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Karin Knoester 
Chief Executive Officer 

Hello everyone and welcome to our last edition of Community Focus  
magazine for 2019. Wow, this year has gone by so quickly!

By the time that you receive this, our Victorian team will have just moved into our new  
office space in Carnegie in Melbourne’s south-eastern suburbs. For those members  
and supporters who weren’t aware, last year we sold our building in Southbank with  
the aims of purchasing another property and retaining a surplus of funds from the sale  
to support our programs, services and research. It took us 12 months to find a suitable  
property, and in July this year we purchased our new office space.

As we prepared to move out of our Southbank offices, which had been our home for over  
20 years, we had a chance to look at many boxes of archival documents that we had in storage.  
These precious documents charted our history over the past 45 years. 

I came across some of the very first AGM records from what was originally known as the Cystic Fibrosis 
Association of Victoria. As I read the names of those who attended the meeting, I recognised many wonderful 
people who still support our organisation today. In fact, one of our dedicated volunteers – Margaret Duggan – 
still comes into the Victorian office every week to help as a volunteer. We also have a number of others who 
support us at Great Strides and our other events. 

I know that there are also just as many long-term supporters in New South Wales, people who were there at the 
very beginning of the Cystic Fibrosis Foundation of NSW. It’s hard not to feel in awe of these people who worked 
so hard to establish organisations that could provide support to people and families touched by cystic fibrosis. 

So, if there is a message that I wish to share with our community this Christmas season, it’s one of gratitude. 

Thank you to all those early pioneers in NSW and Victoria who worked so hard to raise funds so they could 
provide support to the cystic fibrosis community. 

Thank you to those people in Victoria who, under the leadership of Wal Riddell, funded the purchase of our first 
owned office space in Southbank way back in the mid 1990s. 

Thank you to the many people across both our states who were there in the beginning, whose commitment has 
never faltered, and who continue to provide such meaningful support to the community and to Cystic Fibrosis 
Community Care. 

Thank you to our members who conduct fundraising events that support the vital work we do. 

Thank you to our donors and supporters. 

Thank you to our amazing volunteers, whether it’s at Great Strides, or the 65K 4 65 Roses Walkathon, or 65 
Roses Month or the many other fundraising and awareness activities that you take part in. 

Thank you to the CF teams in our CF clinics who do their absolute best. 

And thank you to the researchers who never give up seeking better treatments and a cure. 

It really does take a community to care for CF. Finally, from my family to yours, may you share this Christmas 
season surrounded by people you love. 

Until next year...
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It’s a wonderful achievement to play 
150 games for your local footy club.  
A milestone worth celebrating. Even 
more so when you are living with CF.
The Ellinbank and District Football League is an 
Australian rules football competition based in the 
West Gippsland region of Victoria. 

There are ten teams in the league that covers 
smaller towns in the regions of Baw Baw, South 
Gippsland and Cardinia. Ellinbank is a small town in 
the Strzelecki Ranges of West Gippsland, south of 
Warragul and 113 kilometres east of Melbourne. 

In August, Brett Masterson aged thirty-five, played 
his 150th game for the Ellinbank Eagles in the final 
home-and-away game for 2019. Brett played at 
full back and, in the words of his President, Rob 
Pandolfo, he is a quiet achiever and ‘Mr Reliable.’ 
Writing in the club’s newsletter, Rob said; ‘It was great 
to see his family and team-mates rally around Brett 
before and after the game and the club is very lucky 
to have such a great servant and contributor to the 
senior team over many years.’ 

His wife Corrina and two daughters, Myenna (7) and 
Amalia (5) were at the game to witness the milestone. 

Brett was diagnosed with cystic fibrosis when he was 
six weeks old. From an early age, he was encouraged 
by his parents to play sport and he enjoyed cricket, 
softball and others before starting his ‘Aussie rules’ 
career. He has never let his health deter him.

His 150 games with the Eagles is only part of his 
Aussie rules record – Brett played junior and senior 
football with his home town of Drouin and played over 
100 games there before transferring to Ellinbank. 

About seven years ago, Brett was diagnosed with CF-
related diabetes so, in addition to his CF medications, 
he is insulin dependent. ‘Taking all the medications 
and doing the physio does take some time out of the 
day. I try to not let it affect me – it doesn’t slow me 
down at all,’ says Brett. Fortunately, he has never 
been hospitalised for CF or any related health issues. 

Corrina does not carry the CF gene so neither of their 
daughters lives with CF but both understand their 
father’s condition. 

There was another significant milestone for the family 
in 2019 – in January, Brett and Corrina celebrated 
their tenth wedding anniversary. They met at a local 
high school, married in 2009 and have lived in Drouin 
ever since. Brett trained and worked as a landscape 
gardener before moving to the civil engineering sector 
where he has worked as an operator for seven years. 
Corrina works part-time as a dental nurse and has 
nearly completed a university nursing degree. 

So, will Brett continue his football career in 2020? At 
this stage he is undecided. The Eagles were beaten 
by Longwarry in this year’s Grand Final. Had his 
team won, Brett would have retired but he is now 
contemplating one more season, perhaps in the 
Reserves. Meanwhile, he continues to keep fit and 
manage his health. 

COMMUNITY FOCUS | NOVEMBER 2019

Brett with his daughters Amalia and Myenna.

Brett’s  
magnificent  
milestone 
Story by Tom Valenta 
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GETTING TO KNOW

Kiara’s adventure:  
My trip to China 
Grade six student Kiara Richardson recently represented her school  
on a trip to China. After her return, she wrote about her experiences.

I would like to thank 
Cystic Fibrosis 
Community Care 
for the scholarship 
I received for my 
Team China trip. 
Team China is a group of 
primary school students 
selected to represent 
Bendigo on a 12 day trip to 
China. In September 2018 I 
wrote my application along 
with a support letter from 
mum and dad and applied. 
I did this with mum and dad 
explaining that although we 
don’t see CF as limiting, 
others may, and not to get 
my hopes up. 

