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CF Matters 
Hello once again and it’s a pleasure to welcome you to the 
final edition of Community Focus for the year – and what a 
big year it has been. 

We marked two years of COVID-19 in March; and we reflected on how 
difficult the pandemic period has been for all, especially for members of our 
community. In April, we received the news we had been waiting for a long 
time, with the listing of Trikafta on the PBS for people aged 12+ with at least 
one Delta F508 gene change. We also recognised and celebrated the work 
of our previous CEO, Karin Knoester as she departed in May, and I had the 
honour of joining CFCC in late May. We finally returned to face-to-face events with our High Tea in Sydney, CF Month 
and Great Strides in Melbourne and Sydney, which engaged a record 1200 participants, and our Night 4 CF which 
was wonderful. And in September, we received the welcomed confirmation that the Pharmaceutical Benefits Advisory 
Committee (PBAC) will consider Trikafta for those aged 6 to 11 years and who have at least one F508del gene change 
at their November 2022 meeting (we will provide an update as soon as we hear the outcome).

It has also been a very positive and humbling first few months for me as the CEO of CFCC, as I spent a considerable 
amount of time actively listening to people with CF, members, families, volunteers, staff, partners, clinicians, and many 
other members of the CFCC family across NSW and VIC – thank you to all those what gave up their time to speak to 
me about their CF journey and how we can ensure CFCC continues to deliver positive outcomes for our community.

My vision for CFCC is simple – placing people with CF at the heart of everything we do.

So going forward, I look forward to working with our community to ensure CFCC continues to develop and deliver 
innovative and much needed services, programs and activities that produce strong outcomes for all people with CF, 
their carers, and their families.

The needs of our community are adapting, and as such, we must ensure CFCC continues 
to offer relevant and evidence-based support services. In the new year, we will start the 
development of our next strategic plan which will present us with a fantastic opportunity to 
look forward to the next 10-15 years and consider what CF may look like in Australia and the 
world and use that knowledge to develop a plan that delivers improved care and outcomes 
for our community – we look forward to engaging all of you this process in a few weeks, so 
watch this space.

On behalf of the CFCC Board and staff, I would like to say thank you to you all for your 
wonderful support and dedication over the last 12 months. Whilst we provide important 
support to many people with CF, we simply couldn’t do our work without you; 
our generous donors, our dedicated volunteers, our inspirational members, our 
passionate partners – thank you, we wish you and your families a wonderful 
Christmas and New Year’s, and we look forward to an even bigger 2023.

Kind Regards,

Andre Carvalho 
Chief Executive Officer 
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In March 2020 our family of four welcomed 
our little Isabella to our family, she arrived 
two weeks before NSW went into its first 
lockdown. 
Five short weeks of loving our little Izzy we were 
notified by our local hospital that Isabella had tested 
positive to cystic fibrosis from the newborn heel prick 
test and we were asked to come in for further testing. 
Izzy’s diagnosis day is something that will stay with us 
forever. My husband had just returned to work from 
parental leave and was 6 hours away. I was at home 
with a newborn, my two-year-old daughter and my 
8yo stepdaughter, and using Dr Google to learn what 
cystic fibrosis was. How could my precious little Izzy 
have a life limiting disease? How could I have given this 
disease to her with a life expectancy of in her 30s?

Four days later we were at Westmead Children’s 
Hospital Cystic Fibrosis Clinic meeting her team of 
specialists who we adore. Over the past two years we 
have attended Westmead 22 times for regular check-
ups and when Izzy hasn’t been well. Especially over the 
winter months where treatment times can double to up 
to 3 hours a day when she is unwell. 

Izzy is such a funny character. She loves being outside 
on the farm, chasing the lambs and chickens around. 
She absolutely adores her two big sisters and older 
cousins by copying everything they do, bossing them 
around and making them laugh. Her older sisters 
Gabriella and Zoey are big helpers when it comes to 
Izzy doing her nebuliser and physio treatments. When 
Izzy started her nebuliser treatments at 5 weeks old 
Gabriella and Zoey would sing and dance to keep 
Izzy occupied whilst doing her treatments. Now they 
all participate in some of Izzy’s physio exercises like 
jumping on the trampoline or bubble blowing PEP 
(positive expiratory pressure). 

My only wish for Izzy and the CF community is I hope 
that CF stands for “cure found”. Izzy’s future is looking 
brighter with the likes of Trikafta on the horizon once 
she turns 6 years old. I want all CF kids to live a long 
happy healthy life. Not a “limited” life.

Izzy's story 
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Twice a week Katelyn Bourke plays netball 
and several times each week she coaches 
young gymnasts. A former gymnast, Katelyn 
enjoys passing on her skills and knowledge. 
Netball and gymnastics are just part of her 
busy life at the age of seventeen.
Having recently completed Year 11 at Our Lady of the 
Sacred Heart (OLSH) in Melbourne’s south-eastern 
suburbs, Katelyn has been planning her final year – and 
her career.

At school, she chose the VCAL option and is aiming 
to be a kindergarten teacher. VCAL, the Victorian 
Certificate of Applied Learning. is a 'hands-on' 
option available for students in Years 10, 11, and 
12 and it provides students with practical, work-
related experience. For Katelyn this has comprised 
a TAFE course which includes placements at a local 
kindergarten. Every Friday she has been doing work 
experience at the local kindergarten and has found the 
work enjoyable and rewarding.

