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

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

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

Subscribe to PASSwords on our website at www.cfcc.org.au

Karin Knoester 
Chief Executive Officer 

Hello everyone!
Hello all and welcome to our mid-year edition of Community 
Focus.  

We recently celebrated Cystic Fibrosis Month with a range of 
activities, including a number of our wonderful community 
fundraisers. We had a variety of light-ups in Victoria and NSW 
and the highlight of the month in Sydney was the High Tea held 
at Doltone House.  

It was so good to see so many of our members there in real life 
and not on Zoom! This was our first face-to-face event for what 
seemed like forever. It was great to have some of the teams from 
CF clinics attend as well. Listening to Lisa Martin share about her 
life with CF was truly inspirational and I look forward to hearing more about her successes.

One of the things I raised at the High Tea was the fact that I have been so proud of our organisation’s ability 
to respond to the community’s needs over the past 18 months. CFCC had to ramp up its service to meet 
the greater number of requests for support in 2020. We were asked to help in so many different areas, from 
advocacy in schools and workplaces to helping with increased stressors associated with unemployment, 
housing security, and changes in the ways our members needed to connect with their CF clinical teams.  

A good deal of our work also involved helping people to adjust to different ways of managing their day-to-day 
lives – from shopping in safety to something as simple as being able to provide toilet paper and hand sanitiser. 

And of course, there were many instances of helping people to deal with increased loneliness and isolation. 
As many of you will know, CF Community Care provides a large number of programs to support our 
community members, including advocacy in relation to access to medicines such as Trikafta. We know that 
the recent decision to list Trikafta on the PBS has been deferred and I can assure you that CF organisations 
around Australia will continue to advocate and support our community’s call for immediate compassionate 
access until Trikafta is funded and available to all those who are eligible.  

Most recently, you will have received our Tax Appeal mailing highlighting three little babies who were born 
with CF. I do hope that you are able to support this appeal, but if you can’t, please do consider passing it 
onto someone in your family, friendship groups or workplace.   

The end of an era was marked on Saturday 12 June when Roslyn Vaughan and her team of wonderful 
volunteers held her final street stall. Roslyn has been part of the Sou’Westers CF Group which was formed 
in 1974 and took over as Secretary in 1979. Since that time, the group (under Roslyn’s amazing leadership) 
has held 679 street stalls in Sydney’s southern suburbs and raised over $406,000 from selling lovely 
handknitted items and handcrafts.  This is a truly wonderful contribution to the CF cause and CFCC thanked 
Roslyn with flowers at her stall. 

Thank you again Roslyn!  You are an absolute star.  Enjoy your retirement. 

As we move into the second half of the year, our 
planning for our CF Gala Balls is well and truly underway. 
If you have ever been to one, you will know that it is a 
great night out, so save the dates (Saturday 14 August in 
Melbourne, and Saturday 16 October in Sydney). I hope 
to see you there. 

Until next time ... 

CF matters CF MATTERS 
CEO editorial

GETTING TO KNOW 
An active road to recovery  

Catching the next wave

A Trikafta diary  

Here comes the son

Conference time!

How ill- health has helped my career

How my son's diagnosis inspired a podcast

HEALTH AND RESEARCH
Trikafta decision deferred

Triple therapy working a treat

Trikafta, pregnancy and breastfeeding

PROGRAMS AND SERVICES
Our programs and services

Brotherly love

Self-care isn't selfish

Brushing up on their skills 

New CF website for Aussie physiotherapists

Need to educate a local health professional?

FUNDRAISING AND EVENTS
Bless their cotton socks

Picture perfect

CF Month 2021

Gala Ball

Tax appeal

65 Roses High Tea

Upcoming events

3

4
5
6
8
10
11
12

13
14
15

17
18
19
20
21
22

23
23
24
26
27
27
28

mailto:communications@cfcc.org.au
mailto:admin@cfcc.org.au
mailto:reception@cfcc.org.au
www.cfcc.org.au
www.cfcc.org.au


COMMUNITY FOCUS JULY 2021 JULY 20214 5

Jade Mitchell had a double lung 
transplant at the Alfred Hospital in 
Melbourne in June 2018.  
Throughout her school years, Jade, who lives 
with cystic fibrosis, kept active with ballet, 
swimming and other physical activities. She 
maintained her fitness throughout her 20s and 
early 30s. It was only in her late 30s that she 
experienced the significant decline in her lung 
function that led to a transplant at age 40.  

Jade completed early childhood 
development studies at university and was 
working as a private nanny. 

She felt this work better protected her from 
infection than employment at childcare 
centres where she would have groups of 20 and 
more children. 

However, with the decline in lung 
function, the medical advice was to stop 
working and prioritise improving her 
health. Even looking after small groups exposed 
her to respiratory infections.

To earn some income, Jade launched a small 
business sourcing drink bottles which were sold 
to lifestyle homewares stores. 

Even without exposure to young children, Jade 
found the work tiring and her lung function 
eventually dropped to 28%. 

She was also coughing up blood from time to 
time, a symptom of hemoptysis, a potentially 
serious CF-associated condition. 

Procedures to treat this condition were 
unsuccessful and a transplant was recommended 
as clearly the best way forward.  

The 12 weeks of physiotherapy-based 
rehabilitation at the Alfred’s gym following 
her transplant, plus her experience as a small 
business owner, generated the activewear idea. 

As Jade recalls, “I decided to treat the three 
days a week of rehab like going to the gym as 
I had done in my 20s and 30s. I wore gym gear 
and activewear and this gave me a positive 
mindset. Some of my fellow transplant recipients 
then purchased activewear from op shops.”

“By the end of the three months, there appeared 
to be a positive vibe amongst our group.”

As a result of her experience, Jade, with 
the help of her husband David, set up 
TX Active, a business that “aims to gift lung 
and heart transplanters with apparel to aid them 
and motivate them on their road to recovery.”

People who aren’t transplant recipients, but 
want to support them, are also able to arrange 
for activewear to be given on their behalf to 
those on the road to recovery.  

Ultimately, Jade would like to see her products 
sold and gifted not just to heart and lung 
transplant recipients but to any and all people 
who might be undertaking some form of 
physical rehabilitation.  

Having all participants at the Transplant Games 
wear her apparel is another ambition.  

Thanks to a successful fundraiser TX Active is 
launching this August and will be available for 
purchase online at txactive.com.au 

People can also email jado@thejado.com if they 
want to know more details.

Catching the next wave
Story by Tom Valenta 

Kristy Hodges lives in Sawtell, a small 
coastal town near Coffs Harbour on the 
New South Wales coast. It is an idyllic 
location with spectacular coastline and 
magnificent surf beaches. But Kristy, 
who is 42 and loves surfing and other 
sporting activities, has faced immense 
health challenges over recent years. 
Now, thanks to Trikafta®, she can again enjoy an 
active, busy life. 

In 2019, Kristy’s lung function had dropped 
to 22% and she was listed for a double lung 
transplant. She had spent half the year in hospital, 
was losing weight, had CF-related bowel issues, 
was on oxygen 24 hours a day and was having 
frequent intravenous infusions of medications. 
Half of her hospital stays were spent in the local 
Coffs Harbour hospital. For the rest she was 
flown to the Royal Prince Alfred and St Vincent”s 
hospitals in Sydney. 