I found out that I was to be 
an emergency, so if all the 
schools didn’t have their numbers or one of my fellow 
students pulled out, I would go. Within a short period 
it was confirmed I was going. 

The excitement of going, having fundraising events 
and learning about the trip was growing. The trip date 
came around quickly. 

I was dropped off at the meeting point where we all 
said goodbye to our parents and boarded a bus with 
the teachers to head to Melbourne airport. The flight 
to Beijing was over 11 hours. I was excited for the  
adventure ahead but I was scared as I had never 
been on a plane or been overseas. 

We had an itinerary and it was jam packed. Over 
the 10 days in China we would be visiting Beijing, 
Shanghai and Suzhou.

Some of the many places we visited were the 
Forbidden City in Tiananmen Square, where I noticed 
how hot it was compared to Bendigo. The Great Wall 
of China was amazing for how big it is. We also went 
to Yu Gardens, the Planning Museum, Pearl Tower 
and ERA Circus to name a few. 

In Suzhou we went to our sister school in Jinji Lake. 
I was able to do a home stay with a family for two 
nights. They have different lifestyles to us. The family 
I stayed with had a very small home, no backyard and 
dad worked very long hours. 

At the school we participated in classes with the 
Chinese students. We did physical education, paper 
cutting, English, music and even had a Chinese 
school lunch. School in China is different to the school 
I go to. The classes are larger and the whole school 
had 3,000-plus students, and was in a four storey 
building. This is 5 times larger than my school. 

Towards the end of the trip we were all getting tired 
and homesick. We had done so much in a short 
period of time. We also got to go on the Maglev. This 
train travels at 431 kilometres an hour. Sitting on the 
Maglev it did not feel like it was travelling that fast. 

Overall the trip was amazing, educational and helped 
me grow personally as well. Thank you for helping me 
to go on this wonderful adventure.

To check out the trip in more detail go to the Team 
China blog: teamchina.global2.vic.edu.au 
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Most teenagers with invisible, chronic 
illness such as cystic fibrosis hate the 
word ‘Disability’. I get it. I’ve been 
there. The ‘D’ word isn’t something 
that you necessarily want plastered on 
your resume or Instagram account. 
But when it comes to receiving support in higher 
education, whether TAFE or university, it’s important to 
know what the word disability means and how disability 
services can help you to reach your full potential.
Under the Australian Disability Discrimination Act 
(DDA), the definition of disability is extremely broad 
and includes chronic medical conditions. It also 
includes other invisible illness, such as learning 
disabilities (for example, dyslexia) and mental health 
conditions (such as depression, anxiety and other 
conditions). The DDA specifically says that education 
providers must provide reasonable adjustments to 
a student who discloses they have a disability. The 
DDA is the same reason some high school students 
get ‘special provisions’ during HSC – however at 
university and TAFE adjustments can be much broader 
than exam provisions (though they include this too!).
At uni and TAFE, the way to receive reasonable 
adjustments is through the Disability Service. 
At different institutions the disability service may 
have a different name, for example student equity, 
accessibility service or student welfare. But no 
matter the name, they still need to abide by the DDA 
legislation and provide reasonable adjustments to 
support you. It is important to know that ticking the 
‘disability box’ on your UAC form does not mean 
that you are registered with the university’s disability 
service – you still need to contact the uni directly.
Uni and TAFE are different to school and the disability 
service does not need to disclose to academics (the 
fancy name for lecturers and teachers) what your 
diagnosis is. In most cases they simply need to 
communicate what reasonable adjustments are required 
to best support you. Whether you receive support from 
the disability service certainly does not appear on your 
final grades or transcript either, so employers don’t have 
to know. The Disability Service can also help to make 
sure you can meet the course’s ‘inherent requirements’ 
– these are the core, compulsory parts of a course.

So what is reasonable? What support someone 
with CF needs will vary and it hinges on how CF 
impacts upon YOUR studies. Typical impacts for 
someone with CF may be frequent and unexpected 
absenteeism, difficulties meeting deadlines, lethargy 
or difficulty concentrating. If you have CF-related 
arthritis then it may be difficult for you to complete 
hand-written work (and consider most courses still 
have handwritten exams), while people with CF-related 
diabetes may need other considerations especially 
during exams like bringing in BSL monitors and food. 
If you are studying a medical or allied health degree, 
there may need to be considerations and adjustments 
regarding your placement (for example, avoiding 
respiratory patients and all their potential nasty bugs). 
Therefore, what reasonable adjustments may be 
suitable for someone with CF will be totally dependent 
upon your individual circumstances including your 
diagnoses (whether you have CF complications or 
mental health conditions too), how your condition 
impacts you (including the burden of your treatment 
regime), the course you are studying, the mode 
(online, face to face) and a few other factors.
It is best to contact your future TAFE or university and 
book an appointment for a chat with a Disability Advisor 
about your options. It’s better to be proactive – introduce 
yourself to the Disability Staff prior to semester when 
you are well and before you get too busy with uni / TAFE 
life – that way if you do get sick, or need some extra 
support along the way, they already know who you 
are. Be prepared that you will need to provide some 
medical documentation to verify your condition(s) and 
how this affects you. Be upfront: the more they know, 
including info about depression or anxiety, the more 
they can work with you to help you achieve your goals.
And one last note – don’t worry if you plan to study at 
Western Sydney University as you can easily avoid 
me (for cross-infection purposes). I have many lovely 
colleagues who would be happy to hear from you! 
Catherine is a provisional psychologist and works as a 
Disability Advisor for Western Sydney University on a 
part-time basis. She is also a wife, proud mum of two and is 
undertaking postgraduate studies. Catherine has CF herself 
– so knows the struggles of fitting the CF regime of physio, 
nebs and exercise into daily life. 