Looking back on her secondary school years thus far, 
Katelyn says she has enjoyed being part of a tight-knit 
community of students and teachers who have been 
supportive and understanding. OLSH and, before that, 
St Paul’s primary school, where Katelyn did her first 
six years of education, were exceptionally supportive. 
Teachers and support staff at both schools kept 
themselves well informed about CF. 

Katelyn’s story first appeared in 65 Roses, the CF 
Victoria magazine in 2006 when she was just one year 
old. She had been diagnosed with CF at the Royal 
Children’s Hospital a few hours after her birth.

Then, in a 2010/11 edition, we published an article on 
Katelyn’s forthcoming first day at primary school. That 
article was written by her parents, Donna and Martin 
Bourke and they wrote that they had chosen St Paul’s 
because of the community feel and the caring nature of 
the teachers and support staff. At the beginning of the 
school year, the staff were educated by professionals 
from CF Victoria and the Royal Children's Hospital. 
Donna and Martin had made a prescient choice of 
schools.

From that time, Katelyn’s older sister, Ella has been 
very protective and supportive. Ella is now 20 and at 
university studying to be an occupational therapist. 
Nine years ago, Ella and Katelyn welcomed another 
sister, Chelsea, and today, she is also supportive and 
understanding of Katelyn’s condition. Both Ella and 
Chelsea are free of CF, but they do carry the gene 
change.

The extended Bourke family and their friends have 
also been supportive. They help with raising awareness 
and funds. For many years, they have been part of 
Team KK in the annual Great Strides event and attend 
fundraising movie nights for the Abbie Fennessy Trust.

In recent years, Katelyn, having two copies of the 
Delta F508 gene change, participated in two key drug 
trials – Orkambi and Trikafta. Both medications proved 
helpful and, as with most participants, Katelyn has 
found that Trikafta has boosted her lung function and 
improved her overall health. She has, however, recently 
been diagnosed with CF-related diabetes which has 
not impacted her overall wellbeing but has added to 
her ongoing care needs.

What are her thoughts for the future? In addition to 
her kindergarten teaching and gymnastics coaching, 
Katelyn would love to travel extensively. The first 
destination on her agenda is New Zealand – the land of 
her mother’s birth.

Renewing acquaintance with Katelyn 
Story by Tom Valenta
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“I adore him to pieces. It's quite lovely 
seeing bits of you and bits of your husband 
and bits of relatives sort of come through in 
your child. Then also just seeing the person 
that they grow into.”
Kate, a part-time social worker, is 52 and lives with her 
husband and 15-year-old son.

Kate decided she had missed the boat when it came 
to being a mum. At age 32 she thought it was not safe 
to pursue becoming a Mum. Then she met her future 
husband…

They started to do research, “we actually were doing 
internet searches of the published medical research 
about CF and pregnancy. There wasn't a huge amount 
out there for people my age.”

Kate spoke to her doctor who said there’s no reason 
why they couldn't try for children. Kate wanted a 
guarantee that she would be alive for the first 20 
years of her child’s life. Of course, her doctor couldn’t 
guarantee, but did say "if you look after yourself, 
there's a really good chance."

So, they started to go down the track of trying to get 
pregnant. Then they did IUI.

Fast forward to today and Kate and her husband have 
a 15-year-old son.

Kate has always tried to make sure her son doesn't get 
unnecessarily worried about her and her CF. Since he 
was very little, she’s tried to give him age-appropriate 
information.

“When he was little, it was quite easy because you 
don't have access to the internet yourself to go and 
do Google searches. As he's gotten older, I've always 
of said to him, you know any questions about CF, ask 
me. I made a promise to him that I would answer his 
questions really honestly.”

Kate has juggled her treatments and being a mum. 
Now he’s a teenager it’s easier but when he was little 
Kate really focused on her health, taking the approach 
that her first child was CF and her second child is her 
son. Everything had to fit around her health, “without 
my health, as a parent all the wheels fall off. I’ve got to 
keep as many wheels as I can on myself.”

Kate thinks a lot about the future and what it looks 
like. “I'd sort of say quite flippantly that when we were 
trying to have him, I wanted to live for the first 20 years 
of his life. Now that he's 15, that's only five more years, 
I'd like to have a few more than five more years.”

Kates parenting advice is to remember that your health 
is your first priority and to cherish the moments, all the 
little moments, “I'm so grateful that I get to be a parent 
and I cherish every moment. Even some of his lovely 
teenage moments I still cherish those because I'm still 
around to get to be a parent of a teenager. I'm super 
grateful.”

To listen to the full episode of the CFStrong Podcast 
visit: www.cfstrong.org.au/podcast-kate-on-
parenting-with-cf

Kate and parenthood

http://www.cfstrong.org.au/podcast-kate-on-parenting-with-cf
http://www.cfstrong.org.au/podcast-kate-on-parenting-with-cf
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Name:  Bronte Chambers
Age:  24
Connection to CF:  I was diagnosed with CF at six 
weeks old.

What is something no one would guess about you?
I love scrapbooking and journaling. I’m currently 
working on bringing out a book about my journey 
living with CF and how I cope.

What is your proudest accomplishment? 
My proudest accomplishments are running my own 
cleaning business and creating an instagram page 
(livingwithablinddisease) with my other friend who also 
has CF, I love supporting and creating a safe platform 
for others that are suffering with CF.

