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Karin Knoester 
Chief Executive Officer 

Hello everyone and welcome to the first Community Focus 
for 2022.  

At long last life seems to be starting to get back to normal. By the 
time you read this magazine CFCC's new CEO will only be a few short 
weeks away from stepping into the role. As I have said on a number 
of occasions, it has been a real privilege to contribute to the CF world 
through CFCC over the past seven and a half years. I am confident that 
CFCC will continue to flourish as it supports our members.

This year we celebrate CFNSW 55 years of service to the CF community.  
I am mindful of the foresight of our founders who envisaged an organisation working with the 
community to provide valuable information and support. I hope they are proud of what they established, 
and where our CF organisation is at in this present day. A number of those early pioneers continue to 
support our work and I thank them most sincerely for their amazing efforts all those years ago.

Our plans for this year are to hold a number of face to face events, including activities through CF 
month, the Gala events in both Sydney and Melbourne, Great Strides and a few others.  We all know that 
the best laid plans of mice and men however can look quite different to what we have envisaged. I do 
hope that you will be able to attend a face to face event this year, we know that the support amongst 
people in the CF community is critical. A huge thank you to those that supported our 65K465Roses 
Walkathon this year, notwithstanding that it was once again a virtual event, we were able to raise some 
funds for the Children’s CF Clinic at Westmead Hospital.

Our AGM was held in late March this year and I’m pleased to say that there have been no changes to 
our Board. The full annual report is available to members. Please contact CFCC via phone or email if you 
would like a copy.

Very soon you will be receiving our Tax Appeal and once again I encourage you to support this 
important appeal. Of course we understand that it is not always possible to donate, however if you can 
pass the Appeal onto a family member, friend or workplace, that would be much appreciated.

On the 27th March, along with five of our families, I had the pleasure of attending the announcement 
by Minister Greg Hunt that Trikafta will be listed on the PBS. What sensational news for those people 
for whom this medicine will be life changing. The joy at the press conference was palpable and CFCC 
is grateful to all those people who made this possible. However, our work is not done. There remain a 
not insignificant number of people who are not included in the Trikafta eligibility list. We now turn our 
attention to ensuring that we leave no-one behind in our fight for better treatments, and 
ultimately a cure. Please continue to stand with us as we take up this challenge.

Well, that’s it from me. It has been a wonderful ride over the 
past seven and a half years. I wish every single one of you good 
health and happiness. 

Warm regards…

CF matters 



COMMUNITY FOCUS APRIL 20224

Our beautiful boy 
Story by a new mum

No parent wants to hear the words "your 
child has been diagnosed with..."; however, 
this is the reality for many families and 
where our CF journey began.
My beautiful boy was only three weeks old when 
our brilliant obstetrician contacted us via Zoom to 
inform us that his newborn screening confirmed he 
has cystic fibrosis.

There are no words to describe the feelings that 
took over my entire body within seconds of hearing 
his diagnosis.

My husband sat facing the screen and, in an instant, 
asked a multitude of questions about what this 
meant for our little boy.

I was holding my son in my arms and slowly walked 
away. I looked down at his tiny lips as he slept, and 
the tears began to flow.

I had a very vague understanding of CF, and my first 
thought was, "I will not say goodbye."

After making the calls to our family, we were 
contacted by the Children's Hospital, and our first 
appointment was set up for the following morning.

It's safe to say both my husband and I had no sleep 
that night.

Bright and early the next day, the three of us headed 
to the Children's to meet our CF team.

Each one of them was amazing!

All our questions were answered with care and 
understanding, and our thoughts and fears were 
heard.

It was a LONG day with yet again a whirlpool of 
emotions.

With our CF team's outstanding support and 
information, we instantly took on the new chapter of 
our lives as our new normal.

It was not a matter of "fight or flight". It was simply, 
fight!

CF does NOT define my son.

We carry out his daily treatments as a family and 
move forward together.

He is nearly a one year old, and I am beyond proud 
of him and his progress. We don't see CF when we 
look at him; we see our beautiful boy - curious and 
eager to learn like any other child.

I'm sharing this moment with the parents searching for 
answers after their baby has received a CF diagnosis. 

There can be tiring, heavy and challenging 
moments, but there is always a new day, and more 
strength comes with each day.

Our children are like any other child, with a few extra 
"tweaks" in their day.

They can and will be whatever they aspire to be.

The CF team and support from CF Community Care 
is outstanding not only for new parents but their 
family and friends too.

Support, big or small, can go a long way. I am so 
grateful for the overflowing support from my family, 
friends and the CF community.

If having a child with CF has taught me anything, 
it's that even someone as young as an infant can be 
your hero.
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Meet our members: Rebekah Davison

When I was 7 years old I knew that the life 
expectancy of someone with CF was 36
When I was 7 years old, in Year 2, I knew I 
wanted to be a primary school teacher.
Now, at 24 years old, I teach a class of Year 
1 and Year 2 students!
Hi! I’m Rebekah, I have cystic fibrosis and Type 1 
Diabetes, and I’m a primary school teacher!

