa infection, which 
will help to identify children with CF at 
risk of developing early acquisition and/or 
chronic infection. Moreover, we showed that 
Pseudomonas aeruginosa infection was a major 
determinant of lung disease severity in pwCF, 
underlying that preservation of lung function 
requires intensive monitoring of airway infections 
from an early stage.

Original manuscript citation in PubMed:  
www.pubmed.ncbi.nlm.nih.gov/34629287
Authors: Julie Mésinèle1,2, Manon Ruffin1, Astrid Kemgang1, Loïc 
Guillot1, Pierre-Yves Boëlle2*, Harriet Corvol1,3*, on behalf of the 
French CF Modifier Gene Study Investigators

*equally contributed

Affiliations:
1 Sorbonne Université, INSERM UMR S_938, Centre de 
Recherche Saint-Antoine (CRSA), Paris, France

2 Sorbonne Université, Inserm, Institut Pierre Louis 
d'épidémiologie et de Santé Publique, IPLESP, APHP, Hôpital 
Saint-Antoine, Paris, France

3 AP-HP, Hôpital Trousseau, Service de Pneumologie 
Pédiatrique, Paris, France.

Lung infection by Pseudomonas aeruginosa in children   
with cystic fibrosis: risk factors and impact on lung function

http://www.ecfs.eu/publications/cf-research-news 
http://www.ecfs.eu/publications/cf-research-news 
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By Anthony Talbot, Nick Alaimo and Carmel Parlapiano from The Alfred CF Service

These stressful times come on top of the 
cumulative hardship, loss and fear of the 
last 19 months. Be gentle with yourself 
as you consider what you want next, and 
break down the process into steps. It 
is okay to be apprehensive or anxious. 
Take things slowly. Our brains and 
bodies have been in a heightened state 
for a long time, dealing with one of the 
most challenging eras in our history. 
Most importantly of all, we encourage you to 
consider an individualised pathway based on 
your own situation and needs.

• Handling uncertainty. 

Re-entry into society can feel threatening. 
We have learned to distrust our environment 
and seen some poor behaviours from others. 
Following the rules of lockdown can feel 
easier. Ahead lies the tasks of making more 
independent decisions about risk. Our brain 
tends to experience uncertainty as a type of 
stress, and prefers the predictable and familiar. 
Remind yourself that there are some things 
that you cannot control. For an interesting 
comparison, here is an ABC News article on 
bears coming out of hibernation (www.abc.
net.au/news/2021-10-09/covid-lockdown-
readjusting-life-lessons-hibernating-
bears/100485816) 

• What do you really value? 

Many options in life are mixed. Risks are balanced 
against opportunities to go about activities 
of daily life again. Our brain usually tends to 
emotionally weigh losses more heavily, and 
this bias can distort our decisions. Deliberately 
remind yourself of what you hope to gain as you 
step back into the world (e.g., companionship, 
pleasure, purpose, meaningful occupations, group 
activities, time in nature). It will help your brain 
balance out the risks.

• Making decisions with CF and COVID-19 in 
mind. 

The Cystic Fibrosis Foundation has developed 
a decision tool (www.cff.org/community-
posts/2021-06/risk-assessment-ever-changing-
world) for people with CF to “navigate a new 
normal” and assess risk of an activity. The tool 
is a simple grid based on two risk factors for 
COVID-19, the length and type of contact with 
others. It asks you to reflect on what is happening 
in the environment (e.g., are others vaccinated?) 
and whether the risk is worth the benefit. As you 

use this tool, remember that there is no single, 
right approach for everyone.

• How you interpret something is a choice. 

You do have control over how you interpret 
things. Cultivate realistic interpretations about 
risk and coping. If you find yourself remaining 
scared to walk outside along an uncrowded street 
in your neighbourhood, then this is likely an over-
estimation of risk. Remind yourself of how you 
cope and how you handled past situations okay.

• What are your boundaries? 

Start with some basic decisions about scenarios 
that are acceptable to you (e.g., outdoors 
coffee with friends) and those that are not 
(e.g., an afternoon indoors at the pub). The CFF 
decision tool can help you decide. Stick to your 
boundaries and review from time-to-time. Just do 
your best with what you know.