What motivates you? 
My motivation comes from my friends, family, and 
the CF community, I want to make a difference in this 
world and be a spokesperson for CF and help others 
living with this disease.

What is an activity you most enjoy? 
I love shopping, spending time with my loved ones and 
camping/sightseeing.

How has CFCC supported you? 
CFCC has supported me financially by covering my 
medical equipment, food vouchers when I’ve been 
under financial hardship, gym membership, and 
covering my pharmacy, phone, and electricity bills. Not 
only has CFCC helped me financially but also keeping 
in touch and following me on my journey, they truly are 
a part of my family.

What are you most looking forward to? 
I’m most looking forward to seeing what the future 
holds for me now I’m on the new CF modulator, 
Trikafta, that was put on the PBS earlier this year. 
I’m also looking forward to starting my bachelor’s              
in nursing in 2023. I truly am blessed.

LIVING WITH CF

Getting to know Bronte



COMMUNITY FOCUS DECEMBER 20228

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

This article from Cystic Fibrosis Research 
News (Aug 2022) looked long term lung 
function in people CF who were able to 
get rid of their Pseudomonas infections 
compared to those who didn’t.
What was your research question?

We wanted to know whether people with CF who were 
able to get rid of their Pseudomonas infection using an 
antibiotic protocol went on to have better lung function 
in the long term than people who did not get rid of 
their infection.

Why is this important?

Pseudomonas is a really common infection for people 
with CF, and unless it is cleared, usually through 
antibiotics, it can become a chronic infection. However, 
in young people when infection with Pseudomonas can 
happen without serious symptoms, getting rid of the 
infection doesn’t always show an improvement in lung 
function right away. While it feels logical that getting 
rid of Pseudomonas infection must be a good thing, we 
wanted to see if consistently getting rid of the infection 
leads to differences in lung function many years later.

What did you do?

We looked at all people with CF followed in Toronto 
who were included in our city-wide database from 
1998-2018. We only wanted to look at people who 
were children when they started the study and had at 
least 10 years of lung function measurements so we 
could see long-term differences. We grouped people 
based on whether they had, at that point in their 
lifetime: never had a Pseudomonas infection, had an 
infection but got rid of it (Eradicated), or had ever 
had an infection that was not able to be cleared with 
antibiotics (Chronic). We then looked at how their lung 
function changed over time.

What did you find?

We found that consistently getting rid of Pseudomonas 
infection, even if there were multiple infections per 
person, helped keep lung function higher than after 
Pseudomonas infection became chronic infection.

What does this mean and reasons for caution?

This means that using standardized antibiotic 
eradication protocols does matter in the long run. One 
of the most important measures of health in people 
with CF is lung function, and keeping it as high as 
possible for as long as possible is an important goal. 
So even if the difference is small per year, it adds up 
to bigger differences over time. It is important to be 

cautious, however, because this study covers a long 
time period that had changing clinical practices, 
including changes to which antibiotics are used 
for Pseudomonas and how. There could also be 
unmeasured factors, like how well a person followed 
their antibiotic protocol, that we weren’t able to take 
into consideration.

What’s next? 

Lung function isn’t the only measure of health in a 
person with CF, so we would also like to see how 
keeping Pseudomonas at bay can affect other 
outcomes, like exacerbations, long term. In the new 
era of highly effective modulator therapies, it will be 
important to keep monitoring Pseudomonas infections, 
since even adults may have better lung function that 
makes it hard to see immediate effects of antibiotic use.

Original manuscript citation in PubMed:              
https://pubmed.ncbi.nlm.nih.gov/35995678/ 
Authors: Isabel Gascon Casaredi1,2, Michelle Shaw3, Valerie Waters3,4,   
Ryan Seeto3, Ana Blanchard4, Felix Ratjen1,2,3 

Affiliations: 

1 Division of Respiratory Medicine, Department of Pediatrics, Hospital Sant 
Joan de Déu de Barcelona, Universidad de Barcelona, Barcelona
2 Division of Respiratory Medicine, Department of Pediatrics, Hospital for 
Sick Children, University of Toronto, Toronto
3 Translational Medicine, Research Institute, Hospital for Sick Children, 
Toronto
4 Division of Infectious Diseases, Department of Pediatrics, Hospital for 
Sick Children, University of Toronto, Toronto

How does early eradication of Pseudomonas 
affect lung function?

http://www.ecfs.eu/publications/cf-research-news
http://www.ecfs.eu/publications/cf-research-news
http://www.ecfs.eu/publications/cf-research-news
http://www.ecfs.eu/publications/cf-research-news
http://www.ecfs.eu/publications/cf-research-news
http://www.ecfs.eu/publications/cf-research-news
https://pubmed.ncbi.nlm.nih.gov/35995678/ 
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A Study Characterizing Sweat Chloride after 
CFTR Modulators in People 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 (Jul 2022) looked at 
how the amount of chloride in the sweat 
of people with CF changed after they 
started taking CFTR modulators.

What was your research question?

We wanted to know how the amount of chloride in the 
sweat of people with CF changed after they started 
taking CFTR modulators and whether the changes we 
saw in the amount of chloride in sweat was different 
among people with different CF mutations, sexes or ages.

Why is this important?