RESOURCES:
  bit.ly/get-ready-for-uni    bit.ly/get-ready-top-tips

Life beyond  
school
How can universities and TAFEs  
support the needs of students with CF? 

by Catherine Maguire

http://bit.ly/get-ready-for-uni
http://bit.ly/get-ready-top-tips
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HEALTH & RESEARCH

In their own words:  
Meet the CF researchers 
Dr Honor Rose – a medical researcher and parent of a child with CF – attended 
the recent Australasian CF Conference. She was inspired to highlight CF research 
to the broader community, and put a face to that research.

I recently had the opportunity to 
attend the 13th Australasian Cystic 
Fibrosis Conference held in Perth 
from 3-6 August 2019. The conference 
brought together both the lay and 
the medical community in sequential 
conferences to present research and 
lead discussions under the banner of 
“Celebrating Partnerships”. 
The conference highlighted to me the breadth and 
depth of knowledge which have to come together to 
form effective and dynamic teams to support life with 
cystic fibrosis. It also demonstrated how effective 
communication and engagement, in all directions, 
can strengthen all of these connections and grow 
something far greater than the sum of its parts. 

The conference presentations were diverse and 
detailed and attendees spoke enthusiastically  
about their fields and ideas. It became quickly  
clear that many, if not all, people engaged in CF  
care and research, are highly motivated and 
passionate people. 

It also reminded me of how those living with CF 
are at the tip of a huge knowledge funnel, with 
an enthusiasm for new information as well as an 
established wealth of first-hand, multi-disciplinary 
experience. 

Being a parent of a child with CF and as well as  
a medical researcher, I am passionate about 
connecting those living with CF to some of the 
exciting and innovative research that is taking  
place across the globe and the transparency  
and accessibility of research findings to the  
broad community. 

In this spirit, several of the local and international 
specialists who presented their findings in Perth  
have kindly come together to give us an insight  
into their work and why they do what they do.

– Dr Honor Rose

Chris Smith srd mbda

Senior Paediatric Dietitian 
Co-chair of the European CF Nutrition Group  
Royal Alexandra Children’s Hospital, Brighton, UK 
 
How would you summarize your research?
In the past my research has focused on CF diet 
quality, which is an exciting area gaining momentum. 
It was great to hear about the fantastic work from 
colleagues in Sydney who have been focusing 
on a similar area. My most recent project looks at 
historically forgotten nutrients, such as fibre, that  
have important roles in CF health.

What do you enjoy the most about your current role?
I enjoy working in a great team. I am proud to be part 
of a CF team in the UK who are all passionate about 
their jobs and put so much into providing first class 
care for our patients. Everyone in our group would go 
the extra mile and having that culture is inspiring and 
infectious (in a good way).

What motivates you?
Working in paediatrics my motivation comes from 
doing a job where I monitor and support growth as 
a key part of my day-to-day work. Growth can be 
measured or seen in so many forms from numerical 
(weights) to graphical (growth chart trends) and visual 
(seeing the child physically grow) and each of these 
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can be very motivating. Knowing that the growth 
we see is driven so much by the nutrition we help 
to support is very rewarding. In particular, making a 
change or supporting a family with a new intervention 
and then watching the positive effects on growth, 
health and well-being is hugely motivating. 

What was your favourite part of the ACFC this year?
As a dietitian my favourite part was the coffee and 
lunch sessions… but not for the reasons you might 
be thinking! The ACFC struck such a great balance 
between bringing together scientific experts and 
colleagues from many different fields and making a 
relaxed environment where everyone is comfortable 
to interact. 

For me the best conferences subtly facilitate the 
opportunity to engage with everyone. At ACFC I had 
conversations with such a diverse range of people 
from families, young researchers, expert professors 
and industry colleagues. All these interactions, without 
exception, were fruitful, from the sharing of ideas, 
setting up collaborative working, understanding 
others’ views, and consolidating deeper knowledge of 
the basics, as well as learning about exciting evolving 
projects. 

The talks and program were fantastic but my favourite 
part of the conference was the people and the 
enthusiasm and openness with which they discussed 
their ideas with me over coffee or a sandwich. 

 

Kristoffer Starke
Bachelor of Sports Science 
Surf Instructor, Go Surf Perth
 
How would you summarize your research?
Our research (pilot study) aimed to investigate the 
feasibility of an innovative family intervention built 
around surfing and to also compare it with another 
activity (golfing). Our results suggest that surfing 
may indeed have positive effects on physical health, 
mental health as well as social relationships and 
support. We are currently in the process of developing 
further studies with a bigger sample size in order to 
investigate these findings further.

How can people living with CF in Australia 
contribute to / find out more about your research?
The best way to get in touch with us or to find out 
more is by emailing us under kris@gosurfperth.com 

or joanna.white@health.wa.gov.au. We plan to do 
further research in surfing and CF.

What do you enjoy the most about your current role?
I really enjoy working with such a variety of people  
in the ocean. We always worked in family groups 
which meant I worked with a huge range of ages  
and personalities. 

I have worked all across the globe teaching surfing to 
many different people but this study was different in 
the sense that it wasn’t about surfing in the first place. 
It was about finding an interesting, fun and long-
lasting way for patients with CF to be active while 
benefiting from the healing effects of the ocean on 
body and mind. For me this changed my perspective 
on the sport of surfing.

What motivates you?
My motivation is purely to share what I love so much 
and what built the basis of my life. The ocean and 
surfing in particular have affected all of my important 
life decisions. Without it I wouldn’t even live in 
Australia. And it gives me joy to give others an insight 
into how strongly and positively the water affects you. 

What was your favourite part of the ACFC this year?
My favourite part of the ACFC was the range of talks. 
It was amazing to see how different people approach 
the same issues in different ways and I felt like I got 
a good impression of where we are heading in the 
future. On that note the title of this year’s ACFC was 
a perfect fit: Celebrating Partnerships. I really felt 
like everybody was willing and eager to share their 
information and work together. 