A quote from a person living with CF, Mr. 32:

"My friends have asked me if I would feel 
comfortable coming to lunch at the pub on the 
weekend. I don't think I am quite ready just yet 
to do something like that. I'd like to wait a few 
more weeks and see what happens with case 
numbers and vaccination rates as they continue 
to improve. I told my friends that I'm not 
comfortable with coming to the pub but instead 
I suggested we go for a walk in the morning 
instead. They were totally cool about it and 
didn't want to pressure me. I am really looking 
forward to socialising again after lockdown but 
I feel as though it will have to be outdoors in 
the park or on a walk - just until I feel a bit more 
comfortable socialising indoors."

• Talking with others. 

We will be adapting to new social norms, 
re-learning how to talk to people again, and 
having to say “no” to others. Practice assertive 
communication. We all have the right to strike our 
own balance of safety and risk-taking. For exam-
ple, if a relative insists that you visit their house 
party, you might say: “No thank you. I would love 
to spend time with you, but for now I am taking 
things slowly and not attending indoor events.” 

A roadmap to living with risk

http://www.abc.net.au/news/2021-10-09/covid-lockdown-readjusting-life-lessons-hibernating-bears/100485816
http://www.abc.net.au/news/2021-10-09/covid-lockdown-readjusting-life-lessons-hibernating-bears/100485816
http://www.abc.net.au/news/2021-10-09/covid-lockdown-readjusting-life-lessons-hibernating-bears/100485816
http://www.abc.net.au/news/2021-10-09/covid-lockdown-readjusting-life-lessons-hibernating-bears/100485816
http://www.cff.org/community-posts/2021-06/risk-assessment-ever-changing-world
http://www.cff.org/community-posts/2021-06/risk-assessment-ever-changing-world
http://www.cff.org/community-posts/2021-06/risk-assessment-ever-changing-world
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A low-impact tone of voice (calm and firm) can 
reinforce your message and help you voice your 
needs truthfully and politely.

• Use the basic formula of assertiveness: 

(1) Describe what happened; (2) say how you 
feel about it; (3) say why you feel that way; and 
(4) say what you would like to happen (make a 
request). For example: “You have chosen not to 
get vaccinated. Although I would like to attend 
your BBQ, I feel uneasy being around others who 
are not protected against COVID. My doctor has 
advised that I be careful for myself and others. 
How about we catch up by phone after the BBQ.”

• Some conversations might be trickier.

 Here is an article from The Sydney Morning 
Herald about talking to others about their 
vaccination status (www.smh.com.au/lifestyle/
health-and-wellness/it-s-prickly-so-know-
the-skills-four-common-conversations-about-
vaccination-20210817-p58jcr.html).

• Dealing with setbacks. 

If you decide against joining some friends at 
the pub, acknowledge the feelings (e.g., grief or 
“fear of missing out”) and practice some coping 
self-talk (e.g., “you are doing your best in messy 
times”). There will be future opportunities. Try 
not to turn short-term disappointment into 
something more extreme. 

• Learning from others who have returned from 
Antarctica and space. 

Read more about re-integration into an 
environment of risk (www.smh.com.au/national/
how-to-reintegrate-into-society-post-lockdown-
20211007-p58y1o.html). The article covers 
how people will have different risk profiles and 
preferred speeds adapting to “COVID normal”; 
about avoiding over-stimulation as you find 
your own balance; about building new routines 

gradually; and a reminder to not forget any good 
routines and resilience you might have developed 
in lockdown.

• Pay thanks. 

Congratulate yourself on anything you have 
achieved during this pandemic (e.g., staying 
healthy, keeping up with CF treatments, eating 
good food, keeping up morale, holding onto 
a sense of purpose and remaining connected 
to mates). It has been a time when most 
people have reflected on their personal and 
mental health in a much more deliberate way 
than before. Perhaps valuing sources of joy or 
friendship more than ever.

Gratitude is a grounding emotion that can bring 
some balance to the focus on what is going 
wrong. Ask yourself, “What are the three things I 
am grateful for right now?”

Support from the CF psychosocial team.

Your CF Centre has dedicated psychosocial 
professionals that can include a social worker, 
psychologist, psychiatrist, the CF nurse 
coordinators, and your CF doctors. The team 
work closely together to care for your physical, 
emotional and mental health and wellbeing. If you 
want some support around your mental health or 
coping with decisions about your health during 
this stressful time, please ask for help. 