One of the ways we know someone has CF is that they 
have large amounts of chloride in their sweat. Many 
people with CF taking CFTR modulators feel better, have 
better lung function, and the amount of chloride in their 
sweat drops, sometimes so much we can’t tell they have 
CF anymore. Measuring feeling and function is hard and 
takes many more people than measuring chloride in 
sweat. If we could understand how the amount of sweat 
chloride in someone’s sweat relates to how they feel or 
function, it would be easier to predict how well a new 
modulator works.

What did you do?

We collected sweat from thousands of people with 
CF taking different CFTR modulators and measured 
the amount of chloride in each sample and compared 
this to the amount of chloride in people’s sweat before 
taking modulators. Differences in the amount of chloride 
in sweat were described for different types of people, 
including by the modulator they were taking, the CFTR 
mutations they had, their ages, and their sexes at birth.

What did you find?

Changes in the amounts of chloride in sweat that we 
saw when people started taking CFTR modulators were 
very similar to what had been seen before in modulator 
clinical trials. Many people had amounts of chloride 
in sweat after taking modulators that were below the 
amount that is used to tell if someone has CF. The type 
of modulator someone was taking had a big effect 
on how much change in sweat chloride we saw, but a 
person’s sex at birth did not.

What does this mean and reasons for caution?

The people in our study are being followed in the US 
CF Patient Registry and we will be able to follow their 
health for years to come. Sweat chloride changes we 
saw were like those from earlier clinical trials and we 
can study how the amount of chloride remaining in 
someone’s sweat taking modulators relates to how their 
health changes in the future with measures such as lung 
function. We need to be cautious because some people 
in our study may stop taking modulators regularly, which 
might change the amount of chloride in their sweat and 
make results harder to understand.

What’s next? 

This was a report on how our study is proceeding. 
We continue to enrol new people with CF starting 
modulators and measuring their sweat chloride. Later, we 
will study how changes in their health over years related 
to the amount of chloride that was in their sweat.

This interim report of study data from CHEC-SC was 
necessary to confirm that population level changes in 
sweat chloride reflected those from published clinical 
trials. The study is continuing to collect sweat chloride 
among those on elexacaftor/tezacaftor/ivacaftor. Once 
this data is complete, a comprehensive analysis will be 
done to examine associations between sweat chloride 
and clinical outcomes.

Original manuscript citation in PubMed:             
https://pubmed.ncbi.nlm.nih.gov/35871974 

Authors: N Mayer-Hamblett1,2, ET Zemanick3, K Odem-Davis2, D 
VanDevanter4, M Warden2, SM Rowe5, J Young2, MW Konstan4,6 for the 
CHEC-SC Study Group7

Affiliations: 

1 University of Washington, Seattle, WA

2 Seattle Children’s Hospital, Seattle, WA

3 University of Colorado Anschutz Medical Campus, Aurora, CO

4 Case Western Reserve University School of Medicine, Cleveland, OH

5 University of Alabama at Birmingham, Birmingham, AL

6 Rainbow Babies and Children’s Hospital, Cleveland, OH

7 CHEC-SC Study Group authors listed in the Appendix

HEALTH AND RESEARCH

http://www.ecfs.eu/publications/cf-research-news
https://pubmed.ncbi.nlm.nih.gov/35871974
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Please note that our services and offices will be closed 
from 4.30pm on Friday 23 December 2022 and will 
reopen on Monday 9 January 2023.

Trikafta update

The Pharmaceutical Benefits Advisory Committee 
(PBAC) have advised they will consider Trikafta 
for those aged 6 to 11 years (and who have at least 
one F508del gene change on the cystic fibrosis 
transmembrane conductance regulator (CFTR) gene) 
at the November meeting.

PBAC’s main role is to recommend new medicines 
for listing on the PBS. No new medicine can be 
listed unless the Committee makes a positive 
recommendation. After the November meeting the 
PBAC can:

• Recommend Trikafta be listed on the PBS, or

• Defer their decision and consider it again at a later 
meeting, or 

• Reject the application for Trikafta to be listed on the PBS. 

We expect to hear the outcome of the November 
PBAC meeting in mid-December. We are hoping that 
the PBAC will recommend Trikafta be listed on the PBS 
for those aged 6 to 11 years. However, if they defer or 

reject the application we will continue to advocate for 
it to be recommended for listing.

If PBAC recommend Trikafta be listed on the PBS, 
it can take several months to negotiate the final 
agreement between Vertex and the Australian 
Government.

Trikafta (elexacaftor/tezacaftor/ivacaftor) is a triple 
combination therapy that has been listed on the PBS 
for people aged 12 years or older who have at least one 
F508del gene change since April.

Trikafta, along with Kalydeco, Orkambi and Symdeko, 
is a type is a type of medication known as a CFTR 
modulator. CFTR modulators work differently to other 
medications for CF. They work by correcting the 
malfunctioning protein that causes CF. In doing so, 
these medications directly address the cause of CF, 
rather than just the symptoms. They are not a cure, but 
they help the body’s cells to function more normally.

Read more about CFTR modulators at                          
www.cfcc.org.au/page/128/treatment

Our Dec – Jan office hours

Renew your membership for 2023

Show your support by renewing your membership with 
us for 2023 by the end of February.

Whether you pay an annual fee or are eligible for free 
membership, renew your CFCC membership before the 
end of February to ensure you are eligible to access our 
programs, services and subsidies.