One of the things that I have accomplished that I am 
most proud of is completing my university degree in 
education and working full time as a primary school 
teacher. My passion for learning and education 
began when I was quite young as I have always loved 
learning about pretty much anything. I love being able 
to share my knowledge with the kids I work with and 
watching their literacy and numeracy skills grow. 

Something that surprises most people is that my first 
job as a graduate teacher was in a school for students 
with moderate and severe intellectual disabilities. 
Initially I felt totally unprepared and out of my depth, 
especially since all of my students communicated 
using non-verbal methods such as AUSLAN, key word 
sign and AAC devices. Working in such a demanding 
job was exhausting and mentally tiring as I tried to 
figure out everything I was meant to know and do 
to support my students. I was incredibly fortunate 
to work alongside some incredible colleagues who 
helped me develop myself as a teacher. 

I started playing the French Horn when I was 10 years 
old, and music and playing in bands and orchestras 
has been a huge part of my life throughout high 
school and adulthood. I had the opportunity to 
join the Western Sydney Youth Orchestra while I 
was studying at university. I love performing and 
competing with my current band in state and national 

band championships. When I’m not at band you can 
usually find me baking, crocheting, bushwalking, 
reading or dabbling in photography. I started taking 
adult ballet classes a few years ago and I look forward 
to them each week!

Being a young adult with CF has made the COVID-19 
pandemic interesting, particularly as a primary school 
teacher. I’ve had to take a break from ballet classes 
and band rehearsals due to lockdowns and advice 
I’ve received from my team. Teaching from home was 
hard work, I definitely learnt that I do not suit a desk 
job and I missed my students. I also missed my family 
a lot as I no longer live with my parents and siblings. 

I am incredibly lucky to have such an incredible 
support network who helped me get through when 
there were things that I needed and when I was 
lonely and bored of being at home. I tried to find 
ways to make life and class Zoom calls more exciting, 
there were lots of dress up days! During book week I 
dressed up in a book themed outfit each day, which 
my class loved!

The team at CF Community Care have been an 
amazing resource since I transitioned to adult 
healthcare services. Having people to talk to about 
all things CF, clinic and mental health is so important 
when you live with a chronic illness and my social 
workers from CFCC have always been there for me 
when I need to talk to someone and off load. They’ve 
also been very supportive in helping me apply for 
grants and sharing what programs there are that can 
support me. 

In the near future I’m hoping I can travel to Perth to 
visit my family who live over there, particularly my 
grandparents. Now the borders are open I hope they 
stay open for good.

GETTING TO KNOW
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Meet our members: Rory O'Keefe

Rory O'Keefe was sure he didn’t have a 
creative bone in his body. But then the 
38-year-old from Wollongong found 
photography.
It was my dog that got me into photography. 
We'd head down to the beach and go for a walk at 
sunrise, and I'd take photos on my phone as I went. 
I posted some to my Facebook page and my friends 
would tell me I had an eye for photography. 

When I post an image, I like to have something 
to write about to go along with it, I don't like just 
posting just a photo. So, I try and find something, 
whether it's about the photo or my life or a bit of 
both, I always try and have something in there. It 
didn't really worry me if people read it or not. It was 
just something that I felt like I needed to write out. It 
was sort of cathartic to write about my experiences.

One way I shared my photography was through 
Instagram. Before I started on Trikafta, I often used 
to post to Instagram about my day. And back then 
a lot of my day was about CF, and it sort of became 
like a public diary. So, I'd post a bit about what 
happened to me during the day or what I felt or 
whatever and it just sort of progressed from there. 

Posting on Instagram has also helped me connect 
with other people with CF. Through some of the 
other CF Instagram accounts that I follow, I found a 
few others that I now talk to pretty regularly which 
helps when you're going through stuff. I feel like it 
goes both ways too, if anyone ever needs to talk, I’m 
always happy to share my experiences and hopefully 
help them through a rough patch.  

Today, photography is my excuse to get out and 
go and explore. In the last three years I’ve been 
to more places around the Illawarra than I had in 
the previous 35 years, from beaches to waterfalls, 
mountain hikes to coastal trails, there are so many 
interesting places right on my doorstep that I would 
never have known about. 

Read more about Rory at www.cfstrong.org.au/
rory-okeefe-on-community-and-connection-in-
photography 
See more of his images on
Instagram @tesscali_images 

Facebook at Tesscali Images 

and at www.tesscali-images.com

http://www.cfstrong.org.au/rory-okeefe-on-community-and-connection-in-photography  
http://www.cfstrong.org.au/rory-okeefe-on-community-and-connection-in-photography  
http://www.cfstrong.org.au/rory-okeefe-on-community-and-connection-in-photography  
http://www.tesscali-images.com
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Meet our members: Erin Carroll

Name:  Erin Carroll

Age: 42

Connection to CF: My husband has cystic 
fibrosis.  