Most services are offered remotely at the 
moment (phone or tele-video chat).

Emotional coping.

Resources for coping during this time: Australian 
Psychological Society COVID-19 website (www.
psychology.org.au/for-the-public/psychology-
topics/covid-19-australians) 

 

https://www.smh.com.au/lifestyle/health-and-wellness/it-s-prickly-so-know-the-skills-four-common-conversations-about-vaccination-20210817-p58jcr.html
https://www.smh.com.au/lifestyle/health-and-wellness/it-s-prickly-so-know-the-skills-four-common-conversations-about-vaccination-20210817-p58jcr.html
https://www.smh.com.au/lifestyle/health-and-wellness/it-s-prickly-so-know-the-skills-four-common-conversations-about-vaccination-20210817-p58jcr.html
https://www.smh.com.au/lifestyle/health-and-wellness/it-s-prickly-so-know-the-skills-four-common-conversations-about-vaccination-20210817-p58jcr.html
http://www.smh.com.au/national/how-to-reintegrate-into-society-post-lockdown-20211007-p58y1o.html
http://www.smh.com.au/national/how-to-reintegrate-into-society-post-lockdown-20211007-p58y1o.html
http://www.smh.com.au/national/how-to-reintegrate-into-society-post-lockdown-20211007-p58y1o.html
http://www.psychology.org.au/for-the-public/psychology-topics/covid-19-australians
http://www.psychology.org.au/for-the-public/psychology-topics/covid-19-australians
http://www.psychology.org.au/for-the-public/psychology-topics/covid-19-australians
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Our programs and services: 
What's on offer in 2022

We will continue to offer a range of 
program and support services in the 
new year with many of these financial 
support programs reopening again in 
January 2022. 

Make sure you to renew your membership by the 
28 February to ensure you are eligible to access 
our programs and support events.

Some of our 2022 programs and services include:
• CF-related reimbursement program
• Physiotherapy equipment program
• Transplant assistance program
• CF-related emergency financial assistance
• Accommodation assistance for regional families
• Holiday cabin
• Simon’s Adventure Fund
• Take a Break (Vic)
• Fitness participation program (Vic)
• Technology and Training Program (NSW) 
• Online and face-to-face information and
   support events
• Information line, social work and advocacy
   support, including with childcare and schools
• Practical support and links to localised
   community supports (NDIS, Centrelink, Housing)
• Time limited counselling (NSW)

We also sometimes receive one-off funding 
support for new programs and services so keep 
an eye on our website and social media for
more details.

For more information please visit our website or 
contact your state office:
• www.cfcc.org.au/page/64/get-support
• NSW: 02 8732 5700 or nswsupport3@cfcc.org.au
• VIC: 03 9686 1811 or support@cfcc.org.au

Renew your membership for 2022
Renew your membership with us for 2022. Being 
a member with us will give you access to our 
programs, services and subsidies. This applies to 
people who are eligible for a free membership, 
as well as those who pay an annual fee. All 
membership renewals are due 28 February 2022 
(paid and free).
Find out more and renew today at 
www.cfcc.org.au/page/136/become-a-member

Farewell Deidre, welcome Kelly
Deidre Gorrie, our Programs and Support 
Services Manager in NSW, has taken up a position 
with CFWA. We wish her all the best with her 
move back to WA and look forward to continuing 
to work together on national projects.

Kelly Exner, has now moved into the position of 
Programs and Support Services Manager in NSW. 
We welcome Kelly to her new role in the team.

Trikafta is on the agenda for December 
PBAC meeting

Trikafta® (elexacaftor/tezacaftor/ivacaftor) is back 
on the agenda for the December Pharmaceutical 
Benefits Advisory Committee (PBAC) meeting. 
The submission is a request to list Trikafta® on the 
Pharmaceutical Benefits Scheme (PBS) for the 
treatment of CF in patients aged 12 years or older 
who have at least one F508del gene change.

We expect to hear the outcome of the December 
PBAC meeting in January 2022. We are hoping 
that the PBAC will recommend Trikafta® be listed 
on the PBS. However, if they defer or reject the 
application again we will continue to advocate for 
it to be recommended for listing.

http://www.cfcc.org.au/page/64/get-support
mailto:nswsupport3%40cfcc.org.au%20?subject=
mailto:support%40cfcc.org.au%20?subject=
http://www.cfcc.org.au/page/136/become-a-member 
http://www.cfcc.org.au/page/136/become-a-member 
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2021 has been a challenging year in education, 
particularly in Victoria and NSW where once again 
many students continued their learning remotely 
with the support of their school and teachers.