In their own words: Meet the CF researchers

mailto:kris%40gosurfperth.com?subject=
mailto:joanna.white%40health.wa.gov.au?subject=
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Dr Laura Fawcett
Clinical Research Fellow,  
Sydney Children’s Hospital, Randwick
Clinical Research Fellow,  
miCF Research Centre, School of Women’s  
and Children’s Health, UNSW, Sydney
Conjoint associate lecture, School of Women’s 
and Children’s Health, UNSW, Sydney
  
How would you summarize your research?
Mini organ “Avatars” are models created from a 
patient’s cells. They represent the genetics of the 
patient from whom they’ve been sampled. 

They have been used in drug discovery and are 
developed as a model for personalised medicine. For 
example, different drugs can be tested on the model 
to identify effective medicine before being prescribed 
to the patient. 

The miCF Research Centre at Sydney Children’s 
Hospital, Randwick and UNSW are conducting 
research using these models. My most recent (and 
still on-going) research project involved asking the 
CF community and the non CF community what they 
think about using mini organ Avatars for personalised 
medicine in cystic fibrosis. 

How can people living with CF in Australia 
contribute to / find out more about your research?
We are still recruiting for our survey “Avatar 
Acceptability”. You can find it on the SCHN website at 
bit.ly/miCFAvatarAccep. 

We opened up this survey to the public in March and 
have received responses from 150 individuals so 
far. We’re aiming to survey at least 10% (300) of the 
Australian CF population’s views, so we still have 
some way to go with recruitment.

What do you enjoy the most about your current role?
I get to work with a fantastic team of clinicians and 
scientists, linking the CF clinic to the university lab. 
From the beginning of being involved in the miCF 
Avatar project I’ve been welcomed into the lab to see 
how the small brushings and samples that we take 
are grown into organoids. 

Being at the forefront of this translational research 
project has been exciting, so much so that next year I 
am embarking on my PhD adventure with Dr Waters 
and Prof Jaffe at UNSW. 

What motivates you?
The complexities of cystic fibrosis intrigued me as 
early as school, when I completed a year 8 English 
project on inherited diseases. During my career as 
a paediatric doctor I have witnessed the impact this 
disease has on patients and their families. 

With the leaps forward in targeted treatment 
options, with the discovery of CFTR modulators, 
there is a sense that there will be big changes and 
improvements in CF management in the very near 
future. The opportunity to be a part of this and 
contribute to these discoveries is what motivates me. 

What was your favourite part of the ACFC this year?
There is something exhilarating about conference 
time. Fresh ideas, tips and tricks to name a few. My 
favourite part of this conference was networking, 
the spontaneous meeting up with some of the 
investigators which are taking part in the ‘miRare CF 
Avatar’ project. 

This is an alliance of 11 Australian CF centre’s to 
characterise rare and ultra-rare CFTR mutations, 
which is being led by Dr Shafagh Waters at the 
miCF research centre, Sydney. I am the “chief nasal 
brusher” and standardized the technique. With 
busy schedules it’s not easy to get everyone in one 
place most times. The CF conference provided an 
opportunity to discuss some of the details about the 
samples and logistics of this study. 

Save the date for the 2021 
Australasian CF Conference
Planning is already underway for the 14th 
Australasian Cystic Fibrosis Conference in 
Hobart from 7-10 August 2021.

The conference will be chaired by Professor 
Phil Robinson who is Head of Respiratory at 
the Royal Children’s Hospital in Melbourne.

http://bit.ly/miCFAvatarAccep


If you are enrolling at a new school, 
start by taking a tour and arranging 
to meet with a senior staff member, 
like the Principal, Deputy Principal or 
the staff member in charge of student 
wellbeing. During your meeting you 
will be able to get a feeling of the level 
of support that may be offered to you 
from the school environment. 
Hopefully, your child’s school years will be smooth 
and successful ones. However, periods of illness, 
school absences and lengthy hospital admissions 
may occur. It may be important to be part of a school 
community that can support your family during these 
time. Having teachers and school staff, fellow parents 
and classmates that can support you may prove to be 
of benefit in the future. 

Some of the things to find out about the school are:

• Is there access to handwashing facilities in each 
classroom and bathroom?

• Does the school environment appear to pose any 
risks to someone with CF eg; stagnant water, 
gardening program etc? Can these risks be 
minimized or removed?

• Does the school have any other students with CF 
currently enrolled? 

If you are starting the year with a new teacher or 
teachers, it is a good idea to arrange a meeting with a 
key staff member before Term 1 commences. Getting 
in early is a good way to make sure your child’s new 
teachers are informed and able to support you in the 
best way possible. Do not assume that all your child’s 
information has been passed on to the new teacher. 

Things you may like to discuss with new teachers are:

• Are they interested in learning about CF and how it 
may impact on learners? Would they like to attend 
the 2020 CF Education Program? If so, they can go 
to bit.ly/cf-educators for registration details

• What is the school / classroom policy on storing 
and administering medications such as salt tables, 
enzymes or antibiotics?

• What is the teacher’s preferred procedure 
for students using the toilets? Can special 
arrangements be made?

• Are all children taught about good hand hygiene? 
CF Smart (cfsmart.org) has some great resources 
to use.

• Are notes sent home about germ control and 
keeping sick children away from school? CF Smart 
has a sample letter they may wish to use.

• What is the school / classroom infection control 
policy? What happens when a sick child attends 
school? 

• How do they want to communicate with you 
throughout the year? Is email the best way to keep 
them up to date?

• How could school absences be managed?  
Can homework and learning tasks be emailed or 
passed on?

Other things you may wish to consider:

• Does your child want to write a letter to their new 
teacher, explaining about CF and their experience?

• Do they want to do a presentation to the class? 