Find out more and renew today:
W: www.cfcc.org.au/page/136/become-a-member

P:  02 8732 5700 (NSW)

P:  03 9686 1811 (VIC)

http://www.cfcc.org.au/page/128/treatment
http://www.cfcc.org.au/page/136/become-a-member


DECEMBER 202211

Travelling with CF

PROGRAMS AND SERVICES

Whether you are planning to travel overseas, 
take a road trip into the country or fly 
interstate, it pays to be prepared. We have 
collected information and advice from 
reputable websites, health professionals and 
fellow travellers to provide you with a solid 
foundation of things to consider for your next 
adventure.
TALK TO YOUR CLINIC TEAM

Talk to your CF Clinic team and GP about where and 
when you plan to go away, including whether you:

• should organise a referral to a CF Clinic near where you 
are travelling.

• need a medical clearance form for the airline you are 
flying with.

• need a pharmacy medication list to take on board your 
flight and to cross borders.

• need any vaccinations.

• have any high risk activities planned, such as bungee 
jumping or scuba diving that can affect your lungs.

OTHER THINGS TO CONSIDER

AIR QUALITY:  Be mindful of environmental factors in 
different regions, such as possible pollution, allergens, 
dust storms and smoke. Daily updates on air quality can 
be found at https://waqi.info/

WATER:  Clean running water to wash, drink and bathe 
in is preferable. Always drink from bottled water. Use it 
to clean your teeth and wash your fruit and vegetables, 
and avoid having ice blocks in your drinks. Keep clear of 
stagnant and unclean water holes and rivers.

ACTIVITIES:  There are some activities that should 
be carefully considered, including (but not limited to) 
bungee jumping, scuba diving, spas and saunas.

EMERGENCY CARE:  Consider the health care system 
where you are travelling to. Do they know about CF? Do 
they have Reciprocal Health Care Arrangements with 
Australia? Find out where the nearest CF specialists are 
in the areas you will be.

DOCUMENTATION:  Check if the country you are 
travelling to require permits or restrict some medications.

AIRLINES:  Before booking flights, check if the airline has 
restrictions that on what you can include as carry-on and 
checked luggage. Check for restrictions on things such 
as portable oxygen and the batteries for your nebuliser. 
Also consider how regularly flights occur back to 
Australia – can you get home quickly if you need to?

TREATMENTS:  Do you need a power adaptor for 
your nebuliser? Does your medication need to be 
refrigerated? How will you adjust your medications and 
treatments to deal with a time zone change?

TRAVEL INSURANCE:  It can be difficult to get 
coverage for a pre-existing health condition, so you 
may need to work with your specialist team to get extra 
documentation.

Read more about travelling with CF on CFStrong at  
www.cfstrong.org.au/lifestyle/travelling/

http://www.cfstrong.org.au/lifestyle/travelling/
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Our programs and services

Do you receive our monthly email newsletter?

In 2022 we continued to provide a 
range programs and services to people 
living with CF and their families. This 
included CF-related reimbursement, 
a physiotherapy program, transplant 
assistance, accommodation assistance, 
CF-related emergency assistance, a 
fitness participation program, as well 
as our services such as clinical support, 
counselling, an inpatient massage program, 
information line, educational support, peer 
support and online sessions and other 
tailored services through NSW and Victoria.
We have also been able to offer many time-limited 
programs to support our community members who 
may be experiencing hardship, needed support with 
telehealth or spirometry, who may have had difficulty 
with attending appointments or who have connected 
with us to help with advocacy and voicing their concerns.

We thank all our generous funders, donors and 
fundraisers who have made it possible for us to provide 
these programs and services.

In 2023 we aim to continue to provide many of these 
programs and services to our CF community. We are also 
exploring additional programs and resources to assist 
with our community's ever-changing needs. Make sure 
you to renew your membership by the end of February 
to ensure you are eligible to access our programs and 
support events.

Key programs and services that will be available in 2023 
include:

• An information line for the general public

• An information and support service for people living 
with CF, their family, friends, childcare and schools, and 
workplaces.

• Social work and advocacy support, including practical 
support and links to localised community supports 
(NDIS, Centrelink, Housing) and time limited counselling.

• Online and face-to-face information and support events

• In-patient massage program at Monash Medical Centre

Financial support for CF-related expenses such 
through our:

• CF-related reimbursement program

• Physiotherapy equipment program

• Transplant assistance program

• CF-related emergency financial assistance

• Accommodation assistance for regional families

• Support for respite and holidays, including a holiday 
cabin, Take a Break, and Simon’s Adventure Fund

• Fitness participation program

We also sometimes receive one-off funding support 
for new programs and services so keep an eye on 
our website, social media and our PASSwords email 
newsletter 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 reception@cfcc.org.au

VIC: 03 9686 1811 or support@cfcc.org.au

To help keep you up-to-date on our programs, services 
and upcoming events, along with any useful new 
information related to CF, we send out a monthly email 
newsletter called PASSwords.

If you don’t receive PASSwords but would like to 
subscribe contact us on:

P: 03 9686 1811

E: admin@cfcc.org.au

http://www.cfcc.org.au/page/64/get-support
mailto:reception%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au%20?subject=
mailto:admin%40cfcc.org.au?subject=
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Teacher Education Series 2023

PROGRAMS AND SERVICES

Do your child’s educators know enough 
about CF? Have you got a child living with CF 
attending a childcare, kindergarten or school 
in 2023?
Encourage your child’s teachers to attend our online 
Teacher Education Series. Over three short online 
sessions, teachers and school staff will learn from many 
members of a CF clinic team, to help them to better 
support your child.