What’s something no one would guess 
about you? 
I am really into horse racing. I had a share in a race 
horse that won Australian Race Horse of the Year. I 
reckon my share was about three strands of his tail.

What is your proudest accomplishment? 
Having my daughter, Quinn. My husband thought 
that he would never have children, and we are so 
blessed to have our miracle daughter. She is 4 and a 
half and is such a bright spark. She is obsessed with 
horses. We call her the horse whisperer.

What motivates you? 
My family. I want to stay healthy and on top of 
things for them.

What is an activity you most enjoy doing? 
Going on adventures around Victoria with Mum, 
Quinn and I. On our last adventure we went to 
Sovereign Hill and Ballarat Wildlife Park. We stayed 
on a farm stay, so great to be around all the animals.  
I love seeing Quinn with the horses.

How has COVID affected you? 
My husband works from home, which has been 
very helpful. On a positive note, it has meant that 
we have had more family time, and has brought us 
closer.

What are you most looking forward to? 
Since my husband has been on Trikafta, he has had 
more energy and felt like being more active. I am 
looking forward to more family adventures with him.

How has CFCC supported you?  
When I first started dating Jake, CFCC was really 
helpful in providing good grounded information 
about cystic fibrosis. I was also linked up with the 
Peer Support Program with another woman whose 
husband has CF. It was so helpful to have someone 
to speak to.

When we were trying to have a baby, CFCC gave 
great support in navigating the processes around 
IVF and genetic testing.

Most recently, we have used Take-A- Break to have a 
weekend away on the Mornington Pennisula.

Another adventure!

GETTING TO KNOW



COMMUNITY FOCUS APRIL 20228

I am delighted to have commenced in my new 
post at Cystic Fibrosis Australia (CFA) in early 
January 2022. I have extensive experience 
across the charitable sector that well equips me 
for this role and that includes over a decade in 
executive and senior leadership positions. I have 
always worked in human-centered organisations 
– in short, I am passionate about people and am 
highly motivated to make a positive difference.

I feel honoured and privileged to represent such 
an amazingly resilient community of people. In 
my short time at CFA, I have spoken to many 
people living with cystic fibrosis and have 
learned so many of your stories and how CF can 
look so vastly different from person to person.

I am excited to outwork the CFA strategy, which 
at the crux, is to increase the life expectancy 
of people with CF to 55 years old, through 
our research and advocacy work for optimum 

outcomes. Of course, this is still far too short, 
yet it is a step in the right direction. We have 
seen over the years how incremental progress 
can make a very significant difference over time

Much of my current focus, to date, has been   
the advocacy work around Trikafta and I hope 
that we can have some good news soon!             
I recognise that Trikafta is not a solution for 
everyone living with CF, therefore I am working 
to ensure the wellbeing of all people in Australia 
living with cystic fibrosis can have a full and 
abundant life. 

Jo Armstrong, CEO, CFA

CFA update
by Jo Armstrong

Trikafta and carrier screening updates

The Federal Budget 2022-23 announcement 
in March provided some much welcome 
news to many in the CF community with it 
including funding for Trikafta and carrier 
screening.

Trikafta available on the PBS from 1 April 2022
On the 1st April 2022 Trikafta was made available 
on the Pharmaceutical Benefits Scheme (PBS) at a 
government-subsidised price (up to $42.50 or $6.80 
with a concession card) for people aged 12 years 
and over who carry at least one copy of the f508del 
gene change.

There also been questions about rare gene changes 
that Vertex have identified as responding to Trikafta. 
We are hoping that the process of expanding the 
eligibility is underway with the Therapeutic Goods 
Administration (TGA). This can take about a year 
and is followed by the PBAC process for inclusion 
on the PBS. Thank you to Yes to Trikafta for the 
information.

A huge thank you to everyone who lobbied, spoke 
with media, wrote letters and campaigned to help 
make Trikafta available.

Whilst there’s been widespread celebration since 
the weekend, our thoughts are also with those 
who are not eligible or have had to stop Trikafta.  

CFCC is committed to the ongoing fight for better 
treatments for those people not eligible and the 
ultimate goal, a cure.

Carrier screening available on the Medicare 
next year
Genetic carrier screening for CF, spinal muscular 
atrophy and fragile X syndrome will be covered 
by Medicare for most people who are planning 
pregnancy or who are already pregnant.

Currently, for most people who do not have a family 
history of CF they need to pay between $250 to 
$450 per person to be tested.
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Antisense oligonucleotide as a novel therapy for 
people with CF affected by the W1282X mutation

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

This article from Cystic Fibrosis Research 
News (Dec 2021) looked at a therapy for 
people with the W1282X gene change
What was your research question?