This year we ran online events covering topics 
such as School and COVID, an online chat for 
students where a Community shared some 
insights into their CF journey so far and our 
annual Transition session for Pre-school, Primary 
and Secondary Students. We also worked with a 
number of schools who requested further training 

for their school staff on CF and how to support 
the students in their care.

In Victoria, we were also able to provide many 
families with subsidies to purchase laptops, 
tablets and other equipment needed for home 
learning and online tutoring.

Our Education Support Services in Victoria is 
generously funded by The Keith MacKenzie Will 
Trust, Flora and Frank Leith Charitable Trust, and 
Marion and EH Flack Trust.

Education support 2021

The purpose of CFSmart is to improve 
understanding of CF with schools and the 
community. We have developed a range of 
resources which include teachers guides, student 
health plans, fact sheets and free e-learning 
modules.

Since 2017, over 2,000 educators across Australia 
have completed the free online learning modules.

We encourage you to send your child’s educators 
the link to www.cfsmart.org as this is a great 
place for them to start their CF journey.

Attention all parents and teachers!!
The dates for the Teacher Education Series for 
2022 have been confirmed. The series will run 
over 3 consecutive weeks and has presenters 
from the Monash Children’s Hospital, Royal 
Children’s Hospital Melbourne, and us (Cystic 
Fibrosis Community Care).

Ask your child’s school and educators today to 
save these dates:

• Session 1 – Wednesday 2 February 2022

• Session 2 – Wednesday 9 February 2022

• Session 3 – Wednesday 16 February 2022

Contact us on education@cfcc.org.au or call      
03 9686 1811 for more details.

Our office hours during Christmas and New Year 

CFSmart: An online resource               
for schools and the community 

Teacher Education Series 2022 

Please note that our services and offices           
will be closed from 12 noon on Thursday 23 
December 2021 and will reopen on Tuesday 4 
January 2022.

2021

http://www.cfsmart.org
mailto:education%40cfcc.org.au?subject=
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Have you visited CFStrong recently?

Since launching earlier this year, 
CFStrong has published stories on 
a range of topics including travel, 
work and study and parenthood. 
Designed and built specifically for 
adults living with CF and featuring a 
combination of personal perspectives, 
lived experience and practical advice, 
CFStrong is an essential resource for 
adults living with CF.

We've heard from Serena about being a mum and 
Jess about her journey to starting a family. April 
and Shaun have shared their travel adventures 
and advice and we heard from Lauren about her 
experience of living and working overseas. Tash 
shared her love of sport and John spoke about 
his late diagnosis.

Along with these personal perspectives and 
lived experience, we've shared resources around 
work, as well as factsheets for employers and 
educators. Plus, we've featured interviews 

with a CF psychologist and covered topics like 
procedural anxiety and social prescribing.

We also have a podcast! Subscribe to CFStrong 
on your podcast listening platform today.

Visit www.cfstrong.org.au today to read (and 
listen to) more.

Get involved!

Everyone has a story to share! It could be about 
travel adventures or making it work at work or 
about your experience with transplant. It might 
be all about your favourite sport or hobby or 
about starting (or choosing not to start) a family. 

Whatever your story is, we would love to hear 
from you! Our goal is to help reduce isolation 
within the community and bring transparency to 
the world of CF. We'd love to hear from adults 
who have CF or are impacted by CF, including 
friends, family, colleagues, health professionals 
and mentors, to name a few. 

If you would like to share your story, contact us at 
admin@cfcc.org.au

Sister5Roses Facebook group

Our Facebook group 'Sister5Roses' is a closed group 
for women in Australia aged 17+ who live with CF. It’s 
a space where you can have a chat, a laugh and share 
your thoughts with other women who have CF. 