Starting a new school year is a very exciting 
time. Most teachers will be more than happy to 
accommodate your needs and be keen to know how 
they may best support you and your family. Studies 
show that children have better school outcomes when 
their parents and teachers work together. A positive 
parent-school relationship can result in a child doing 
better academically, emotionally and socially, and 
lead to them being happier at school.

More info: cfsmart.org/collaborating-schools-child-
cystic-fibrosis  
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Preparing for a new 
school year
The new school year brings excitement  
and anticipation. Now is a great time  
to start getting prepared. 
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Our annual CF Community Conference 
was held in September. For the first 
time this year we also trialled live 
streaming some of our sessions over 
the internet so people who have CF 
could participate without the risk of 
cross infection. 
We had a great line up of speakers and topics on the 
day, with the most popular sessions being the ‘Ages 
and Stages’ groups sessions and Associate Professor 
David Armstrong’s session on Emerging treatments in 
CF care. 

During our ‘Ages and Stages’ groups sessions, 
people at the conference broke into groups based on 
the age of person they are connected to who has CF 
– babies to early primary school, late primary school 
to secondary school, and adults. 

During these sessions the group shared tips and 
strategies on living with CF, such as how different 
childcare centres and schools support families and 
managing cross-infection; talked about their own 
personal experiences; and even swapped contact 
information so they could continue to catch up later. 

In addition to the people at the conference, over 
80 people tuned in to watch the video livestream of 
Assoc. Prof. David Armstrong’s session on Emerging 
Treatments in CF Care. This presentation gave an 
in-depth summary of treatments such as Kalydeco, 
Orkambi, Symdeko, the new triple-combination 
medication (Trikafta), and gene therapy. If you  
missed David’s presentation, or would like to see it 
again, you can view the video on our website at  
cfcc.org.au/cfccconference.

Another popular session was by Dr Honor Rose, 
a parent of a child who has CF, who attended the 
Australasian CF Conference in Perth. Honor provided 
a great summary of the key themes from the Perth 
Conference. Her key message was that there was 
such a feeling of hope and optimism with all the new 
treatments available and in the pipeline.

Other speakers and topics included:

• Dr Thomas Saunders, a Respiratory Clinical 
Research Fellow, talked about The CV-CF 
study: Preclinical cardiovascular and metabolic 
phenotypes in paediatric CF

• Cindy Van Rooy from Cystic Fibrosis Community 
Care spoke about the different government 
concessions and benefits that are available.

• Sally Camilleri from Carers Victoria talked about 
the new integrated system for carers, The Carers 
Gateway

• Romy Turner from CFCC spoke about balancing 
education and CF

• Janet Ray and Cindy Van Rooy from CFCC talked 
about the different types of support networks 
available, especially linked to mental health

You can see the presentations of many of our 
speakers, and view the full program at our website at 
cfcc.org.au/cfccconference.

Thank you to everyone who attended and participated 
online. We also want to thank our two conference 
supporters, Philips Sleep and Respiratory Care and 
Technipro PulmoMed Pty Ltd, who help make it 
possible for us to hold this free community conference 
each year.  
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Community conference:  
Sharing  
knowledge

The video of Assoc. Prof. David Armstrong’s session – 
along with other presentations – can be viewed on  
our website.

http://cfcc.org.au/cfccconference
http://cfcc.org.au/cfccconference
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Scholarship 
Grants (Vic)
These grants help give kids with CF the 
confidence and opportunity to succeed in their 
education. They provide financial support to 
cover costs for tutoring, educational courses, 
services or education-related equipment.

If you are a Victorian member with a child with 
CF (aged 18 or under), you can apply. We 
have grants available of up to $500.

For more information contact our Education 
Support Coordinator – education@cfcc.org.au
To apply, go to our website: cfcc.org.au/
about-cfcc/support/#school

Transportation 
Assistance 
Program (NSW)
Do you or your family members need support 
when travelling for CF clinic appointments, 
hospital admissions and hospital outpatient 
appointments?

We recently received a Qantas ‘Side by 
Side’ Grant which will fund Transportation 
Assistance Program grants for our members.

Grant funding can be applied to fuel cards, 
Opal cards, parking reimbursements and 
travel related to your specific situation (as 
endorsed by your CF clinic team).

The Transportation Assistance Program is a 
time-limited, one-off program. Grant funding 
will be available until December 2019 or until 
all grants have been exhausted.

For more info and to find out what modes of 
transport assistance you can access, contact 
our Programs and Services Manager on  
(02) 8732 5700 or nswsupport1@cfcc.org.au

Fitness 
Participation 
Grants (NSW)
Are you keen to access a gym, play a sport 
or would like assistance to purchase exercise 
equipment? We have grants that can support 
our members to better manage their fitness. 

Grants are available to members who live in 
the following areas:

• Coffs Harbour council
• Hornsby council
• Georges River council
• Wollongong council
• Shellharbour council
• Central West region
• Hunter region
• New England
• Mid North Coast
• Northern Rivers
• Central Coast

Current CFCC members who live in any of 
those areas are eligible to receive funding for 
nebuliser equipment, exercise equipment or 
access to sporting activities.

For more information or to receive an 
application form, contact (02) 8732 5700 or 
nswsupport1@cfcc.org.au

Mental Health 
First Aid (NSW & Vic)
A quarter of young Australians are currently 
experiencing a mental health condition.

One of the best ways you can support young 
people who are close to you is to get skilled 
up in Mental Health First Aid. It’s about 
offering help and assistance, as a first step in 
providing care.

We can assist CFCC members to find mental 
health first aid training that’s right for you, and 
we can also help cover the cost.