Can antisense oligonucleotides (ASOs) help to 
bypass the W1282X mutation and thereby avoid 
RNA degradation, which allows production of CFTR 
proteins which are partially active?

Why is this important?

Recent development of CFTR modulators to 
increase quantity and function of the CFTR 
proteins have been approved for some CF-causing 
mutations. However, they are not effective for all 
people with CF leaving an unmet need for drug 
development for people with nonresponsive CFTR 
mutations. These mutations include a group called 
nonsense mutations that cause degradation of 
the RNA carrying the mutation and lead to the 
production of low levels of truncated CFTR proteins. 
We focus on a nonsense mutation, W1282X, one 
of the ten most prevalent CFTR mutations that is 
associated with a severe CF disease form for which 
there is no available therapy.

What did you do?

We thus screened ~80 ASO candidates to find which 
helped efficiently bypassing the W1282X mutation. 
ASO candidates which showed significant effect 
were assessed for their ability to increase CFTR 
protein formation and function. The effect of highly 
potent ASO candidates was further analysed in 
human nasal cells, derived from a person with CF 
that has two W1282X mutations.

We verified the specificity of highly potent ASOs to 
the mutation, which is important for people carrying 
one copy of the W1282X mutation and one other 
CFTR mutation, to ensure a minimal effect on the 
non-W1282X mutation.

What did you find?

We identified several ASOs that worked efficiently. As 
a result, partially active CFTR proteins were produced 
and together with the CFTR modulator elexacaftor/
tezacaftor/ivacaftor (Trikafta) the channel function 
of the CFTR proteins was restored. The most potent 
ASOs were also efficiently delivered to respiratory 
cells from a person with CF that has two W1282X 
mutations, promoted production of CFTR proteins 
and restored CFTR function.

Importantly, the most potent candidate ASOs 
showed high specificity for W1282X both on RNA 
and protein levels.

What does this mean and reasons for caution?

The effects of the lead ASOs demonstrate that 
ASOs have therapeutic potential for people with 
CF carrying the W1282X mutation. The use of ASOs 
is highly specific allowing manipulation of only the 
designated mutation which avoid off target effects 
and minimize side effects.

What’s next? 

We are currently further developing the most potent 
ASO candidate SPL23-2 for inhalation, to a proof-
of-concept study in people with CF that have the 
W1282X nonsense mutation.

Original manuscript citation in PubMed:                    
www.pubmed.ncbi.nlm.nih.gov/34972649 

Authors: Yifat S. Oren1, Ofra Avizur-Barchad1, Efrat Ozeri-Galai1, Renana 
Elgrabli1, Meital R. Schirelman1, Tehilla Blinder1, Chava D. Stampfer1, Merav 
Ordan1, Onofrio Laselva2,3, Malena Cohen-Cymberknoh4, Eitan Kerem5, 
Christine E Bear3, Batsheva Kerem1,6 

Affiliations: 

1SpliSense Biohouse Labs, Hadassah Ein Kerem, Jerusalem, Israel.

2Department of Medical and Surgical Sciences, University of Foggia, 
Foggia, Italy.

3Division of Molecular Medicine, Research Institute, Hospital for Sick 
Children, Toronto, ON M5G 0A4, Canada.

4Pediatric Pulmonology Unit and CF Center, Hadassah Medical Center and 
Faculty of Medicine, Hebrew University of Jerusalem, Israel.

5CF Center, Hadassah Hebrew University Medical Center, Jerusalem, Israel.

6Department of Genetics, The Hebrew University, Jerusalem, Israel.

Trikafta and carrier screening updates

http://www.ecfs.eu/publications/cf-research-news 
http://www.pubmed.ncbi.nlm.nih.gov/34972649 
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Elexacaftor-tezacaftor-ivacaftor provides 
continued health improvement in lung 
transplant candidates 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 (Feb 2022) examined the effects of 
elexacaftor-tezacaftor-ivacaftor (Trikafta) 
on people with CF who were waiting for a 
lung transplant.
What was your research question?

Elexacaftor-tezacaftor-ivacaftor induces rapid 
clinical improvement in persons with cystic fibrosis 
(pwCF) and advanced lung disease, often leading 
to suspending the need for lung transplantation. 
Yet no long-term data is available in lung transplant 
candidates.

Why is this important?

Evaluating the effectiveness of elexacaftor-
tezacaftor-ivacaftor after one year of treatment 
in pwCF who were lung transplant candidates at 
the time of starting therapy appears reasonable to 
determine whether listing for lung transplantation 
can be safely deferred.

What did you do?

The aims of this study were to describe the 
progression of patient status toward lung 
transplantation twelve months after the initiation 
of elexacaftor-tezacaftor-ivacaftor among those 
enrolled in the French early access program, and 
to describe the progression of their lung function, 
nutritional status, healthcare use and coexisting 
treatments, including oxygen therapy and non-
invasive ventilation.

What did you find?