Throughout this time, the single mother received 
strong support from her parents, Ian and Sue, and 
her daughter, Tallulah, who was then 11, became 
her principal, day-to-day carer. A resilient and 
compassionate girl, Tallulah gave her mother 
immense support. Support also came from the 
local community. 

It was a challenging time for a young mother. “I 
still remember going to a Year 7 orientation day 
in a wheelchair, on IVs and oxygen,” recalls Kristy. 
There were times when she feared she would not 
be around to see Tallulah grow up.

She was prescribed Trikafta® on “compassionate 
access” from its manufacturer, the international 
pharmaceutical company, Vertex. Her first dose 
of the new medication was in March 2020. A year 
later, her lung function had more than doubled to 
over 50% and it continues to climb. 

Hospital admissions have declined to the lowest 
levels since before Tallulah, who is now 13, was 
born, and Kristy has not required any intravenous 
infusions for over 12 months.

As her health has improved, Kristy has returned 
to work. A community services worker, she has 
two part-time jobs, both with NDIS providers, as 
a support worker and as a plan manager. 

As for the future, Kristy has ambitious plans. 
“I have always loved learning and would like 
to do more study, particularly in the fields of 
community services and social welfare. I also 
want to raise awareness about CF, especially 
amongst young people.” She recalls becoming 
indifferent to her own health as a teenager. 
“When I was 16, I lost a close family friend to CF 
and I got into my headspace that I’m here for a 
good time, not a long time. Mum would tell me 
that there would be a cure one day but if I had 
done damage to my lungs, it would not work 
as effectively for me. Sure enough, Trikafta has 
come out and we are so close to a cure.”

Kristy has recently bought a camper van and she 
is looking forward to travelling up the east coast 
with Tallulah. She has also joined a gym, swims 
in her pool and, despite some apprehension, is 
planning to return to her beloved surfing.

GETTING TO KNOW

An active road to recovery
Story by Tom Valenta 

http://txactive.com.au
mailto:jado@thejado.com
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A Trikafta diary

Hi! My name is Meesha, I’m 11 years 
old, weigh 29.9 kgs, and I have cystic 
fibrosis. My lung function is 36%. 

I recently found that I was eligible for 
Trikafta on compassionate grounds 
and I wanted to share my journey with 
others. I’ve been waiting for this for 
so long and am so excited to start my 
journey. 

Day 1
Giving thanks and saying goodbye to Orkambi 
(pink pills) for stabilising my CF.

I’m also so grateful that I have Trikafta!! As my 
auntie said, it’s Happy Trikafta Day! 

I swallowed my two morning pills at 7:30am.  
Details to come ...

Day 2
So last night was my first night and full dose on 
Trikafta and it was a little scary! 

Before falling asleep, I was having a really 
productive cough but managed to sleep. 

I woke up in the middle of the night with a 
coughing fit. This isn’t unusual for me, but it 
hasn’t happened in a while. 

I coughed until I threw up (luckily, mum had a 
vomit bag handy) BUT there was lots of bright 
red blood in my vomit and sputum. 

It was really scary because this has never 
happened before. 

I do have a chest infection (stenotrophomonas) at 
the moment as well. I fell back asleep and didn’t 
cough much after that.

Day 3
I’m feeling better today. I’m still out of breath, but 
I have more energy. I slept well and didn’t cough 
too much or vomit!

Day 4
Just had my morning dose. I had another great 
night and feel good so far. 

Day 5
Last night when I was sleeping, I started coughing 
and vomited everywhere! (Sorry mum!)

During the day, I had terrible tummy pains and 
heartburn. My diabetes is still the same, no real 
change. I’m not coughing as much during the day 
and sometimes it’s dry. 

I don’t have a heavy tight chest anymore either. 

I forgot to mention a few days ago, when I was 
coughing lots, my peg (the feeding tube in my 
stomach) starting bleeding but it wasn’t too bad. 

I’m going to a CF clinic appointment tomorrow so 
I should have more details and maybe a new lung 
function result. 

Stay tuned!

7

Day 6
(diary entry by Meesha’s mum)
Ups and downs!!

Today has been a day full of terribly bad stomach 
pains, to the point of tears! She can’t do anything 
and is fidgety with pain. 

But on the bright side she had her lung function 
test today and it was amazing! Normally she 
gets very tired after doing one test, let alone 
three in a row (they do three and take the best 
one). However, today she almost did the tests 
effortlessly. She didn’t lose her breath, didn’t have 
a coughing fit afterwards and didn’t tire. She felt 
like should could take a deeper breath than usual. 
Her results were: 

Test 1 FEV1 47%

Test 2 FEV1 49%

Test 3 FEV1 52%

That’s 52%!!! She was 36% 6 days ago!!! 

It’s exciting to see some results but it’s hard to 
celebrate as she’s in debilitating pain.

Day 8 
(diary entry by Meesha’s mum)
It’s been a long few days. Meesha has been 
riddled with stomach pains for four days now. 
Not knowing what it is has been hard. A potential 
intestinal block from Trikafta, or just CF, or new 
Trikafta side effects! 

She vomited again yesterday afternoon, but 
somehow had a burst of energy and played some 
basketball. The night was tough, with her not able 
to sleep with all the pain. 

This morning she seems to have turned the 
corner. She’s definitely not 100% but she’s also 
not in agony. Hoping this improvement continues. 

Day 15 
I’ve been feeling incredible!! I have SO much 
energy and I’m doing things I haven’t done in 
years! 

I love dancing but in the last two years or so, it’s 
been hard to dance for long periods. It’s the same 
with cartwheels. I think it’s been even longer 
than two years since I’ve been able to do one 
cartwheel, let alone more. 

But now, I can dance, do lots of cartwheels, 
jump on the tramp for a long time and not have 
a violent coughing fit, throw up or get so out of 
breath I can’t breathe. I can take deep breaths. I 
never knew I could do that or what it felt like!!!

I feel like I’m a different person. I’m not tired 
anymore and can play all day long. I’m also 
eating little bits too! I never did that. I ate a roll, 
chocolate egg and crackers and “fancy cheese” 
(Brie) as I like to call it, all in one day. Most days I 
ate nothing, literally nothing. My mom is so happy 

Best news today is my lung function (fev1) is 
56%!!!

No wonder I feel so great!! This is the highest it’s 
ever been!!!!

I hope all people with CF get to feel like this!! 

 

A little girl’s live record of her first few weeks on Trikafta.

GETTING TO KNOW
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Here comes the son
Emily Naismith looks back on her journey to motherhood.

I was floating in the ocean off the coast 
of northern Spain when I decided that I 
wanted to have a baby. Up until then, I’d 
just been living in the moment and not 
really thinking about the future. Having 
a baby’s not that hard, right? Birds, bees 
etc. Easy done! Well, I’m happy to report 
that I do now have a baby (technically 
he’s now a toddler) but it certainly wasn’t 
easy, or simple. Here’s now it happened.
Getting pregnant
After going through the genetic testing process 
to check my husband wasn’t a CF carrier, we 
were having absolutely no luck falling pregnant 
(despite me buying metric tonnes of ovulation 
test kits of eBay).  We consulted a fertility 
specialist that operated out of my local GP clinic 
who had some good insights, but unfortunately it 
still wasn’t happening for us. After six months or 
so of trying, a CF nurse at the hospital suggested 
we start looking into the IVF process as she knew 
it took quite a while to get set up in the system. 