Join us, along with The Royal Children’s Hospital and 
Monash Children’s Hospital, in helping to educate your 
child’s teachers about CF at a series of free online 
sessions in February.

Find out more and register your school staff at       
https://bit.ly/TeacherEducationSeries2023

Carer respite (VIC)

Self-care can come in many forms and, although it 
can be difficult, it’s important to find time for it. We 
provide a range of practical assistance and support 
to people who have a family member, partner or care 
for a person who lives with CF. We have also received 
funding to provide additional carer respite support in 
Victoria until May 2023.

If you are the primary carer for someone living with CF 
in Victoria and need some carer respite we may be able 
to assist. We will work with the carer to tailor the respite 
support so it meets their needs. For example, it may 
include carers having some time out outside the home 

or involve the person living with CF doing an activity or 
camp inside or outside the home, or a mix of both. 

Find out more:

W: www.cfcc.org.au/page/105/carer-hub

E: support@cfcc.org.au

P: 03 9686 1811

Appointment Based 
Counselling (NSW)
Navigating life while living with CF or caring for 
someone with CF can be challenging.

CFCC offers free one-to-one short-term counselling, 
generally six sessions, with a registered counsellor or 
social worker who can provide support with issues that 
impact your mental health and wellbeing. This service 
is appointment based and currently being provided via 
zoom or phone.

If you are live in NSW and think you or someone in 
your family would benefit from chatting with someone 
confidentially, contact us to find out more:

E: nswsupport3@cfcc.org.au 

P: 02 8732 5700

https://bit.ly/TeacherEducationSeries2023
http://www.cfcc.org.au/page/105/carer-hub
mailto:support%40cfcc.org.au%20?subject=
mailto:nswsupport3%40cfcc.org.au?subject=
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Simon’s Adventure Fund

CF massage program at Monash Medical Centre (VIC)

CF Connect Up Program: Camps for kids

Our new CF Connect Up Program aims to 
connect children living with CF with their 
peers who have a similar hobby or passion.
With support from the Newman's Own Foundation, the 
Program will assist children living with CF to attend 
a camp of their choice, where they can connect with 
others and in a fun and exciting environment. This 
might include camps such as horse riding, coding 
camp, sports camp, arts and theatre camps, and more.

Find out more:

W: www.cfcc.org.au/page/107/take-a-break 

NSW: reception@cfcc.org.au or 02 8732 5700

VIC: support@cfcc.org.au or 03 9686 1811

Simon’s Adventure Fund aims is to enable people aged 
18 years and over who have CF to participate in an 
activity on their bucket list. It may be something that 
pushes the boundaries or it may be something that 
seems a little crazy. 

The Fund has been generously established by Simon 
Minson’s family. Simon was always up for an adventure. 
He snowboarded, skydived, bungy jumped, shot down 
rapids, dived with sharks, was a keen trail bike rider, got 
dangerously close to a brown bear in the wild, loved 
being behind the scenes at the zoo and played footy 
against guys twice his size! He chose to live his life to 
the full with adventures large and small. Simon died in 
2014 from complications due to his CF while on one of 

these adventures with his mates in Vietnam. Simon’s 
family want people with CF to live life to the full and so 
they have established Simon’s Adventure Fund to assist 
others to experience their own adventure.

Find out more:

W: www.cfcc.org.au/page/107/need-a-break#simon

NSW: reception@cfcc.org.au or 02 8732 5700

VIC: support@cfcc.org.au or 03 9686 1811

In 2018 we worked with the CF Physiotherapy Team 
at the Monash Medical Centre to establish a massage 
program for their adult inpatients who live with CF 
to help providing relief from muscle tension and pain. 
Since the program started it has provided over 700 
massages.

This program would not be possible without the 
generous support of the Abbie Fennessy Trust.

If you have CF and are an inpatient at the Monash 
Medical Centre speak with your Physiotherapy team 
about accessing the massage program.

http://www.cfcc.org.au/page/107/take-a-break
mailto:reception%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au?subject=
http://www.cfcc.org.au/page/107/need-a-break#simon
mailto:reception%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au?subject=
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CFStrong for young people

PROGRAMS AND SERVICES

CFStrong.org.au is about to undergo a 
major update! Soon we will be launching a 
new section on CFStrong for young people 
living with CF. It will include much needed 
information and resources on the transition 
from paediatric to adult care and what you 
need to know to manage your own health 
and wellbeing.
Taking over managing your own health and wellbeing, 
including transitioning care, is much easier when started 
early and done together. The CFStrong for young people 
website aims to help to make this easier by providing:

• Stories from those who have already transitioned to an 
adult hospital or clinic

• Videos, podcasts, quizzes and more

• plus, information on all the things you need to know – 
like when to get your own Medicare Card, knowing your 
entitlements, preparing for high school and university, 
getting a job, and relationships

GOT A STORY TO TELL?

We’re looking for stories from community members who 
are going through transition or have recently transitioned 
to adult care. Your story can help shape another person’s 
experience in a positive way!