Go to www.facebook.com/groups/599600560379574 
and send us a friend request to join and start chatting.

http://www.cfstrong.org.au
mailto:admin%40cfcc.org.au?subject=
http://www.facebook.com/groups/599600560379574 
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In 2021, the pandemic has once again affected 
our in-person events, and so we asked you to join 
us for Great Strides virtually from 10 September 
through to 7 November. To keep things fun for 
a second-year virtual event we gave everyone 
the opportunity to not only choose their own 
distance but to choose how they completed it. 
Participants could, run, walk, skate, or ride their 
distance while wearing their funkiest outfit as we 
proclaimed 2021 as the year of the Funky Strider! 

A massive thank-you to all who took part and 
contributed this year, especially to those who 
have shared their stories. We have loved seeing 

you all get on board with the Funky Strider theme 
this year and sharing your funky outfits. It has 
been so wonderful to see and hear about how 
you all got Funky in your local area and kept the 
spirit of the CF Community alive in lockdown.

It’s not easy running virtual events and 
fundraising, especially in the midst of a pandemic, 
but we are humbled by the continued support 
of the community and how you have shown up 
consistently to support the cause. Without you, 
we wouldn’t be able to continue the work we do 
in the CF Community. So, from all of us at Cystic 
Fibrosis Community Care, a huge “THANK YOU”!

Sadly, for the second year in a row due to 
government restrictions, we were unable to hold 
our A Night for CF 'Around the World' Gala Ball 
as planned in Melbourne or Sydney. Instead in 
collaboration with our Auction Partner Helping 
Hand Group, we completed a seamless transition 
from in person events to online Auctions in 
August and October.

We had almost 200 fantastic Silent Auction 
Items available; we held our infamous “Veuve 

Raffle” and Antarctica Flights raffle, and the 
always popular Wine Wall came back virtually! A 
big thank you to our Event partner Community 
Bank Malvern East for their ongoing support 
of people living with CF; to our wonderful Gala 
Ball Committee for their tireless work securing 
donated items, and to everyone in the community 
who participated and bid on items. We appreciate 
your continued support. Thank you all.

FUNDRAISING AND EVENTS

Great Strides 2021: 
Year of the Funky Strider

A Night for CF 

Christmas appeal 

This year seven-year old Evie, mum Lee, and 
Nanny Deb are sharing their experience of 
living with CF in our Christmas appeal. Nanny 
Deb describes the youngest of her seven 
grandchildren as “brilliant, resilient and inspiring!” 
The youngest – and possibly the most spirited of 
her siblings. Evie’s mum, Lee is so proud of her 
daughter’s resilience. From the moment she was 
old enough to understand her condition, Lee says 
Evie was determined to deal with it her way!

“She’s a fighter with a little bit of sparkle. We’re in 
awe of her every day.” After Evie’s health declined 
in 2019 she was granted compassionate access 
to Trikafta.  This medication has turned her life 
around. It has built up her strength so she can be 
well enough to extend the time before she needs 
a double lung transplant. 

Read more about the family’s story and 
our Christmas Appeal at www.cfcc.org.au/
campaign/3/christmas-appeal-2021

http://www.cfcc.org.au/campaign/3/christmas-appeal-2021
http://www.cfcc.org.au/campaign/3/christmas-appeal-2021
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65K 4 65 Roses Walkathon

Join the fight against CF at The Bay Run, Sydney 
on Saturday 26 February

It's time to come together for our 
biggest annual fundraiser 
and re-connect for #65K in 2022!

Will you choose the casual 7km or challenge 
yourself to 21kms? Maybe you’re up for the 
endurance distances of 35km or 42km? Or is this 
the year you conquer 65kms? 

If you can't join us at The Bay Run, choose the 
virtual option and do it #Your Way. Choose your 
own path - go bush, coastal or stick to your 
’hood. There are so many options to make the 
2022 65k 4 65 Roses walkathon your own!

Get a team together!
Gather your friends, your mates, work colleagues 
and set up a team. It is so much fun doing #65K 
with a group – supporting each other, challenging 
each other – experiencing the blood, sweat, tears 
and laughter along the way!!

Register today at www.65kroses.com

Join us for the 65k 4 65 Roses at The 
Bay Run or do it #Your Way

http://www.65kroses.com
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Sockit2CF 

Everyone at Cystic Fibrosis Community 
Care would like to take a moment 
to thank all our child care centres, 
schools, teachers, mums, dads, 
grandparents, and support staff for all 
their hard work during lockdowns.
Although many child care centres and schools, 
unfortunately, had to cancel their Crazy Hair 
Day on the date originally scheduled, luckily 
many were able to pivot, knowing that it is a 
safe and silly way for students to get involved in 
something fun and meaningful. It was and will be 
a great opportunity for kids to get excited about 
coming together after being apart for so long. It 
is a fun, visual reminder of their connectedness as 
a school or childcare centre.