Do we need IVF?
We chatted to a doctor at the IVF place who 
organised a heap of tests to work out if there’s 
a specific reason we may be struggling to fall 
pregnant. There wasn’t.

Starting IVF
After about six further months of tests, 
appointments, checks and counselling we were 
ready to start the actual physical process of 
IVF. I found injecting myself over breakfast each 
morning funny but also extremely surreal. We 
only told one or two people about going through 
this process. This meant I had to hide my “trigger 
injection” (that tells all the eggs you’re growing 
to be released) between the milk cartons and 
my colleagues left-overs in the work fridge. This 
made me slightly sick with nerves. 

The egg collection
“You took a while to start breathing again 
normally” is not exactly what you want to hear 
after waking up from an anaesthetic. They said if 
there needed to be a next time, they’d probably 
set me up with oxygen before they get started. 
But the good news is they “harvested” (yes, I 
am a field of wheat) 16 eggs. My doctor said 
she wanted to do everything she could to avoid 

me getting OHSS (ovarian hyperstimulation 
syndrome) so she gave me a trigger injection 
that can unfortunately reduce the number of 
viable eggs collected. This meant that of the 16 
collected, only two turned into viable embryos. 
These embryos were then frozen. 

Embryo transfer
Two months and two massive career changes 
(haha, do not recommend this while going 
through IVF) later, I was ready for the embryo 
transfer. This is when the doctor defrosts the 
embryo and sucks it up into a pipette to insert 
into you. The whole process was very quick and 
it’s absolutely wild to think I walked into that 
room not pregnant and walked out pregnant. 

The call
After a blood test at the IVF clinic, we received  
an amazing phonecall that confirmed I was 
actually – holy shit – pregnant! Then two hours 
later we received a call that our dog had terminal 
bone cancer. But at least we had those two hours!

Early pregnancy
After the six-week scan at the IVF clinic 
confirmed our little baby had a heartbeat and 
was looking as good as a microscopic baby can 
look, we felt like we could relax and enjoy the 
pregnancy. I knew that there was a lot to worry 
about while being pregnant, but it was such 
a journey to get here, I wanted to enjoy every 
moment. I did get a bit of morning sickness but 
it was nothing that a few multi-grain biscuits 
couldn’t fix.

Booking in doctors
In the end, I didn’t really have to choose a 
hospital because my CF team at The Alfred said 
that Monash was the only real option because 
there was the trifecta of a CF team, tertiary 
hospital and neonatal care. My obstetrician had a 
lot of experience with women with CF who have 
given birth, which filled me with confidence.

Health throughout pregnancy
Absolutely astonishingly, my breathing tests 
were the best they’ve been in years while I was 
pregnant. I’m yet to work out why that was 
because you’d think they’d be worse with a baby 
pushing up into your lungs. It was probably due 
to me actually looking after myself properly now 
that I had someone else to look after too. 

Diabetes
An oral glucose test years ago said I technically 
had CF-related diabetes, even though my blood 
sugars were always pretty fine. This meant I had 
to see a diabetes specialist at Monash regularly 
while pregnant and check my blood sugar 
before and after every meal. This was excessively 
draining but my blood sugars didn’t really go up 
throughout the whole pregnancy.

The birth
I was induced at 40 weeks and three days, as 
suggested by my obstetrician. I found early 
labour quite relaxing as I felt very supported by 
the midwives and by my husband. We listened 
to footy podcasts and bird podcasts for a few 
hours. Then shit started to get real. I vomited 
up all my expensive snacks and started getting 
uncomfortable. I’ll spare you all the details but I 
was pushing for quite a bit longer than expected. 
Turns out he was absolutely massive – 4.23 kilos 
with a gigantic 39cm head. 

The first few days
The recovery from the birth was harder than 
expected. I couldn’t walk for a few days while 
my body pulled itself back into shape and my 
stitches healed. I also found breastfeeding to 

be quite a challenge. My baby had low blood 
sugar so that also added to the stress. But things 
smoothed out over the five nights in hospital. By 
the sixth day, I felt ready to go home.

Breastfeeding
No one really tells you how absolutely ravenous 
you will be while breastfeeding. I was eating a 
minimum of three muesli bars throughout the 
night (one after each feed). It is quite hard to 
keep yourself fuelled with food and drinks while 
looking after a newborn that you’re fuelling in 
turn, especially with the added calories needed in 
a CF diet. 

 Early motherhood
The first six weeks was tough physically and 
emotionally. At a minimum I was feeding him 
every three hours, which makes it hard to 
function due to lack of sleep. It was absolutely 
mind blowing to be a mum though. Every single 
thing he did made my heart explode. Each week 
kept getting easier too. Sure, there were new 
challenges all the time, but my confidence as a 
mum was growing. 

Health in the months after birth
I found it hard to find time to do my physio twice 
a day, so this dropped back to once a day (which 
is where it’s stayed for almost two years now). I 
did another oral glucose test a few months after 
giving birth and I no longer have diabetes (but 
I’m in the pre-diabetes range). 

I haven’t been able to blow a breathing test 
as solid as when I was pregnant, but my lung 
function is at my pre-pregnancy baseline of 
around 69% still. 

The road to becoming a mum and then finally 
becoming a mum has definitely flicked a switch 
in my brain to actively look after myself .more. I 
want to give my son the best possible life and be 
by his side to experience it all. 

GETTING TO KNOW
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Conference time!
The 14th Australian CF Conference is almost upon us. CF Australia’s Nicki Mileham tells us what to 
expect.

How ill-health has helped my career
By James Gallacher, facilitator and career coach

I got dealt a bad set of lottery numbers 
in the genetic lottery. Forty-eight years 
ago, I was born and diagnosed with 
cystic fibrosis. 
From this, I also have other complications, 
including Type 1 diabetes and liver disease from 
the years of life-saving antibiotic courses. 

Damn, nice cards!

But while cystic fibrosis is not exactly front and 
centre on my resume, I can think of at least three 
ways in which it’s helped my career. 

First, because of my life long battle with this 
disease, I developed a sense of perspective from 
an early age. As a mere teenager I went to way 
too many funerals of “hospital friends,” the sort 
of funerals that we don’t usually experience in 
our formative years. The result was a high level 
of emotional awareness, when it comes to both 
my own needs and the needs of my colleagues. 
Empathy, diplomacy and courage are all career 
assets.

Second, resilience. When I look back on the 
number of hospital “tune-ups” I’ve endured, I feel 
like an old boxer who’s continually been knocked 
down onto the canvas, only to get up again, dust 
himself off, and fight on. And I think to myself: 
what a skill! 

In the corporate world, I very quickly learned to 
roll with the inevitability of project mistakes and 
set-backs and stay focused on the next step. 

The third career bonus, of sorts, of life with CF, 
is that made me more able to define personal 
success. In my early years, the prognosis for 
children was very poor, but as I have grown so 
too has the effectiveness of treatments. 

My definition of success used to be simply 
surviving into my late teens, and then into 
my early 20, but now it is measured by my 
strong family, my growing strong professional 
connections and the strong legacy I will leave as 
a facilitator and career coach.

The bottom line is that If I can help others find 
their success, and do so with empathy, resiliance 
and perspective, then I have not just given a 
bonus, I have been given a bonus.