Please email projects@cfcc.org.au if you would like to 
share your story or have a topic you would like to see 
covered.

CFStrong for adults

Since CFStrong.org.au was launched in early 2021 it has 
continued to grow with new stories, podcasts and videos 
for, and from, adults living with CF being added regularly. 

Designed and built specifically for adults living with CF, 
CFStrong has become a great resource for adults living 
with CF in Australia.

We’ve heard, and read, about people’s experience of 
transplant, relationships, managing work and CF, juggling 
parenting and CF, travel, sport, late diagnosis and 
more. 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, Dietician, 
and Physiotherapist and covered topics like procedural 
anxiety and social prescribing.

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

GET INVOLVED!

We'd love to hear from adults living with CF or who are 
impacted by CF, including friends, family, colleagues, 
health professionals and mentors, to name a few. 
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.

If you would like to share your story, or have a topic you 
would like to see covered, email us at projects@cfcc.org.au.

Connecting with other women living with CF

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.

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

mailto:projects%40cfcc.org.au?subject=
http://www.cfstrong.org.au
mailto:projects%40cfcc.org.au?subject=
http://www.facebook.com/groups/599600560379574
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Our community survey

In July 2022 we asked you to complete a 
community survey and 78 people chose to 
participate. The intention of the survey was 
to gather valuable feedback about service 
and program delivery, communications, 
fundraising and events we offer and to 
identify any gaps or opportunities for 
improvement.

WHO RESPONDED TO THE SURVEY?
The people who participated in our survey were 
mostly parents of children who live with CF 
(34%), adults who live with CF (26%) and parents 
of adults living with CF (19%). 

Approximately a third of the people who responded 
were in part-time employment (35%), 24% in full time 
employment. Sixteen percent were not looking for 
work, 16% were retired, and 9% were unable to work or 
advised not to work.

The Majority of people identified as female (81%) 
and approximately two-thirds were based in Victoria 
(69%; NSW 26%). Approximately half were located in 
metropolitan Melbourne (53%), 18% in regional/rural 
NSW, 16% in regional Victoria, and 12% in metropolitan 
Sydney. 

The most popular information people identified as important to them included

Approximately three-quarters of people reported they use our CFCC.org.au website (78%). Most people said they 
used it to find information on what our programs and services are (60%).

Links to more 
information and 

resources

Personal stories Information 
from health 

professionals

Written articles/
content

Australia 
specific 
content

34% 26% 19%

Parents of children     
who live with CF

Adults who live with CF Parents of adults living with CF

52%

RESULTS 
Half the people participated in our survey reported that 
they had visited our CFStrong.org.au website (52%).

Over half reported finding it very helpful (55%) and 38% 
found it somewhat helpful. The majority of people found 
the information on CFStrong.org.au to be trustworthy, 
accurate and authoritative (89%). 

74% 63% 59% 59% 48%
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• More advocacy in the hospital clinics so they are 
better funded and resourced.

• More access to, and information about, modulator 
drugs such as Trikafta

• More resources for carers 

• More support for parents/carers during the process of 
transitioning from paediatric to adult care

• More support for CFRD and gastro issues

• Counselling support and more information about 
mental health

• More online events for people living with CF 

• More information and events for older people (>50yo) 
living with CF 

• More information on becoming a parent when you live 
with CF

• Opportunities for young people living with CF to 
connect

• More information and support for NDIS applications

The most popular services people reported they had accessed in the past 2 years included:

Financial assistance 
(eg physio equipment, 

fitness, vouchers, 
accommodation, 

supplements)

Hospital visits Health and 
Wellbeing programs               
(e.g. location-specific 

grants, personal 
training, exercise 

equipment) 

Information on 
the CFCC.org.au 

website 

Clinic, telehealth and 
telephone assessment 

to determine needs

The most popular financial support services people reported using included:

Fitness and exercise 
equipment grants 

• We will continue to work with CF clinics to identify 
how we can work with them to access more funding 
and resources. 

• We will continue to advocate for people to get access 
to modulator drugs such as Trikafta

• Our new CFTransition project is expanding CFStrong 
website to include information for young people and 
their parents/carers as they transition from paediatric 
to adult care

• We plan to include more information on CFStrong 
website for older people living with CF

• We are investigating online forums for young people 
living with CF to connect

The feedback received through the survey, along with 
other feedback we receive, will also be invaluable as 
we start working on our new 2023-28 Strategic Plan. 
We thank everyone who participated and shared their 
experiences and feedback.

PROGRAMS AND SERVICES

Some of the additional services or topics people who participated in the survey would like us to offer included:

OUR RESPONSE
As well as continuing to provide our current programs and services We have started to address some of the 
feedback provided in the survey and ad hoc feedback provided by our community. In 2023: 

46% 36% 32% 32% 29%

Nebuliser and 
physiotherapy 

equipment grants

40%

CF-related 
reimbursement

36% 24%
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More than 1,100 supporters in Sydney and Melbourne 
donned their sneakers and smiles on Sunday, 
September 18 for Great Strides! 

In Melbourne, our ambassador Reggie Bird welcomed 
families and friends under umbrellas to Albert Park 
Lake. While it was a stunning Spring day in Sydney 
as our wonderful community came together to walk 
the 3km to Ramsgate or 6km to Monterey, along the 
stunning Cook Park Trail, Botany Bay.