For information on courses, visit mhfa.com.au
To discuss how we can help with the cost of a 
course, contact programs@cfcc.org.au

mailto:education%40cfcc.org.au?subject=
http://cfcc.org.au/about-cfcc/support/#school
http://cfcc.org.au/about-cfcc/support/#school
mailto:nswsupport1%40cfcc.org.au?subject=
mailto:nswsupport1%40cfcc.org.au?subject=
http://mhfa.com.au 
mailto:programs%40cfcc.org.au?subject=
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Support dinners:  
Connect with your local 
CF community 

Would you like an opportunity to meet 
with other families in your area who 
have a connection to CF in a supported 
environment while enjoying dinner?
Each year Cystic Fibrosis Community Care’s 
Programs and Support Services teams host support 
dinners for families of people with CF who live in 
regional and metropolitan areas of NSW and Victoria. 

They’re a fantastic opportunity to come together in 
a relaxed setting to share stories and experiences, 
and to have your questions answered by our 
knowledgeable Programs and Support Services staff. 

Early next year we will be announcing the locations of 
our 2020 metro and regional Support Dinners. If you 
would like us to organise a Support Dinner in your 
local area we would love to hear from you! Contact 
your local Programs and Support Services Manager. 

NSW: nswsupport1@cfcc.org.au / (02) 8732 5700 
Victoria: support@cfcc.org.au / (03) 9686 1811 

Feedback from support dinners:
“What an amazing opportunity to share stories, 
information and laughs. Such an easiness 
within the group. Great for the younger CF 
families to talk to an adult CF family, this gives 
hope and insight.”

“Thank you! This was a wonderful experience 
– so nice to have meaningful conversations 
with people who had been through and going 
through similar experiences! Invaluable 
experience for us.”

“Very thankful to have had opportunity to 
attend the recent support dinner. Supporting 
someone with CF can be quite isolating, and 
while friends and family can be a listening ear, 
it is refreshing to share the journey with others 
who know the ins and outs and what goes on 
behind the scenes. Hope to attend more!”

Attendees at our support dinner in Armidale, NSW

mailto:nswsupport1%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au?subject=


Living through Christmas with 
cystic fibrosis 
Lanie looks like any other happy, adventurous, cheeky, 
loving little toddler and she is all of these things and 
more. However, unlike most toddlers, hours of 
treatment and medication are required for her to 
stay healthy. And sometimes this is simply not 
enough. 

‘People have no idea the work that goes on 
behind the scenes to make her “look” this 
healthy. They don’t understand the impact the 
condition has on her little body and how hard 
some daily tasks can be’ Carrie, Lanie’s Mum

Lanie has cystic fibrosis
Cystic fibrosis is a genetic condition that destroys 
young lungs and starves the body of vital nutrients. 
There is currently no cure and the treatment has to 
be carried out every single day – without fail. That 
includes Christmas Day.

For beautiful little Lanie, her treatment means her 
Christmas is very different from Christmas for other 
people.

“In our extended family, Christmas has always meant 
lots of people getting together,” says Carrie. “But now, 
because of CF we cannot take any risks.”

“If anyone is sick, we have to drop out. Even the 
simplest cold can be a disaster for Lanie. For me, the 
guilt attached to this is crippling. When the young 
cousins are begging to see each other, saying ‘no’ is 
not much fun.”

Families living with CF need all the 
help they can get. That’s why we 
need you to help us keep offering: 

PROGRAMS  
AND SERVICES

EDUCATION AND 
AWARENESS

HOSPITAL AND 
SOCIAL SUPPORT

COMMUNITY & 
EVENTS SUPPORT

FINANCIAL  
ASSISTANCE

The cystic fibrosis community 
needs us, and we need you.

Christmas is the season of giving.
Please give a gift today your support will bring a smile to many CF kids 
and their families. Simply donate online www.cfcc.org.au/xmasappeal 

or call Victoria (03) 9686 1811 or NSW (02) 8732 5700.

Donate to our Christmas Appeal
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Sydney’s longest one-day 
walkathon is back
Will you join over 1,000 walkers and runners on 22 February 2020  
to raise money to support people with cystic fibrosis?

Cystic Fibrosis Community Care’s 
annual fun walk and biggest 
fundraising event is back! This year’s 
target is $425,000. Let’s reach this 
goal together – register today!
The 2020 65K 4 65 Roses Walkathon will be held on 
Saturday 22 February 2020. The iconic walk will take 
place around The Bay Run in Sydney, with a base 
camp at Leichhardt Park Oval #3, and is open to 
anyone looking for a great day out.

The 65K 4 65 Roses Walkathon is named after the 
ultra-marathon distance of 65 kilometres and uses 
the name 65 Roses – which is the nickname for cystic 
fibrosis. But don’t let the 65km course scare you off – 
there are several distance categories to choose from.

Runners are welcome too. 

Early bird prices for registrations 
are available until 6 December:

Adult (21km distance & up)  $55

Adult Casual (7km distance)  $30

Child (3–5 years)  $15

Child (0–2 years)  Free

Family registration 
(2 children, 2 adults) $135

REGISTER ONLINE: 65kroses.com
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http://65kroses.com


We’ve revamped  
our online shop!
Our new shop is the simplest way to buy merchandise  
and make a donation to support CFCC.
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Have you seen the 
new Cystic Fibrosis 
Community Care Shop? 
If you are looking to 
support us, there is no 
easier way than to visit 
our cfcc.org.au website 
and click on the ‘Shop’ 
button. 
Working with suppliers who 
align with our values, we are 
able to offer a range of quality 
items to sell in our shop. 

By using profits from the sale of 
goods, we are able to provide 
support and services to those 
living with CF and their families. 
We encourage our community 
and beyond to support us by 
purchasing items. 

CFCC Shop offer a great range 
of products at affordable prices 
– making our shop a great 
destination for everyone. 

From t-shirts to tutus, 
merchandise boxes to books; 
our shop is filled with branded 
and non-branded items. You 
can donate or purchase a ticket 
to one of our latest events. The 
shop is easy to use and we ship 
across Australia. 