GETTING TO KNOW

Why do we have a conference?
They’re a great opportunity for knowledge-
sharing and clinical improvement. We split our 
conferences into lay and medical streams and 
this helps keep our events lean and focussed. 
Researchers and practitioners in the field of CF 
can meet to forge partnerships, share best clinical 
practice and learn about cutting edge research. 
The Lay community benefit from knowledge 
sharing, coordinated advocacy and an abundance 
of peer support. 

How much work goes into organising 
them?
A huge amount! In fact, work began on the 
upcoming conference before the previous one 
was even finished. Committees, speakers, venues, 
special attendees and sponsors need to be 
organised for both the Lay and Medical stream. 

The pandemic has also imposed its own 
challenges, and we have had to get the balance 
right for a hybrid conference that combines 
virtual and traditional elements. We hope we met 
those challenges, and we look forward to staging 
an event that people can attend in person or 
watch online or a bit of both!  

What do you tend to look for in 
speakers?
We look for dynamic and innovative speakers 
and it’s important that our researchers also get 
a chance to present their work – a lot of the CF 
research being conducted in Australasia is really 
cutting edge! 

What are you most looking forward to 
this year?
We have a number of overseas speakers who will 
pre-record or connect live online. These overseas 
experts would have found it difficult to reach 
our shores even before the pandemic, but now 
we will have access to their amazing ideas and 
insights. The new format has definitely added 
another dimension to the conference. 

Will going online make it easier to 
participate?
I feel this year it should be far easier for people 
to participate as everything can be viewed on our 
Consumer Connect platform live or later where it 
will all uploaded. We have operated CC for a long 
time and we know that engagement is always 
lively and interactive.

https://www.cysticfibrosis.org.au/what-we-do/14th-
australasian-cystic-fibrosis-conference-2021

https://www.cysticfibrosis.org.au/what-we-do/14th-australasian-cystic-fibrosis-conference-2021
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How my son’s diagnosis inspired a 
podcast

Trikafta decision deferred 

As we now know, those hopes 
have been temporarily dashed. 
But as CFA CEO Nettie Burke 
writes, we won’t stop fighting 
until it is. 
Gary Kasparov once said that chess is an 
endurance game. If so, then good chess 
players will make good Advocates.

Everyone involved with this cause knows 
how important it is, no one more so 
than the individuals who manage CF in 
their own lives or whose family members 
endure the symptoms of CF every day.

To these people we repeat our promise 
that Canberra will get no respite from 
CFA until Trikafta is green lit and available 
to all.

We are up against formidable challenges. 
Vertex is a multi-billion dollar company 
that, for geo-strategic reasons of their 
own, has decided to play hardball 
with the Australian government. The 
callousness of this posturing may not 
be lost on them as individuals, but it is 
certainly lost on their corporate culture, 
which has taken a frankly mercenary 
path.

At the same time there may be more that 
the government can do to bring Vertex to 
the table, and there is more that we can 

do to put pressure on them both. After 
a slew of meetings in Canberra over the 
last two weeks and a marathon of phone 
calls, I believe that Trikafta talks are 
beginning to pick up steam again.

The PBAC deferment was a blow, to 
be sure, but both parties have shown 
some willingness to clean the slate and 
return to the negotiating table. And I am 
pleased to confirm the Dept of Health, 
Vertex, Prof Wark and Prof Jaffe and 
two CF consumers joined me for CFA’s 
Trikafta Stakeholder Meeting in Canberra. 
Hard questions were put to all and let’s 
hope we moved the needle a little and 
brought us all closer to access to Trikafta.

I am not asking for your patience. Quite 
the opposite. Instead, I am asking you to 
show your impatience to the world. The 
Change.org petition that is well on its way 
to 75K signatures is a great start, as are 
the moving and visceral letters that you 
have been sending to Parliament about 
the urgency of this cause.

These are the hard yards. This is the long 
haul. But we are on our way because at the 
end of the day Trikafta is non-negotiable.

To sign the petition go to:                 
https://www.change.org/p/yestotrikafta-
a-call-to-the-to-put-life-changing-drug-
trikafta-on-the-pbs

By Ingrid Grenar, host of “What the CF! A Cystic Fibrosis Podcast”

Hopes were high earlier this year, when PBAC met to decide 
whether to subsidise Trikafta. 
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We’ve just passed the year anniversary 
of our son’s cystic fibrosis diagnosis. I 
don’t know if a parent ever gets used to 
the twisted-gut feeling that your child 
will have more challenges in life, but I 
can say that our inauguration into the 
club no-one wants to join has been full 
of support, kindness and hope.
When our son Orson was diagnosed at six 
months old, we were shocked and devastated. 
The road to diagnosis took several painful weeks. 
What started with kisses on salty skin soon 
became a persistent cough, prompting many 
GP visits and eventually an X-Ray - the results of 
which opened the gates to the possibility of CF. 

From the first moment seeing his foggy little 
lungs, we knew this was going be a rollercoaster 
and we weren’t wrong. The overwhelm was real, 
and although the team at the hospital were 
amazing, it was in the online CF community 
that we found an abundance of warmth and 
understanding.

I decided to produce a podcast to give back to 
and galvanise the amazing CF community that 
we now found ourselves a part of. And, I guess, 
it also gave me something positive to work on 
around what is ultimately every parent’s worst 
nightmare. 

“What the CF! A Cystic Fibrosis Podcast” was 
born out of a curiosity to learn more about this 
disease, support others, tell stories and share 
experiences while we navigate our own CF 
journey. I wanted to be able to talk openly and 
honestly about Cystic Fibrosis from a layman’s 
perspective but also committing to consult 
experts when needed. 

The most popular episode of the series was the 
first one, which was also the hardest to make. 
In this episode, my husband Ian and I talk about 
what the road to diagnosis was like for us. This 
was a very confronting process and was in fact 
the first time we had actually sat down and 
reflected on everything that had gone on over 
the previous 12 months. To hear that this helped 
others has gone some way in aiding us to heal 
from the initial shock and grief of receiving that 
diagnosis for our little baby boy. I never expected 
that it would resonate with so many but I’m so 
delighted it has.

And we’re not the only parents in the series 
to share our story. Two of the most emotive 
episodes are ones where we interview other 
parents of children with CF. We spoke about the 
memories of their child’s diagnosis, telling friends 
and family and the awkward, weird and wonderful 
things people say to you through our feature 
“What The CF Moment”. Nobody gets through 
these without a few tears.

The messages of support, thanks and personal 
stories have been wonderful to read and make all 
the hard work worthwhile. I now realise just how 
much parents need each other and that sharing 
our experiences helps people feel less alone and 
more able to open up and share their own stories. 
We’re stronger together.

To learn more, or listen, 
go to https://anchor.fm/what-the-cf-pod

https://anchor.fm/what-the-cf-pod
https://www.change.org/p/yestotrikafta-a-call-to-the-to-put-life-changing-drug-trikafta-on-the-pbs
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Triple therapy working a treat
Researchers from the Free University of Brussels and the University of California have found that 
triple therapy is just as effective in real life as it is the clinical trials.

What was your research question? 
In clinical trials, triple therapy was seen to reduce 
symptoms and improve airway obstruction, but 
patients with the most severe form of airway 
obstruction had been excluded for safety 
reasons. We wanted to check whether triple 
therapy is as effective in real-life, including in 
patients with severe airway obstruction.