The twelve-month follow-up of all lung transplant 
candidates with CF who started elexacaftor-
tezacaftor-ivacaftor through the French early 
access program shows that most experienced rapid 
and substantial clinical improvement to the extent 
that they no longer met transplantation criteria. 
Improvement in lung function, body weight, and gas 
exchange (leading to stopping long-term oxygen 

and non-invasive ventilation in many people) was 
sustained over the 12 months following starting 
treatment.

What does this mean and reasons for caution?

To the best of our knowledge, these results provide 
the first evidence of prolonged disease modification 
in pwCF with very advanced lung disease who were 
candidates for lung transplantation. We therefore 
recommend that all people with advanced lung 
disease and a Phe508del mutation be treated with 
elexacaftor-tezacaftor-ivacaftor before considering 
listing for transplantation. Although listing for 
lung transplantation can be deferred in most 
individuals, access to lung transplantation should 
be kept available and decision to proceed to lung 
transplantation should be the result of shared-
decision making between pwCF and their CF/
transplant physicians.

What’s next? 

Long-term (over multiple years) monitoring of pwCF 
with severe respiratory disease that are treated 
with highly effective CFTR modulators is necessary 
in order to examine the likelihood of clinical 
decline occurring over time, to the extent that lung 
transplantation may again be required.

Original manuscript citation in PubMed:                    
www.pubmed.ncbi.nlm.nih.gov/35123901

Authors: Clémence Martin, Martine Reynaud-Gaubert, Rebecca Hamidfar, 
Isabelle Durieu, Marlène Murris-Espin, Isabelle Danner-Boucher, Raphaël 
Chiron, Sylvie Leroy, Benoit Douvry, Dominique Grenet, Laurent Mely, 
Sophie Ramel, Sylvie Montcouquiol, Lydie Lemonnier, Espérie Burnet, 
Jean-Louis Paillasseur, Jennifer Da Silva, Pierre-Régis Burgel 

Affiliations: French Cystic Fibrosis Reference Network Study Group

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
http://www.pubmed.ncbi.nlm.nih.gov/35123901 
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We provide a range of program and support 
services to our members living with CF and 
their families and support networks.
Some of our programs and services are outlined 
below. These can change and new services added 
as we received additional funding, so please visit 
our website and social media regularly or contact 
your local office to find out more.

Subsidies and equipment

We provide equipment, subsidies, and financial 
assistance for a range of CF-related expenses to 
members living with CF. This includes:

• CF-related reimbursement program for general 
expenses

• Subsidies for essential physiotherapy equipment 
(eg nebulisers, PEP devices, spirometers, and 
related replacement parts)

•A one-off payment for recent transplant recipient’s 
post-transplant

• Assistance booking, and with the cost of, 
accommodation for regional members (and 
their immediate family) who have CF to attend 
appointments in the metro Melbourne, Sydney or 
Newcastle area.

• Technology and Training Program (NSW)

• Fitness subsidies are available to help fund 
home exercise equipment and gym/sporting club 
membership (VIC)

• Scholarships for education-related expenses (VIC)

Events and peer support

We run a series of events and programs that 
help connect members to share information and 
experiences. These include:

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

• One-on-one peer support

• A closed Facebook group for women living 
with CF, Sister5Roses (www.facebook.com/
groups/599600560379574)

Take a break

We have a range of programs available to support 
members who need a break to be able to have 
a weekend away or an adventure they’ve always 
wanted to try.

Information, support and advocacy

We provide information about living with CF, social 
work support and referrals, and advocacy. We 
work with people who have CF, their families and 
friends, newly diagnosed families, people who want 
to know more about CF carrier screening, schools, 
workplaces, and more. This includes:

• Practical support and links to localised community 
supports (NDIS, Centrelink, Housing)

• A broad range of education support and 
assistance for people who have children with CF in 
childcare through to secondary/high school.

• Individual advocacy support and supporting self-
advocacy

• Systemic advocacy, such as making submissions 
to Government inquiries, meetings with CF Clinic 
teams and hospitals to provide feedback from 
members to change a process or implement a new 
service for all people who have CF, and more.

• Time limited counselling (NSW)

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

CF-related reimbursement
Our CF-related reimbursement program reimburses 
up to $200 a year to members for CF-related 
expenses. This is in addition to our Physiotherapy 
equipment program and Fitness program. Many 
members use this for expenses such as CF-related 
medications, supplements, and hospital parking. 
However, members can use it for any CF-related 
expenses.

For more information visit www.cfcc.org.au/
page/101/subsidies-equipment#expenses 

Our programs and services

PROGRAMS AND SERVICES

http://www.facebook.com/groups/599600560379574
http://www.facebook.com/groups/599600560379574
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/101/subsidies-equipment#expenses   
http://www.cfcc.org.au/page/101/subsidies-equipment#expenses   
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This year CFCC are excited to deliver a series of online 
events to help support parents and carers with some 
key educational and life transitions. We hope you may 
join us for these events in 2022!. 