If you would like to get your school 
involved in 2022 please email our team at          
notifications@cfcc.org.au and we will help you 
every step of the way. We look forward to sharing 
Crazy Hair Day 2022 with you. Thank you for your 
ongoing support.

FUNDRAISING AND EVENTS

Crazy Hair Day

We were such a “SOCKcess” last year 
and we hope to ‘knock your socks 
off’ in 2021 with a new design for the 
adult sock, and a new addition to the 
SOCKit2CF family….a kids-sized sock!  
Last year so many of you asked for 
family packs and we listened!
This year we are introducing the Family Pack – 2 
pairs of adult and 2 pairs of kid’s socks. The 2021 
SOCKit2CF range is available for purchase right 
now. 

The power to Sock it 2 CF is at your feet. Please 
join us in our fight against CF. Socks can be 
purchased via our website www.sockit2cf.com.au 

Now more than ever we need your support and 
participation to make a meaningful change in the 
lives of people living with CF and their families 
and carers. Remember… the power to sock it to 
CF is at your feet!

mailto:notifications%40cfcc.org.au?subject=
http://www.sockit2cf.com.au
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Meet our Southern 
Sydney Senior 
Volunteer of the Year
A huge congratulations to Roslyn 
Vaughan who was awarded the Southern 
Sydney – Senior Volunteer of the Year 
award in October.

This prestigious award presented by The Centre for 
Volunteering acknowledged that Roslyn has been 
volunteering her time and efforts for Cystic Fibrosis 
Community Care for over 40 amazing years.

In 1979 she was co-founder and Secretary of 
the Sou'Westers CF Group, a fundraising and 
support group for parents of children with CF 
in Southwest Sydney. Under her leadership and 
in her own time and at her own expense, Roslyn 
has led the group in holding over 680 fundraising 
street stalls selling plants, cakes, books, jams, 
knitwear and other handcrafts. 

The Sou’Westers CF Group has been responsible 
for raising over $409,000 in donations to help 
our organisation in the provision of support 
services to other families with CF. 

Rosyln has given those in Southwest Sydney a 
strong voice in the fight against CF. As a result, 
essential support within this tight-knit community 
will continue on thanks to the fantastic 
foundations Rosyln has set.

Cystic Fibrosis Community Care thanks all of the 
Sou’Westers CF Group and congratulates Roslyn 
on her award and thanks her for the phenomenal 
impact her fundraising has had on not just 
our organisation, but the Southern Sydney CF 
community.

A range of volunteers are needed to help with 
the set up and event day for our 65k 4 65 Roses 
Walkathon at Leichhardt Park Oval #3 in Lilyfield, 
NSW. Set up of marquees and equipment takes 
place on Friday 25 February and the event takes 
place on Saturday 26 February.

Volunteer roles include registration, merchandise 
sales, route marshalls, car park attendees, setting 
up and packing up. 

If you are interested or would like to find out 
more please email reception@cfcc.org.au for 
more details.

Volunteers Needed – 65K 4 65 Roses 
Walkathon (NSW)

AGM save the date

Our Annual General Meeting (AGM) will be held 
on via teleconference on Wednesday 23 March 
2022. Cystic Fibrosis Community Care members 
will be sent an invitation to attend. 

Please renew your membership by the 28 
February 2022 to ensure you receive your 
invitation.

mailto:reception%40cfcc.org.au?subject=


DECEMBER 202119VOLUNTEER CORNER

Why does Community Bank Malvern East 
support Cystic Fibrosis Community Care?

Karin Knoester interviewed Ruth Hall 
from Community Bank Malvern East to 
find out more
Community Bank Malvern East has supported 
Cystic Fibrosis Community Care for many years. 
How did that start?

This great partnership started long before I joined 
the branch and I understand the connection was 
made by one of our founding directors whose 
business partner had children who had CF. This 
director used to get a table of The Malvern East 
Board members together to enjoy the annual ball. 
It just made sense for us to support the amazing 
work Cystic Fibrosis Community Care do for the 
CF community our synergies and corporate values 
align. Our staff and Board are most proud of this 
long standing relationship and the work Cystic 
Fibrosis Community Care undertakes to improve 
the lives of people who have CF and their families.