Why is this important? 
The clinical relevance of our study was twofold. 
On the one hand, the aim was to confirm 
treatment effects and safety of triple therapy in 
a real-life setting (as opposed to the clinical trial 
setting). On the other hand, our focus on patients 
with severe airway obstruction was meant to fill 
a knowledge gap, since these patients are not 
usually included in large clinical trials, despite 
representing a sizeable portion of the cystic 
fibrosis patient population.

What did you do? 
We followed 14 patients with cystic fibrosis who 
started triple therapy, including patients with 
severe airway obstruction, previously excluded 
from clinical trials. Treatment effects in terms 
degree of airway obstruction (via standard and 
more sophisticated lung function testing) and 
number of acute exacerbations were noted. 
Treatment safety was monitored by clinical 
examination and blood testing. Patients were 
followed up at two weeks, four weeks and 
monthly thereafter for three months.

What did you find? 
As soon as two weeks after treatment onset, 
significant improvements in airway obstruction 
were observed, and these persisted throughout 
the entire study period. A significant decrease 
in the number of exacerbations was noticed. 
Treatment effects were similar in patients with 
severe airway obstruction as compared to those 
with less severe airway obstruction. We were 
also able to show that the majority of the effect 
can be attributed to the smallest airways in the 
peripheral lung, which is difficult to measure with 
standard lung function techniques. Treatment 
is safe, however, one patient had to interrupt 
treatment because of liver toxicity.

What does this mean and reasons for 
caution? 
This study confirms that triple therapy works 
well on reducing symptoms, improving airway 
obstruction and reducing the number of 
exacerbations, even in patients with severe 
obstruction and that treatment is safe. However, 
it remains important to closely monitor each 
patient, since adverse events like liver toxicity 
can occur.

What’s next? 
Since the number of patients in our study was 
rather small, we believe that similar studies 
in a larger number of patients still need to be 
performed to confirm our findings. Our study has 
indicated which biomarkers are particularly likely 
to be useful in the process.

Interview courtesy of “Cystic Fibrosis Research 
News”, a publication of the “Journal of Cystic 
Fibrosis” and the European Cystic Fibrosis 
Society.
Title: Peripheral lung effect of elexacaftor/
tezacaftor/ivacaftor in adult cystic fibrosis 
Lay Title: Triple therapy is equally effective in real 
life as in the clinical trials. 
Authors: Stylemans Dimitri a , Darquenne 
Chantalb , Schuermans Daniëla , Verbanck Sylviaa 
, Vanderhelst Eefa 
Affiliations: Respiratory Division, Vrije Universiteit 
Brussel (VUB), Universitair Ziekenhuis Brussel 
(UZ Brussel), Laarbeeklaan 101, 1090 Brussels, 
Belgium; Department of Medicine, University of 
California, San Diego, CA 92093-0623, USA

Trikafta, pregnancy and breastfeeding

In this interview with The Journal of 
Cystic Fibrosis, Jennifer L Taylor-Cousar 
and Raksha Jain share what they found.  

What was your research question? 
We aimed to determine if it is safe for women 
with CF and their babies for these women 
to continue Trikafta during pregnancy and 
breastfeeding.

Why is this important? 
Animal studies showed that Trikafta crosses the 
placenta and is present in breastmilk. Babies of 
animals exposed to Trikafta at normal human 
doses during pregnancy did not have birth 
defects. 

However, Trikafta has not been studied 
in pregnant people or women who are 
breastfeeding, so the risks to the developing and/
or breastfeeding baby are unknown. 

On the other hand, previous data shows that 
some people with CF who suddenly stop taking 
their modulators become ill. 

For this reason, it is difficult for women with CF 
to know if they should continue or stop their 
modulators during pregnancy and breastfeeding.

What did you do? 
We sent a two-page questionnaire to CF clinical 
care providers regarding women with CF who 
continued Trikafta during pregnancy and/or 
lactation. 

Without providing any names or dates of birth, 
center staff answered questions regarding 
women’s ages, CF mutations, duration of use of 
Trikafta during pregnancy, whether the mother 
or baby experienced any complications during 
pregnancy or breastfeeding and whether any 
complications that occurred were thought to be 
related to use of Trikafta.

What did you find? 
We received 45 responses on pregnancies during 
which the baby was exposed to Trikafta for some 
or all of the pregnancy. 

There were two accidental pregnancies that 
occurred after women started Trikafta which 
resulted in termination. 

Complications in 2 of the mothers and in three of 
the infants were thought to possibly or likely be 
related to Trikafta. 

Researchers from the National Jewish Health and the University of Texas have been exploring 
whether is it is safe for women to continue taking Trikafta during pregnancy and breastfeeding. 

HEALTH AND RESEARCH
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Trikafta, pregnancy and breastfeeding Our programs and services
We provide a range of programs and services to individual and families living with CF                 

throughout NSW and Victoria

Our programs and services include community 
and hospital support, referrals, peer and social 
support, counselling, advocacy, information, 
education and awareness, community events and 
financial support, including subsidies for essential 
physiotherapy equipment (eg nebulisers, PEP 
devices, spirometers, and related replacement 
parts) and other CF-related expenses.

To be eligible to receive our programs and 
services, you must be a continuous current 
member of CF Community Care.

During the year we often also receive additional 
funding for new one-off programs and services, 
so please keep an eye on our website for a full list 
of our programs and services.

Accommodation assistance for regional 
members
If you live in a regional area and need to travel 
to a CF clinic appointment, or you are having a 
long hospital stay in Melbourne or Sydney, our 
accommodation assistance program can help. 

We can assist with the cost and booking of 
accommodation for:

• your family (so they can be nearby during a 
hospital stay), or 

• yourself (if you have an early or late clinic 
appointment).

You may also be able to access support through 
state government patient transport assistance 
schemes such as the Victorian Patient Transport 
Assistance Scheme (VPTAS) or the NSW 
Government Isolated Patients Transport and 
Accommodation Assistance Scheme (IPTAAS).

CF-related reimbursments
We also reimburse the cost of medications, 
supplements, hospital parking and more

In 2020 we reimbursed over 189 people up to 
$200 each for CF-related expenses such as 
medication, supplements and hospital parking.

If you would like to know more about our CF 
reimbursement program, visit our website 
or contact your local Programs and Support 
Services team.

Tutoring support for students living 
with CF

Our CF Study Support program provides free 
online tutoring for school-aged members with 
CF. If your child is falling behind in school due to 
absences, or could benefit from further support, 
some free sessions with a volunteer tutor may be 
just what they need. 

But while tutoring can help students become 
independent learners and develop the work and 
study skills needed to succeed in school, it is not 
just about academic improvement. 

PROGRAMS AND SERVICES

Five of the six women who stopped taking 
Trikafta because of the unknown risks to their 
babies decided to restart during pregnancy 
because they became ill. Twenty-six babies were 
exposed to Trikafta during breastfeeding. No 
complications were reported following exposure.

What does this mean and reasons for 
caution? 
Many women with CF are expressing desire 
to have children, and pregnancy rates are 
increasing. Complications of pregnancy for 
women and their babies are common for women 
with CF, especially in the setting of maternal 
diabetes or low lung function. 

Following Trikafta exposure during pregnancy or 
breastfeeding, caregivers considered very few 
complications to be possibly or likely related to 
Trikafta use. 

However, this study was very small. Larger 
studies are needed to determine if the benefits 
(mom’s health stability) of Trikafta use during 
pregnancy and breastfeeding outweigh any 
potential risk to the health of her baby.