Find out more and book your place at these and our 
other events at www.cfcc.org.au/events

27 April - Transition from Paediatric to Adult 
Services

Are you or your child approaching the transition from 
paediatric to adult services? Now may be the time to 
consider and prepare for this transition.

This session will provide information to prepare 
adolescents living with CF, their families and support 
people, for a successful transition and enable young 
people to take further responsibility for their self-care 
and CF management. 

Topics covered will include rights and responsibilities, 
self-advocacy and dealing with change. We will 
discuss final years of schooling and career pathway 
planning, Centrelink, access to supports and being 
ready for these changes.

24 August - Starting Kindergarten/ School    
with CF 

Do you have a child with CF starting kindergarten 
or school in 2023? Discuss tips and tricks to make 
the transition a smooth and happy one. This is a 
great opportunity to consider and prepare for this 
upcoming transition. We will provide resources and 
information for you to share with educators, so that 
you can feel prepared and excited to begin your 
educational journey with your child. 

7 September - Starting Secondary School      
with CF

Do you have a child with CF moving into secondary 
school in 2023?  Cystic fibrosis inevitably has a role 
to play in this transition but it’s not the only factor 
– developmental changes, new friendships, new 
routines and hormonal changes all shape experiences 
at this time. It’s useful to bear this in mind and 
remember that your child will face a lot of changes, in 
addition to managing their CF. Start the conversation 
about how Secondary School may be different from 
what your child is used to in the Primary School 
environment and help to prepare for this exciting 
transition. 

Our services: 
What kind of support can I receive                  

when I call CFCC?
Our social work support

People may know that our Programs and Support 
Services Team provide programs like CF-Related 
Reimbursement, Physiotherapy Equipment Program, 
Accommodation Assistance and other programs 
that we run yearly.  Often new members ask us 
“What else do you do?” That answer depends on 
what you may need that day, month or year.

At CFCC, we provide community based social work, 
which means our members, and people with CF who 
need support can contact us to connect with one of 
our team members. We may start our conversation 
about a program you have been interested in but 
while chatting, we might learn that you or your 
child are eligible for a health care card or another 
CFCC program or local community based resource. 
Perhaps you have been thinking about applying for 
the NDIS or just want to know about how it works. 
Maybe you are finally planning that overseas trip 
with your family and want to get across all areas 

so you are good to go.  Alternatively, maybe you 
need a support letter for Uni or your child’s school 
and want to understand what they are asking 
before your approach your clinic for a letter or 
resources. Maybe you really need to talk to someone 
confidentially about your life and experiences. 

These are many of the service-based supports and 
assessments that we provide daily.  In NSW, we 
may also provide a level of clinic based social work, 
which provides many of these same supports in 
collaboration with your clinic team. We are here, 
knowledgeable and ready to answer any question 
you may have. 

For more information contact your state office:

• NSW: 02 8732 5700

• VIC: 03 9686 1811  

2022 online education and support events
for parents and carers

http://www.cfcc.org.au/events
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Featuring a combination of personal 
perspectives alongside practical 
advice and information, CFStrong is 
an essential resource for adults living 
with CF in Australia.

Ex-Carer Allowance 
(Child) Health Care Card

Celebrating a 16th birthday in your family 
this year? 
The Ex-Carer Allowance (Child) Health Care Card 
will be something you need to apply for just before 
your child turns 16. Carer payments will cease when 
your child turns 16 years.

This card will entitle you to a health care card 
which enables your 16 year old to get cheaper PBS 
medications, and extra discounts from state and 
local government authorities and some private 
organisations. You may also get a discount on 
electricity, gas and water bills and motor vehicle 
registration if the bills and the Card are in the same 
name.   

You need to renew the Card each year.

To be eligible you must meet the following criteria:

• are between 16 and 25 years of age

• are a full time student

• had a Carer Allowance Health Care Card on the day 
before you turned 16

• meet residence rules.

You will receive a letter from Centrelink three months 
before the 16th birthday date. This letter will give you 
instructions on how to apply for the Ex-Carers Card.  

For more information go to
www.servicesaustralia.gov.au/ex-carer-allowance-
child-health-care-card

You can also call the Centrelink Carer’s dedicated 
phone number on 132 717.

Some recent stories include:

• Navigating work and CF: do you have to tell your 
employer about your CF

• “You’re your best advocate”—Shelley on pregnancy 
and CF

• What you need to know about superannuation

• “The benefits were just so massive”: how 
bodybuilding changed—and saved—Mike’s life

Plus, we have a podcast! Subscribe to CFStrong 
on your podcast listening platform today for more 
personal perspectives and practical advice. 

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

Get involved in CFStrong! 
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.  

To help increase knowledge and drive information 
sharing, we would love to hear from adults who 
have or are impacted by CF. Our goal is to help 
reduce isolation within the community and bring 
transparency to the world of CF. 