Do you support any other charities for NFP 
organisations?

We support many various local NFP organisations 
in the areas of Sport, Community, Education and 
Health. We have even assisted some of our regional 
Community Banks with projects in times of needs 
such as drought, fire and floods. Traditionally we 
try and assist communities that are within the 
Stonnington area but if an urgent call comes in we 
do what we can to assist those who are outside of 
our immediate area.

What benefits flow back to the bank as a result 
of the support?

We return up to 80% of our profits back to the 
community each year to allow us to continue to do 
this we need to ensure we grow our business. We 
love it when your community brings their banking 
to us as this allows us to continue our good work 
in the community. I am often told by our customers 
who come to us from our community partners such 
as Cystic Fibrosis Community Care how surprised 
they are by the outcome with the service we 
deliver being just the start, we back up our service 
with market leading products and our pricing is 
often the big surprise to our new customers. We 
just love keeping our customers happy.

Have you been to any of CFCC’s events?

I have been fortunate enough to have been to 
the Cystic Fibrosis Community Care annual ball 
numerous times, it’s always a fantastic night and 

we were saddened when again this had to be 
cancelled due to COVID (I had even arranged my 
dress and booked my hairdresser). Our branch 
staff even hosted Cystic Fibrosis Community Care 
CEO Karin Knoester at the virtual ball last year, 
this was a great way for Karin to discuss the great 
work Cystic Fibrosis Community Care do. The staff 
really enjoyed the evening and found Karin’s talk 
extremely informative.

Our branch was delighted to be able to provide 
space for your wonderful rose selling volunteers 
this year to ensure roses were sold with the 
snap lockdown throwing a spanner in the works. 
We also had Melbourne Metropolitan Bendigo 
Bank branches participate in a ‘casual dress for 
a cause day’ where the branch put up posters 
in support of Cystic Fibrosis Community Care 
and staff contribute a gold coin to wear casual 
dress for the day. This builds awareness of Cystic 
Fibrosis Community Care and raises funds at the 
same time.

It seems like there is a real relationship between 
you and CFCC, is this important to you?

The foundation of the relationship between 
Cystic Fibrosis Community Care and Community 
Bank Malvern East was established nearly 10 
years ago. It’s been a pleasure to work with 
Cystic Fibrosis Community Care and deepen this 
relationship. Cystic Fibrosis Community Care does 
amazing work in its field We truly value all of our 
relationships, our long term ones such as the one 
we have with Cystic Fibrosis Community Care 
are treasured by the Board, the staff and myself. 
We look forward to continuing to work together 
to achieve positive outcomes for all Victorians 
with CF and their families. The advancements in 
CF treatments over the past 10 years are truly 
remarkable and to think we have played some part 
in helping achieve this is pretty special.

Does the bank’s community engagement involve 
your staff?

Our staff and the Board members all love to get 
involved and as you can imagine we all have our 
favourite community groups to be involved in. 
Cystic Fibrosis Community Care is one of our 
favourites due to the great work completed by the 
organisation, your volunteers are great to work 
with and I know the staff really thought it was 
great to have the rose sellers in our branch earlier 
this year, I know my team hope this happens each 
year moving forward.
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Upcoming events
We hold a range of events across Victoria and NSW and 
online. These dates were correct at the time of printing.                                           
Visit our website at www.cfcc.org.au for more details.

Cystic Fibrosis Community Care offices reopen
Online session: For adults with CF (NSW)

CFCC AGM 
Support dinner: Shepparton area (VIC)

Online session: Transitioning to adult care

65 Roses High Tea (NSW) 
CF DAY

JANUARY
4
27  

FEBRUARY
19-27    
22 
26 
27   
28  

Virtual 65K 4 65 Roses Walkathon 
Support dinner: Malvern area (VIC)
65K 4 65 ROSES WALKATHON (NSW) 
Online session: For parents of children with CF (NSW) 
Cystic Fibrosis Community Care membership due 

Online session: For newly diagnosed families
Online session: For young people with CF (and their parents)

MARCH
23    
29    

APRIL
27   

MAY – CF MONTH
20     
27   

JUNE
8
22

http://www.cfcc.org.au