What’s next? 
Maternal and Infant Outcomes in the Era of 
Modulators (MAYFLOWERS) is a CFF-funded 
large, prospective (following women and their 
babies forward in time), multicentre study. 

As part of the study, we will collect data to 
evaluate the impact of Trikafta use during 
pregnancy and lactation on women and their 
babies.

Interview courtesy of “Cystic Fibrosis Research 
News”, a publication of the “Journal of Cystic 
Fibrosis” and the European Cystic Fibrosis Society.
Title: MATERNAL AND FETAL OUTCOMES 
FOLLOWING ELEXACAFTOR-TEZACAFTOR-
IVACAFTOR USE DURING PREGNANCY AND 
LACTATION 
Lay Title: IMPACT OF TRIKAFTA ON MOTHERS AND 
BABIES DURING PREGNANCY AND LACTATION
Authors: Jennifer L. Taylor-Cousar and Raksha Jain 
Affiliations: National Jewish Health Departments 
of Internal Medicine and Pediatrics, Denver CO 
USA  and the University of Texas Southwestern, 
Department of Internal Medicine, Dallas, TX USA
Original manuscript citation in PubMed https://
pubmed.ncbi.nlm.nih.gov/33762125/

mailto:nswsupport1@cfcc.org.au
mailto:support@cfcc.org.au
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Its many other benefits include:

• increased confidence and attitude

• improved social and behavioral skills. 

Members living in Victoria may also be eligible 
for a $500 online tutoring voucher through 
Learnmate Tutoring.

Find out more at our website or contact your 
local Programs and Support Services team.

Planning on attending the 
Australasian CF Lay Conference?
This year’s Australasian CF Lay Conference will 
held online on the weekend of 7-8 August and 
cover a wide range of topics, including:

•  gut health, probiotics and natural therapies

•  mental health

•  modulators and new therapies.

CFCC members may be eligible to receive a 
reimbursement of up to $50 off the cost of 
registration to the Lay Conference. 

Find out more by contacting your local 
Programs and Support Services team:

• nswsupport1@cfcc.org.au or (02) 8732 5700 
(NSW)

• support@cfcc.org.au or (03) 9686 1811 
(Victoria).

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

If you don’t receive PASSwords but would like to 
subscribe, visit our website or contact your local 
office:

• reception@cfcc.org.au or (02) 8732 5700 (NSW)

• admin@cfcc.org.au or (03) 9686 1811 (Victoria)

Brotherly love

Soon to be seen on some noisy pub 
stage, Max Jackson-Seccombe is the 
latest recipient of our Carers and 
Siblings grant**. We’re sure his parents 
and neighbours were thrilled to know 
that the money went towards a new 
drum kit.

What’s it like having a brother with CF?
There’s not a huge difference having Jackson as 
my brother living with CF from other families but I 
do seem to have to do more chores than Jackson 
around the house because he always seems to be 
doing physio or getting his medication sorted.

Occasionally you might have to miss out on 
going somewhere if your sibling is unwell and 
understand why you have to do more chores 
around the house and why they get more time off 
school to go to appointments.

Is it important to take a mental health 
break sometimes? 
I love listening to all kinds of music and playing 
the drums.  It’s a distraction for me. My school 
offered to teach us (the students) a musical 
instrument and I chose the drums.  I have been 
playing the drums for 2 years.

I am in my school band at the moment but when 
I finish school, I will probably still play for fun. I 
practice most nights because I like playing the 
drums not because I have to.

**Supported with funding from the Victorian 
Government, CFCC’s Carer’s  Grants program 
closed on 1 June 2021.

Is its own reward. But a drum kit is good too. 

If your answer is “yes” then you can call 
yourself a carer. And as social and health 
worker Janet Ray explains, that’s not just 
a word, it’s a serious job. 
Anticipating the needs of a person you care for can 
be extremely taxing. Alongside practical duties, 
it’s a full-time job that comes with all sorts of 
emotional complexities, which can eventually lead 
you to deprioritise, or even forget, your own needs. 

This is an entirely normal way to cope. But it is also 
a very bad one.

As the age-old cliché has it, you can’t care for 
someone else if you don’t look after yourself. Your 
own needs don’t simply disappear just because 
someone else’s seem a little more pressing. It’s not 
self-indulgent to tend to them. It is just something 
that has to be done.

But he good news is that self-care doesn’t have 
to involve a whole new regime or grand new 
philosophy of life. To my mind, there just a few 
key areas that you need to really focus on to keep 
yourself healthy in mind, body and soul. Here five 
simple little things that can make a big difference 
to your mental health. 

Don’t be afraid to ask for help 
Don’t wait for other people to guess how you’re 
feeling. Start a dialogue and say what you need. 
Speak up and reach out to your friends and family. 
Trying to do it all on your own is a sure path to 
caregiver burnout. 

And please don’t ever be ashamed to say “yes” 
if someone offers to help! That’s what makes 
the world go around. Maybe they could do 
some shopping or cooking for you? Maybe they 
could drive to doctors’ appointments? There are 
probably all sorts of very simple ways that people 
in your life could make that life easier.

Stay connected with others
Connecting with other people isn’t just fun. It is 
fundamental to your mental health. 

So please make time to go out for a coffee or a 
walk with a friend, or even just connect on the 
phone or through social media.

Joining a support group or a carers group can also 
be a good idea, as they allow you to connect with 
people who have been through the same things. 
Sometimes you just want to talk to someone who 
can immediately understand what you’re going 
through, and respond with relevant stories or tips. 

Don’t be afraid to get support
There’s no shame in seeing a professional 
counsellor. They’re simply someone who can help 
you to talk through your worries and find new 
ways to manage stress. You can contact our phone 
counselling service, if you like. You can also find 
counselling services in your local area.

If you’re employed, it might be worth talking to 
your employer about your caring duties, if you feel 
able. There might be measures they can put in 
place, such as flexible working, to make sure your 
work/life balance is manageable. Your workplace 
may also have access to an Employees Assistance 
Program that can offer you free professional 
support.

Maintain your own hobbies and 
interests
When you’re looking after someone, it’s easy to 
lose sight of your own passions, hobbies and 
interests. But they are a big part of what makes 
you you, so it’s important to make a little room for 
them. Whether it’s popping on your favourite TV 
series, playing some tennis or joining a local choir, 
doing the things that you like doing best will make 
a world of difference to your state of mind.

Relax and take breaks
Caring can be a nonstop job. But every human 
being needs to rest and recharge, and just 
generally do a bit for themselves

So take a break every day. Take a few, if you can. 
While caring can sometimes mean being on call 
24/7, you shouldn’t feel guilty about enjoying a 
coffee, reading a book or taking time out to see a 
few friends.

If you’re a live-in carer, it can also be good to put 
aside a spot just for you. It could be a room, a chair 
or a corner of the garden – basically anywhere 
where you can relax and feel comfortable. 
Relaxation techniques such as meditation can also 
help with stress or poor sleep. 

Resources
Need help providing help? 

• Carer Gateway - 1800 422 737 

• NSW Carers Network - 02 9280 4744 

• Carers Victoria Advisory Line – 1800 514 845

• Little Dreamers - www.littledreamers.org.au

• Centrelink Carers Line – 137 717

Self-care isn’t selfish
Do you help look after someone with cystic fibrosis? A partner, say, or a parent or sibling? Or a 

niece, neighbour or old and dear friend?