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

CFStrong: informing, educating, and 
empowering adults living with CF

http://www.servicesaustralia.gov.au/ex-carer-allowance-child-health-care-card
http://www.servicesaustralia.gov.au/ex-carer-allowance-child-health-care-card
http://www.cfstrong.org.au
mailto:admin%40cfcc.org.au?subject=
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CFCC’s Impact

Throughout 2021, Cystic Fibrosis Community Care was there to answer our members 
requests for urgent support. We were able to provide practical, timely and vital 
information in relation to the impact of the COVID-19 pandemic in our community. 
The following is a snapshot of the support we provided.

Financial 
support 
services

CF-related 
reimbursement, 

telehealth support & 
transplant assistance 
(number of subsidies)

236

Physiotherapy 
equipment (number of 
items of equipment)

635

Fitness program  
(number of subsidies)

93

Emergency 
financial assistance            
(number of grants)

167

Accommodation 
assistance for 

regional members              
(number of nights)

43

In-hospital TV hire - VIC 
(number of days)

318

Wellbeing 
programs 

and 
services

Social work support, 
including outpatient   

and inpatient       
(number of people)

1,551

Mental health and 
wellbeing support 

(number of subsidies)

51

Respite and time out 
(number of subsidies)

29

Peer support       
(number of people)

271

Massages for CF 
patients at Monash 

Medical Center – VIC 
(number of massages)

153
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Education 
and school 

support Scholarships and 
tutoring support – VIC 
(number of subsidies)

15

Education support 
- students and 
their families                 

(number of families       
& educators)

188

Information 
and   

advocacy
Advocacy – Individual 
(number of people)

99

Information line      
(number of emails/phone 

calls responded to)

3,883

Website visits
cfcc.org.au and   
cfstrong.org.au    

(number of visits)

30,851

In 2022 and beyond CFCC will continue to be there providing information and support 
for our community. We know COVID-19 has put a great strain on families and many are 
feeling even more isolated than ever before. We are here for you and urge you to make 
contact no matter how big or little the issue.

PROGRAMS AND SERVICES
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65K 4 65 Roses
Walkathon 2022

16



What an amazing community we have!
 
Despite the wet weather, COVID challenges and pivoting 
to a virtual event, participants pounded the pavement in 
the fight against CF. Commencing Saturday 19 February 
through to Sunday 27 February we had teams walking 
and running across NSW raising funds and awareness in 
support for people living with cystic fibrosis.

Choosing 7km, 21km, 35km, 42km or 65km we had 
individuals and teams walking and running for their child, 
grandchild, niece or nephew with CF, along with adults 
with CF and  their fabulous support groups joining them. 
Others were walking in memory of a loved one, whilst 
some joined in from the general public looking to support 
the CF community.    

This year some new routes were conquered – Bathurst 
to Orange, Lane Cove to Brooklyn, the Great Western 
Highway and Narrabeen Lake. 65k 4 65 Roses Walkathon 
co-founders Pat O’Donovan and Pat Borg completed their 
14th walk for cystic fibrosis at The Bay Run.  

Thank you to everyone that participated in and supported 
the event. All proceeds go towards helping Cystic Fibrosis 
Community Care and the CF Clinic at the Children’s 
Hospital at Westmead who together provide vital support 
to those living with CF across NSW.  

We extend our sincerest gratitude and thanks to our 
wonderful sponsors Suttons, Mediplast, Barista versus 
Chef, G&W Hydraulics and Inner West Council. Your 
support is what helps make this event bigger and better 
every year.  

The 2022 event has raised over $170,000! A big 
congratulations to everyone that has taken part in 65k 4 
65 Roses walkathon this year. We’re so excited that many 
of you have challenged yourself with a longer distance or 
have achieved a personal best! We can't wait to see you 
‘At the Bay’ in-person next year.

FUNDRAISING AND EVENTS APRIL 202217
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Crazy Hair Day

Now that schools and kinders are back to 
face-to-face learning we urge you to tell 
them about Crazy Hair Day.

Participating in this fun and simple event 
encourages connection between students, 
all while doing something good for people 
with cystic fibrosis. Holding a Crazy Hair 
Day is a safe and silly way for schools to 
get their students involved in something 
fun and meaningful. 

A sincere thank you to all our donors who 
kindly supported our 2021 Christmas Appeal. 
Your generous gifts for many, many families 
are a lifeline of support, helping to provide 
vital equipment and services across both 
NSW and Victoria.

You have helped to raise over $48,000 
across both states. These funds will aid 
many families in similar situations as 
Evie’s, her nanny Deb and her mother Lee, 
ensuring children like Evie receive the critical 
treatments and medication necessary to stay 
active, healthy and live with hope that one 
day a cure will be found.

The power of giving
has changed lives

SOCK it 2 CF

On 5 August, 2022, schools and childcare centres will be 
involved in creating "crazy hair styles” and raising funds for 
those living with cystic fibrosis. 