By shopping at CFCC, you 
know that you are contributing 
to something truly special in 
the community. Every purchase 
or donation has the power to 
make a difference to the life 
of someone living with cystic 
fibrosis.

  VISIT OUR NEW SHOP:  
bit.ly/cfcc-shop

http://bit.ly/cfcc-shop


‘A Night For CF’: Sydney’s  
glittering evening 
200 guests partied late into the evening at Sydney’s night of nights –  
‘A Night For CF’ – to raise money and awareness for the fight against CF.
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Striding for CF across 
Victoria and NSW
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Thousands of people united at three big Great Strides events in 
October – in Melbourne, Bendigo and Sydney. It’s always wonderful 
to see the CF community came out in force for these fun days. 

In Melbourne, we were thrilled to be joined by Health Minister Greg 
Hunt who used the occasion to announce PBS funding for two CF 
medications. The best news we could hope for on Great Strides Day!
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Western Port Secondary College 
At this school there is a life-skills class which 
called Project 9 that runs every Friday. The 
Year 9s came together and voted CFCC as 
their charity of choice. 

$543 raised

Sacred Heart Parish PS
The school held a lapathon that was 
organised by their grade 6 wellbeing 
committee, which includes a boy who is living 
with CF and who participates in Great Strides 
every year with his family.

$4,535 raised

Trade Show Cocktail Party
Terri Hollis organised a trade show cocktail 
party and raised funds from both ticket sales 
and raffles.

$2,576 raised

Heathmont Jets ‘CF Round’
The Heathmont Jets Football Netball Club 
are held their fifth annual ‘CF Round’ to raise 
money and awareness for cystic fibrosis. CF 
Round is in memory of Jets player Simon 
‘Simmo’ Minson who passed away from CF in 
2014 at just 22 years of age.

$1,522 raised

Help Make Tomorrow Better Lunch 
Hats off to BDS Civil & Construction who 
hosted a ladies’ luncheon and silent auction 
for their business associates at the Beaumaris 
Motor Yacht Squadron. At the same time they 
raised much needed funds for and awareness 
of CF. A special thanks to Sam Tomson who 
gave an amazing talk about living with CF. 

$5,000 raised

Yoga for a Cause
Ellie Tsiamis has been aware of the wonderful 
work Cystic Fibrosis Community Care has 
been doing for many years. Her dedication to 
fundraise was sparked by a desire to return 
the support that CFCC provides to people like 
her 12 year old brother who has CF and her 
aunt. Ellie’s love of yoga saw her host “Yoga 
For A Cause”. Holding this event allowed her 
to contribute so CFCC can continue to provide 
support and assistance to families like her own. 

$825 raised

Breathe Easy Cocktail Party
Shari Butcher’s 5th Annual Breathe Easy 
Cocktail Party was a fantastic eventing 
with amazing entertainment, food, auction 
items and raffles. This dazzling occasion 
has already established a well-deserved 
reputation as Echuca’s night-of-nights.

$13,347 raised

Country Racing Victoria Ball
Our thanks go to our wonderful supporters 
CRV who made a special effort at their recent 
ball to raise money for the fight against CF.

$4,820 raised

A community  
that cares
Thank you to the wonderful, dedicated community fundraisers  
who support the work of Cystic Fibrosis Community Care.



We’re Megan and Molly, and we both 
moved to Melbourne early this year 
for the Master of Genetic Counselling 
course at the University of Melbourne. 
Genetic counseling is the process of helping people 
understand and adapt to the medical and familial 
implications of genetic contributions to disease. 

This includes interpretation of family and medical 
histories to assess the chance of disease occurrence 
or recurrence; education about inheritance, testing, 
management, prevention, resources and research; 
and counseling to promote informed choices and 
adaptation to the risk or condition.

We have recently done a placement at Cystic 
Fibrosis Community Care through our course to gain 
an understanding of support organisations and the 
experience of living with a genetic condition. 

During our placement, our goal was to create a 
resource for women with CF who are pregnant, or 
thinking of starting a family. We spoke with mothers 

who are CFCC members about their experience of 
pregnancy with CF. We also spoke to clinicians at 
Monash Medical Centre who are knowledgeable 
in CF to obtain their expert opinion on the effects 
pregnancy could have on women with CF. 

VOLUNTEER CORNER
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Palmolive supports 
‘Crazy Hair Day’ 
Palmolive’s ‘Crazy Hair Day’ promotion 
saw $30,000 donated to cystic fibrosis 
organisations across Australia. 
We were delighted to have Palmolive on board and 
thank them for their commitment to raising awareness 
of CF and for their support of Cystic Fibrosis 
Community Care.

 FIND OUT MORE: crazyhair.com.au

Genetic counselling student volunteers

Thanks to Cisco and Six Black Pens vols!

http://crazyhair.com.au


John’s diamonds  
and magic
At the age of sixty-three, John was diagnosed with CF

Story by Tom Valenta
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For some thirty years, John Matheson 
worked happily and successfully in  
the Victorian jewellery trade. And 
when he wasn’t dealing in gold and 
diamonds, he entertained people as  
a professional magician. 
But ten years ago, when only in his early fifties, John 
was forced to retire. Ongoing ill health beset the lively, 
active English-born, Melbourne man. At first it was 
thought he was suffering from bronchiectasis, the 
chronic lung disease that is often confused with  
cystic fibrosis. 
‘I was coughing and spluttering every day. The stress 
and the long hours took their toll. I enjoyed my work, 
so it took me a while to adjust.’ 
In 2018 he was finally sent to the Alfred Hospital 
where, at the age of sixty-three, he was diagnosed 
with atypical CF. 
To manage his health, John does daily physiotherapy, 
takes his medications and maintains a positive state 
of mind. From his Bayside home, he takes long, brisk 
walks and does other exercise. He describes life 
since the diagnosis as challenging. 