Rain or shine, the community enjoyed live music 
from renowned musicians, delicious snacks, massage, 
a raffle by the CF Nightingales, and children were 
delighted by workshops and quality time with furry 
friends at the petting zoo.
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Meanwhile, some keen runners raced against their 
Personal Bests, we were thrilled to smash our 
fundraising target for this event! Our Great Strides 
participants raised $115,000 in sponsorships, 
and through the event, a total of $170,000 was 
generated to support people living with CF. A 
special shout-out to our highest fundraisers 
Country Racing Victoria ($15,465) Darren Galley 
($2,975) and Addison Kennedy ($2,910)! 

On behalf of CFCC and those we support, thank 
you to everyone who raised funds or participated 
in person or virtually, helping us achieve this 
outstanding result! This day of fun, food and fitness 
was made possible by our major sponsors BTC 
Health and Country Racing Victoria, our donors, 
corporate sponsors and 60+ amazing volunteers, 
including those representing East Keilor Rotary 
Club. See you next year! 
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A Night for CF Melbourne 
Hola! There’s nothing like a fiesta for a good cause! On 
October 20 more than 200 people reveled in a night of fun, 
dance, laughter and Spanish flavours at La Di Da for una 
fiesta entretenida: a great party - Spanish style!

The dancefloor was wall-to-wall with a mix of first-
time and experienced dancers, with everyone enjoying 
interactive Samba, Salsa, Conga and a Brazilian drumming 
show that got hearts racing and cheeks glowing! As the 
dancefloor grew, others took the opportunity to enjoy the 
entertainment while sipping on Sangria and cocktails to 
complement the sizzling paella!

Spirited bidding ensured that auction winners walked away 
with a range of priceless prizes including holiday stays, 
tickets and corporate boxes at major music and sporting 
events, memorabilia and many more. This cheerful and 
important night in our fundraising calendar allowed us to 
generate $70,695 in income to fund CFCC support services 
and it created lifelong memories for many.

With warm thanks to people who donated auction items 
and to our sponsors Vertex and Community Bank, Malvern 
East for their contributions to this brilliant evening!
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Community fundraising focus

In May, we sadly said goodbye to Taylah 
Pringle, but her friends and family continue 
to honour her. They came together to 
‘Shave for Cystic Fibrosis’. Dave “Shavi” was 
challenged by his mates to grow his hair and 
beard for 12 months and was only allowed 
to shave it off once he raised $1,500! He 
went above and beyond, securing matched 
funding from Dapto Citizens Bowling Club 
and his mates. With an extra bit of help from 
Taylah’s little sister, Addison and Taylah’s 
son, Hunter shaking the money buckets - 
they raised an incredible $6,820!

MARKETING AND FUNDRAISING

Cystic Fibrosis Community Care were lucky to partner 
with a team of UTS students on a research project for 
65k 4 65 Roses Walkathon.
Their research analysed our past 65k 4 65 Roses walkathon events 
and developed marketing strategies to grow the event. In additional to 
the final report, we were lucky to have Iman volunteer further with our 
organisation and develop a specific TikTok strategy for the event.

Thank you to UTS for your incredibly valuable input 
and Iman for going above and beyond to assist our 
community. Stay tuned for our latest TikTok videos!

UTS SOUL Opportunity Accelerator Program

https://www.cfcc.org.au/page/116/volunteer
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Crazy Hair Day 2022

On August 5th 2022, the official date 
for Crazy Hair Day was live. We had 
a hugely successful fundraising and 
awareness campaign throughout 
NSW and Victoria. A record number 
of preschools, schools and corporate 
workplaces took part. It was hosted 
on Apple Podcast, and drew in 
awareness drives across state and 
private schools.

We would like to take this 
opportunity to thank everyone who 
took part, not only did you raise 
much needed funds for families living 
with CF but you are helping to raise 
awareness about CF, inclusivity and 
what life can look like for families 
living with CF in our community.

http://www.65kroses.com
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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.

DECEMBER 2022
23   CFCC offices close at 4.30pm

JANUARY 
09   CFCC offices reopen

FEBRUARY 
08   School Education Series – 1 (Online)
15    School Education Series -2 (Online)
22   School Education Series -3 (Online)
25   65k 4 65 Roses Walkathon (NSW)
28   Transition series 1: Transition from paediatric to adult health care (Online)

MARCH 
07  Support dinner: Ballarat area (VIC)
19   Celebration of Life Service (VIC)
28   Support dinner: Inner west metro Melbourne (VIC)

APRIL 
26  Session for newly diagnosed families (Online)  

MAY 
CYSTIC FIBROSIS MONTH

02  Transition series 2: Youth space (Online)
19   65 Roses High Tea (NSW)

JUNE 
06   CF and pregnancy (Online)
20   Transition series 3 (Online)

JULY 
25   Aging and CF (Online)

AUGUST 
TBA Crazy Hair Day
08   Session for grandparents (Online)
29   2023 Starting Kindergarten, Pre-, Primary School (Online)

SEPTEMBER 
05   Starting High/Secondary School (Online)

OCTOBER 
03   CF-related diabetes (Online)
17    Support dinner: Albury/Wodonga area (Vic)
31    Support dinner:  Outer east metro Melbourne (Vic)

20
23

http://www.cfcc.org.au/events


COMMUNITY FOCUS DECEMBER 202224