PROGRAMS AND SERVICES
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Brushing up on their skills 
We all have an artist buried somewhere inside us. And every now and then, they have a chance to 
come out. Concluded on 1 June 2020, the Create and Connect program** enrolled Victorian members 
in a series of creative workshops. Sit back and admire the results.

LEAH BOILEU-EVANS
"Art has been one of my joys since I was in primary 
school. It definitely helps me deal with some of my 
stressful days and can make me feel productive, as my 
limitations do not impact on me doing art.

I was a little nervous about doing the sessions on 
line but it was actually easy and fun, especially as it 
was with my mum. We learnt some new techniques 
and tried some arts that we had never done before.  

Sometimes I get a bit down and struggle to do 
anything but if there is anything that can help me 
(other than my dog!) it is being able to do art." 

LIAM METCALFE EVANS
"I decided to do the course because I wanted to learn a new 
way of painting. 

I am doing art subjects at school and wanted to be able to 
use something new in that class. 

I want to do something art-related in university and I hope I 
can use it to work towards a career. 

If I don’t, I think I’ll keep on doing it for fun anyway."  

ARI JEWELL
"Drawing pictures and making up worlds is a lot of fun. I just really enjoy 
creating pictures. I guess it can also help when I’m feeling a bit down

Time with my mum and learning how to paint were the main things (that 
I got out of the workshop), though it was also just very nice to sit outside 
and calmly paint while drinking a raspberry soft drink.

I definitely thing I’ll do lots more art in the future! I won’t stop any time 
soon." 

JANE O’BRIEN
"I’ve been watching my daughter’s artistic talents develop and 
thought it might be interesting to try something myself.  It was a great 
opportunity to learn some new skills and techniques and connect with 
other people. I really enjoyed doing the workshop with one of my 
close friends.

She taught us techniques and we then had to paint a flower using 
what we’d been taught. It’s a fun hobby and a bit of an outlet from 
the day-to-day things I need to do to manage CF." 

New CF website for Aussie 
physiotherapists

Story by Tom Valenta.

First launched in 2019, a website about 
physiotherapy for people with cystic 
fibrosis is proving a major success.
Originally designed for Australian and New 
Zealand physiotherapists, https://cfphysio.com/ 
now attracts a range of healthcare professionals 
from around the world, as well as university 
students studying physiotherapy or medicine.

The site is the brainchild of one Jenny Hauser, a 
physiotherapist who’s been treating adults with 
CF at the Royal Hobart Hospital for more than 
15 years. Originally from Western Australia, she 
says that Tasmania’s relatively small population 
created limited opportunities for junior and 
regionally based physiotherapists to gain regular 
experience in CF, and the state is also little short 
on regular specialist education. 

The website idea was born. Her concept 
became a reality in 2018 when Cystic Fibrosis 
Australia and the Thoracic Society of Australia 
and New Zealand received a grant from Vertex 
Pharmaceuticals.

Developed with input from 25 specialist CF 
physiotherapists across Australia and New 
Zealand, cfphysio.com now boasts more than 
800 registered users.

Late last year, Jenny also launched a second 
website aimed at people who use physiotherapy 
rather than practice it. The site has particularly 
beneficial in the context of COVID. As Jenny 
points out, “When providing virtual treatment, 

we have had to educate our patients on how 
to use new devices. This can be challenging 
for both the physiotherapist and the patient. 
Therefore, we plan to produce more videos of 
patients using these devices so that a patient 
can reinforce what their physio teaches them by 
watching the videos – and they can reference 
these whenever they need to. It will help them 
master treatments and achieving optimal airway 
clearance or inhalation therapy.” 

She also plans to introduce a toolkit to 
help parents of kids with CF adhere to their 
physiotherapy programs. 

Jenny’s ultimate ambition is to see a  
multi-disciplinary hub where all relevant 
healthcare professionals can gain access to 
information about CF. 

This would help ensure that all people living 
with CF would be able to improve the care 
they receive with access to evidence-based 
education, no matter their education where they 
happen to live. 

The team at CFPhysio.com are seeking more 
input direct from the CF community to develop 
more valuable resources. If you would like to be 
involved, please email info@cfphysio.com and 
someone will be in touch.

https://cfphysio.com/
mailto:info@cfphysio.com
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Need to educate a local health 
professional?

The CF community is getting bigger 
and older and this is clearly a wonderful 
thing. 
Where teenagers with CF were once relatively 
rare, and people in their 20s, 30s and 40s almost 
entirely unheard-of, most kids with CF today will 
make it long past middle age, and most likely get 
to meet their grandchildren. 

But this population boom does, of course, come 
with a handful of challenges– and one of them is 
increasing pressure on the clinical teams.

“While at present there’s not a shortage of clinics, 
per se, we are certainly seeing time pressures 
increase on the people who work in them”, says 
Tessa Waterhouse. 

The coordinator of cfstrong.org.au – a website 
about some of the challenges of adult life with 
CF - she points out that “people often get really 
attached to their the psychologists, doctors, 
physios and so on from their clinics, and they 
think that no-one else knows CF like they do.”

“Plus no-one likes having to constantly retell the 
same stories.”

“The result is that adults with CF often tend to 
wait until they can go to their clinic to resolve 
some issue instead of seeking support away from 
the hospital system.”

“To take a bit of pressure off the system, we 
need to help people with CF develop stronger 
relationship with their local health professionals - 
and part of that process involves training  
them up.” 

CFCC’s solution is a printable 44-page booklet 
developed with CFWA that can now be found on 
the CF Strong website.

Equally easy to email, “Resources for Health 
Professionals: A Guide for Health Professionals” 
provides a comprehensive overview of the 
condition for health professionals who do not 
specialise in, or are unfamiliar with CF. 

“It’s pretty much just a resource that people can 
take to an appointment with a new GP, physio,, 
psychologist, nutritionist or personal trainer - or, 
better still, email in advance.” 

It covers all aspects of CF, including 
gastrointestinal, psychosocial, infection 
prevention and control, lung transplantation, 
family planning, end-of-life issues, continuing care 
in the community, and future directions. 

“It’s a lot more comprehensive and specialized 
than just your standard just reading for a 
layperson,” says Waterhouse.

“But anyone whose job is to help maintain 
your health, other than respiratory specialist, is 
probably going to learn something useful.” 

The guide is available at:

https://cfstrong.org.au/wp-content/
uploads/2021/03/CFCC001-Health-Professions-
Booklet-2021-Update_WEB.pdf  

Picture perfect
Meet Spencer, our smallest fundraiser. 

In a quiet brown-brick house in an even quieter 
Melbourne suburb, a little boy spent the month of 
May hard at work with his paintbox. 

Several dozen drawings lay scattered around him – 
but he wouldn’t stop until he hit 65.  

Born with cystic fibrosis, like his two baby brothers, 
Spencer Quinnell was a boy on a mission. 

And that mission was to raise $650 for other 
people just like him by painting and selling 65 
pictures of roses. 

Inspired by the way some kids pronounce “cystic 
fibrosis”, the roses were made available for sale on 
his family’s Facebook page, Three Rose Boys, and 
as works of art go, they’re fantastically cute. 

“Because the boys have all been sick we were 
racking our brains of something that could be done 
from the comfort of home if need be!” says Liv, 
Spencer’s ever-upbeat mum.

“The first weekend of April has always been our 
nemesis, virus-wise, and this year was no different. 