‘I am fortunate in 
many ways,’ says 
John. ‘My wonderful 
wife Jane, who is a 
nurse at the Peter 
MacCallum Cancer 
Clinic, cares for me.  
We have been married for twenty-five years and her 
support has been fantastic.’
John was born in the English port city of 
Southampton. When he was ten, John’s parents 
brought him and his sister and brother to Sydney. 
Four years later, the family moved to Melbourne. He 
recalls having chest infections all his life, including 
pneumonia at twenty-one. During his childhood, the 
major test for CF was the sweat test – genetic testing 
was some years away – and John’s sweat did not 
reveal the CF. 
Apart from looking after his health, doing household 
tasks and catching up with friends, John does still 
practice some magic. He learned his magic skills 
when working at the former Bernard’s Magic Shop in 
the city and still enjoys occasionally using these skills 
to entertain.  

John Matheson

New videos share experiences of CF
What is life like with cystic fibrosis, or 
being the parent of someone with CF?
Cystic Fibrosis Community Care spoke with people 
from our community who very kindly agreed to talk on 
camera about their first-hand lived experiences.

To share their stories we’ve created a new series of 
ten videos, covering topics ranging from Transition to 
Fertility to Peer Support, and much more.

Thank you to everyone involved in the project for your 
amazing assistance and for your insights into life with 
cystic fibrosis. 

 WATCH OUR VIDEOS: bit.ly/CFCC-Youtube

http://bit.ly/CFCC-Youtube


Against the odds
Reva Blowfield challenges conventional wisdom  
in the medical field about CF. 

Story by Tom Valenta

It is ten years since Reva Blowfield  
was diagnosed with cystic fibrosis –  
at the age of sixty-seven. 
Reva is a highly intelligent, fiercely independent 
seventy-seven-year-old who confronts her daily 
health issues with great courage and philosophical 
detachment. 

She and her husband Tim, a retired veterinarian,  
have been married for forty-eight years. They live 
in an inner Melbourne suburb, close to the Alfred 
hospital where she is a frequent patient. They have 
two sons and two daughters and seven grandchildren 
with an eighth due in January. 

‘Life before diagnosis of cystic fibrosis was like 
sharing a journey with an unknown but forever 
obtrusive fellow traveller. That she was incognito  
for the greater part of the journey was not her fault,’  
says Reva.

‘In my mid-twenties I had a stint as a volunteer in 
South India – high in the Nilgiri Hills. Excessive 
tiredness, was a constant for me and I needed to 
make many excuses for excursions to the plains 
where I found breathing was easier but suffered  
badly from heat.’

‘In my thirties, Tim was seconded to an agricultural 
college in Kenya. After four years living at an altitude 
higher than Mt Kosciusko, I fell ill with multiple viral 
infections, including meningitis and acute fitting spells. 
Sadly, we endured two miscarriages. No doctors 
could find a medical cause for the fitting, but now I 
understand it was my CF companion complaining 
about the serious lack of salt, oxygen, enzymes and 
minerals in my system.’

Returning to Australia in 1978, Reva’s large bowel 
gradually stopped working and had to be removed. 
Heart problems emerged after their fourth child 
was born and her parathyroid and adrenal glands 
have malfunctioned. Eventually, after many hospital 
admissions, CF was diagnosed ten years ago. 

Reva and Tim are prepared to challenge conventional 
wisdom in the medical field especially the stereotyping 
of CF. They question long-held beliefs such as that 
CF does not affect the heart. They believe abnormal 
electrolytes within the cell, the result of the failed 
Chloride transport, is the reason for her heart, 
parathyroid and adrenal problems.

An occupational therapist, veterinary practice 
manager, theology student and pastoral care worker, 
Reva has worked in major hospitals in Melbourne, 

Sydney and Vellore 
Christian Hospital in India. 

Reva has encountered 
medical practitioners from 
outside the CF field who 
are reluctant to treat a 
person of her age when 
they discover she lives 
with CF. Some have even 
been upsetting enough to 
suggest that she should 
be in palliative care. 

Meanwhile, she is an 
inspiration to so many 
people living with cystic 
fibrosis. 
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When you’re a big bank, you have big 
responsibilities. The biggest of which is to do the 
right thing. It’s something we’ve always been good 
at. And now you’re reaping the rewards. Because 
the bigger we become, the better our ability to 
provide you with the products and services you 
expect from an industry leading banking provider.

• Australia’s 5th largest retail bank.

• 1.6 million customers.

• $200 million back to communities.

• Consistently rate high in satisfaction and trust.

If your bank isn’t doing the right thing by you, 
change to one you can feel better about.

Drop into your nearest branch at 300 Waverley 
Road, East Malvern and ask for your Branch 
Manager Ruth Hall or phone 03 9563 6044 to find 
out more.

East Malvern Community Bank® Branch

bendigobank.com.au

There are four big 
reasons to try 
number five.

Bendigo and Adelaide Bank Limited, ABN 11 068 049 178 AFSL/Australian Credit Licence 237879. (A1241995-1241990-8) (491304_v2) (17/07/2019)

When you’re a big bank, you have big 
responsibilities. The biggest of which is to do the 
right thing. It’s something we’ve always been good 
at. And now you’re reaping the rewards. Because 
the bigger we become, the better our ability to 
provide you with the products and services you 
expect from an industry leading banking provider.

• Australia’s 5th largest retail bank.

• 1.6 million customers.

• $200 million back to communities.

• Consistently rate high in satisfaction and trust.

If your bank isn’t doing the right thing by you, 
change to one you can feel better about.

Drop into your nearest branch at 300 Waverley 
Road, East Malvern and ask for your Branch 
Manager Ruth Hall or phone 03 9563 6044 to find 
out more.

East Malvern Community Bank® Branch

bendigobank.com.au

There are four big 
reasons to try 
number five.



 

Support Cystic Fibrosis Community Care! 
 
Purchase your Entertainment membership online: 
www.entertainment.com.au/orderbooks/186v400 