To sign up your school or childcare centre, 
register www.crazyhair.com.au 

For the second year in a row, the cystic fibrosis community 
came together to support the national campaign SockIt2CF. We 
successfully launched 8 November 2021 and our focus was the 
introduction of a kids sock and the ‘family pack’. People across 
Australia stood united in their socks to create awareness of 
cystic fibrosis.

In 2021 the campaign raised $23,000 and it continues to attract 
new supporters which is both exciting and significant as we 
need to broaden our base of support in order to increase 
fundraising revenue.

The CF community is so important, and we can’t thank you 
enough for what we all achieved together in 2021. To find out 
what new and wonderful things we have in store for 2022, follow 
us on social media. The power to SockIt2CF is at your feet! 

www.sockit2cf.com.au

http://www.crazyhair.com.au
http://www.sockit2cf.com.au
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65 Roses High Tea

Cystic Fibrosis Month

Friday 20 May, 11:30am -2:30pm
The Tea Room QVB Sydney

Tickets: $85 

www.cfcc.org.au/events/38/65-roses-high-tea 

Calling for Volunteers
This May we need triple the number of volunteers who can 
give their time to our campaign and help raise funds for people 
living with CF! Whether you are an individual with time to give, 
or an organisation looking for staff team based volunteering, 
we have a number of activities, tasks, jobs to be completed 
throughout May particularly in preparation and on our ‘day of 
significance’ Friday 27 May. Please spread the word to friends, 
colleagues, workplaces, families and register your interest email 
notifications@cfcc.org.au

FUNDRAISING AND EVENTS

Shining a Light on CF
On Friday 27 May, a number of Victorian and New 
South Wales landmarks will once again be lit up red 
to raise awareness of CF. Should you come across 
a ‘Shining a light on CF’ site please take a photo 
and tag us on social media or email your photo to 
notifications@cfcc.org.au and we will try to include 
on our social media.

Grab your diary and put a 
big red circle around May 
2022! Every May, our amazing 
community  comes together 
with family, friends, work 
colleagues and joins the fight 
for cystic fibrosis by spreading 
the word, sharing stories, raising 
awareness and fundraising for 
people living with CF. 

You can register for 65K in 
May, create your very own 65 
Challenge, register to sell fresh 
roses, make a tax deductible 
donation or share our on line 
rose garden, “Roses4CF” and 
help fill our digital garden with 
messages of hope, love and 
appreciation. 

On Friday 27 May, we will see 
the return of our most loved 
fundraising activity, selling 
thousands of colourful fresh 
roses, courtesy of WAYFEX. Our 
target this year is to sell 3,600 
fresh roses – in recognition of 
the 3,600 Australians living with 
cystic fibrosis.

HOW CAN YOU HELP THIS MAY?

www.65challenge.org.au

65 CHALLENGE                
www.65challenge.org.au/

events/2/65-your-way

Roses4CF
www.roses4cf.com.au

65K IN MAY   
www.65challenge.org.au/

events/1/65k-in-may

DONATE NOW               
www.cfcc.org.au/donations

PRESALE ROSES TODAY! 
fundraising@cfcc.org.au (VIC) 

partnerships@cfcc.org.au (NSW)

TOOLKIT
FUNDRAISE 

YOUR OWN WAY                       
www.cfcc.org.au/page/112/

create-your-own

Please contact CFCC and we’ll 
send you a merchandise box 
of goodies to sell at work or 
school. 

Find more information at:

VIC: fundraising@cfcc.org.au 

NSW: partnerships@cfcc.org.au

SELL MERCHANDISE

Join us on Friday 20 May at the Tea Room, QVB Sydney for a special 
high tea experience in honour of CF month.

Featuring a fabulous high tea with a glass of bubbles on arrival, live 
music, amazing guest speaker, an array of silent auction items, wine 
wall and a raffle to be won on the day. Our Mistress of Ceremonies is 
Sheron Sultan - actress, model, TV presenter, fitness instructor and 
special friend of the CF community. 

Enjoy time with friends and family, with proceeds going towards our 
programs and support services for children and adults living with CF. 

http://www.cfcc.org.au/events/38/65-roses-high-tea 
mailto:notifications%40cfcc.org.au%20?subject=
mailto:notifications%40cfcc.org.au?subject=
http://www.65challenge.org.au
https://www.65challenge.org.au/events/2/65-your-way
https://www.65challenge.org.au/events/2/65-your-way
http://www.65challenge.org.au/events/1/65k-in-may
http://www.65challenge.org.au/events/1/65k-in-may
http://www.cfcc.org.au/donations
mailto:fundraising%40cfcc.org.au?subject=
http://www.cfcc.org.au/page/112/create-your-own
http://www.cfcc.org.au/page/112/create-your-own
mailto:fundraising%40cfcc.org.au?subject=
mailto:partnerships%40cfcc.org.au?subject=
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