So we brainstormed some ideas and Spencer 
decided to draw some roses to sell with a goal of 
raising $650.

“We wanted to use CF Month  is as a chance 
to teach Spencer about giving back to the 
community that gives so much to us.”

“He’s an absolute angel!!” the proud mum adds. 

“We could not be prouder of the person he is and 
hope he continues on this path as if he does he will 
be amazing adult!!

“He is kind, respectful and hilarious. He is quite 
socially aware and smart which I love too!”

“I’d also like to add that we have some pretty 
amazing friends and family who come to 
fundraising balls and lunches with us ...  and buy 
pictures of roses that they don’t really need!”

On Saturday 12 June the South 
Sydney Rabbitohs pulled up their 
socks for cystic fibrosis – literally. 
They raised awareness and funds at Stadium 
Australia during their match against the 
Newcastle Knights by wearing socks with the 
rose logo. Isabella Borg, 14 and living with CF, 
represented the Bunnies in the coin toss and 
at halftime Jai Arrow stepped up and kicked 
for charity, slotting all four kicks and raising 
$5,000, thanks to Suttons South Sydney. 

The Rabbitohs then auctioned off the signed, 
player-worn socks. 

All funds raised at the game go toward the 
2022 65k 4 65 Roses Walkathon and will 
be split between CFCC and The Children’s 
Hospital at Westmead.

FUNDRAISING AND EVENTS

Bless their cotton socks

www.cfstrong.org.au
https://cfstrong.org.au/wp-content/uploads/2021/03/CFCC001-Health-Professions-Booklet-2021-Update_WEB.pdf
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Heroes don’t always wear a cape but 
they do participate in Cystic Fibrosis 
Month. 

To each of you who joined the fight against cystic 
fibrosis this May we want to say  big THANK YOU 
as your support will make a real impact in the 
lives of people living with CF across New South 
Wales and Victoria. 

This year 1,023 participated in our largest 
fundraising campaign raising $126,544. Whether 
you planted or dedicated  a virtual rose or set up 
your own personal rose garden; bought a fresh 
rose, set yourself a 65 Challenge Your Way or 
walked 65k in May, we sincerely appreciate your 
ongoing invaluable support. 

We could not provide our range of 20+ programs 
and support services  without the commitment 

To learn more about Cystic Fibrosis Community Care, to become a member or support our cause, please phone 
03 9686 1811 or email admin@cfcc.org.au

COMMUNITY FOCUS MARCH 202124

and dedication of our community fundraisers 
ambassadors, volunteers and corporate 
supporters -- oOh! Media, Wafex, QMS, Thirty 
One Twenty One, and Bendigo East Malvern 
Community Bank who all contributed by getting 
the word out, sharing their stories and ensuring 
that we ran a successful fundraising and 
awareness campaign.

Across Australia on our day of significance 
Friday 28 May, we saw numerous landmarks 
and buildings all lit up red.  Outdoor billboard 
advertising as well as over 4.000 office screens 
across over 650 key office tower locations, and 
over 1,500 café screens nationally all promoting 
‘Cystic Fibrosis Day’ in support of people living 
with CF. 

From all of us, once again, we thank you for 
being a hero and helping us get that much closer 
to zero lives affected by CF. 

568
CFM FB
frame

5,887
Active

engagement

34
EDM/FB/

Insta posts

1,225
Online roses 

sold

27
Personal

rose gardens

650

1,700
Fresh roses

sold

1,023
Participants

4,000
Advertising

over 

Office screens 

1,500

$126,544

Cafes

Office spaces 

mailto:admin@cfcc.org.au
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Tax Appeal

Thank you so much for your support 
towards our appeal. Every donation 
helps CF families, not just today but 
long into the future. 

Here’s a “Thank you” message from our 
amazing appeal families:

Funds raised from this appeal will help 
provide access to advanced medication, 
essential breathing equipment and vital 
support services to cystic fibrosis families. 

We would like to thank parents Amanda 
and Charles, and Liv and Mat for sharing 
their stories, which have helped raise much-
needed awareness and funds for the CF 
community in NSW and Victoria. 

If you would like to share your CF story and 
be more involved in our appeals, please 
contact Fran at donors@cfcc.org.au or 
phone 02 8732 5700. 

“We have received amazing support from 
Cystic Fibrosis, and they have provided 

us with access to vital equipment, 
online support services, referrals 
and financial assistance, but most 
importantly…hope for our future.”

- Liv, mum to Stanley and Teddy

“With thanks to our Cystic 
Fibrosis organisation, 
we feel less alone during 
one of the hardest most 
isolating times in our 
life. Thank you for your 
support.”

- Amanda, Jack’s mum

65 Roses High Tea

Over 200 guests joined us for a fabulous 
High Tea to celebrate CF month in person 
at Doltone House Hyde Park. 
Thank you to guest speaker, Lisa Martin for sharing 
her CF journey with us and to everyone that took 
part in the fundraising activities on the day.  

A Night for CF 
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Around the world...not just yet! 

A Night for CF has been cancelled due to 
government restrictions. 

Despite not being able to dance the night away,  
we are still committed to coming together and 
raising funds! We are now pivoting to a “Night 
for CF Fundraising Auction”.  We have so many 
fabulous items on offer. You’re sure to find 
the perfect present, getaway, wine or piece 
of memorabilia …and much more….all at your 
fingertips. 

And this is where you come in!!

From 7am Friday 13 August through to 
12noon Monday 23 August you can register 
to participate in our online auction. Everyone 
is welcome to join in and have their chance 
at winning flights to Antarctica or bid on a 

A trip around the world

New Year’s Day Hanging Rock Races package 
for 15 people includes food and beverage and 
private enclosure; or become a master - attend 
a cocktail or gin masterclass for 12 people at 
Patient Wolf in South Melbourne including 
grazing platter. 

All this plus much more so please don’t forget 
to send the details to your family and friends as 
well. The more people bidding the more funds 
raised for people living with cystic fibrosis.

If online auctions are not your cup of tea, and 
you would like to support people living with CF 
you can make a tax deductible donation here. 
Thank you for joining in the fight for when one 
day CF will stand for cure found.

https://www.youtube.com/watch?v=uU82vBTpH1o
mailto:donors@cfcc.org.au
https://event.gives/cfcc2021
www.crazyhair.com.au
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Upcoming events
We hold a range of events across Victoria and NSW and 
online. These dates were correct at the time of printing. Visit 
our website for more details.

Great Strides: Melbourne (VIC)
Support dinner: Bairnsdale area (VIC)
Interclinic (NSW) 
Novemb-HER (VIC)

Virtual Support dinner: Port Macquarie area (NSW)

Crazy Hair Day

14th Australasian Cystic Fibrosis Conference 2021: Lay Conference
14th Australasian Cystic Fibrosis Conference 2021: Medical Conference
A Night for CF (VIC)
Support dinner: Goulburn area (NSW) 

Support dinner: Geelong area (VIC)

Remembrance service (VIC)
Online session: Starting Preschool/Primary School with CF
Support dinner: South East Metro Melbourne area (VIC)
Online session: Young carers
Online session: Transitioning into Secondary School with CF 

Great Strides: Bendigo (VIC)

Great Strides: Sydney (NSW)
Online session: Self-advocacy with your clinic
A Night for CF (NSW) 
Support dinner: Penrith area (NSW) 




