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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 at www.cfcc.org.au/#enews

Karin Knoester 
Chief Executive Officer 

Hello everyone!
Well, what a year it has been, and to be perfectly honest, I’ll be glad to step 
into 2021 with the hope of a vaccine! For our individuals and families living 
with CF, it’s been a period of hypervigilance, but thankfully so far, those in our 
community don’t seem to be any more negatively impacted by the virus than 
the general population.

CF matters 

That is not to say we haven’t all struggled with lockdowns and quarantines, 
especially so in Victoria. The good news is that at the time of writing, our numbers 
have improved significantly and things are looking up! 

Many of you will have noticed that all our fundraising this year has been virtual. Our CF Month with a 
virtual rose garden, our UnGala Ball, and our Great Strides series were all conducted in the virtual world.  
We have been uplifted and so grateful for the wonderful ongoing support from our CF community. We 
have been able to continue to support those who need it over the past 10 months and we have not had 
to readjust our program offerings because of lack of funds, even though finances have been tight. We 
also received some great support from both federal and state governments, and corporates, which has 
enabled us to continue to provide social work and education support, and send out hand sanitiser, toilet 
paper, face masks and spirometers, to name a few. We’ve also been able to support people simply by 
being on the end of a phone or camera. Our virtual seminars were well attended and it does teach us that 
we can do things differently and reach many more people in a digital world than we can one on one. We 
can do both very effectively now!

I have participated in two open forums this year with people connected to the CFHub facebook group, 
and I have found this a very helpful way to learn more about what is important to members in the 
community. I am more than happy to conduct other forums if there is interest, and I encourage you to 
contact me if this is something you wish to participate in.

Christmas is just around the corner and our two beautiful faces of this year’s Christmas Appeal, Hope and 
Charlie, are enough to keep us motivated. Please consider supporting our Christmas Appeal in some way.  
If you are unable to support it through a donation, please pass it on to a relative, friend or colleague who 
might be interested in learning more about CF and supporting our cause.    

Raising awareness is a key part of what we do and we were very grateful for the support of the 
Rabbitohs who wore Red Rose socks in their September game against the Roosters, and the extensive 
media that CF received. In 2021, we anticipate a strong advocacy campaign to support the passage of 
Trikafta through the PBAC and onto the PBS. I know that CFA is already working behind the scenes and 
once the campaign starts fully towards the end of this year, we will be sure to engage as many of you as 
possible to participate in getting this life-changing drug into the hands of those who need it.

This month, we launched our Sock it 2 CF campaign. This is a national campaign and we hope it provides 
one way for the wider community to support our work – a great gift idea and supporting CFCC to 
continue providing services and support to individuals and families living with CF. So slip on a sock (or 
two!) and help us SOCK it 2 CF in 2021. 

As we move into the Christmas season, I sincerely hope you are able to enjoy this time with your family 
and friends. If there is anything I have had reinforced during this long and arduous year, it is that we are 
social beings, and no amount of online shopping or facetiming or Zooming takes the place of time with 
those we love. I hope you have a peace-filled and very happy Christmas, and that the love of family and 
friends surrounds you.

Until next time…
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At the age of 33, Daniel Ryan has already lived 
a very full life. He has travelled the world as an 
avid bird watcher, which included working as a 
volunteer on a vulture conservation project in 
Nepal. A dedicated environmentalist, his dream is 
to be able to revegetate and ‘re-wild’ areas that 
were once home to native birds and wildlife. 

Born in Wangaratta in north-eastern Victoria, 
Daniel was first diagnosed with cystic fibrosis at 
eighteen months of age. He grew up in the small 
New South Wales town of Tocumwal, on the 
banks of the Murray River. His parents, Mark and 
Maryanne, have a farm nearby, and his father also 
works as a stock and station agent. Daniel’s only 
sibling is a sister, Katie, who is four years younger, 
and does not have CF.

After completing his secondary education, 
Daniel moved to Albury where he completed 
an Environmental Science Degree at Charles 
Sturt University. He then moved to Melbourne 
and gained a Graduate Diploma in Community 
Development at Victoria University. 

For four years, Daniel lived in the Northern 
Territory, working with remote, western desert 
communities as a youth worker at Papunya and 
Mount Liebig. These Indigenous communities 
are located some 240–325 kilometres from Alice 
Springs. 

During his time there, Daniel was able to manage 
his health remotely, and flew to Melbourne when 
he required a tune up. There is no CF unit in the 
Northern Territory.

‘The Alfred Hospital, where I had been going from 
the age of 19, set me up with telehealth – the 
online service. It was fantastic and allowed me to 
consult doctors, dieticians and physiotherapists 
at any time.

When I felt unwell, I would fly to Melbourne – it 
was two or three times a year. It was expensive, 
but well worth it, as I would also catch up with 
my family.’ 

In early 2019, Daniel returned to Tocumwal with 
his partner James, and they purchased a small 
property in his old hometown.

‘I returned from the Northern Territory largely 
because I found managing my health in remote 
areas was becoming more difficult,’ he said. 

Daniel continues to attend the Alfred, a three-
and-a-half-hour drive from Tocumwal. There, he 
generally has tune ups twice a year. During the 
COVID-19 pandemic, he has been able to have a 
tune up at the Albury Hospital.

His overall health is reasonably good. While his 
lung function is around 80 percent, he does have 
a recurring cough, reflux and other indigestion 
concerns.

He has been prescribed Symdeko™, which was 
recently listed on the Pharmaceutical Benefits 
Scheme (PBS). Like most other CF medications, 
it was developed and is manufactured by Vertex 
Pharmaceuticals. Prior to that, Daniel had been 
prescribed Orkambi™.

‘I am finding Symdeko™ much better than 
Orkambi™. I’m experiencing far fewer asthma-like 
symptoms with it,’ he said.  

Daniel now works from home doing community 
development projects with the local shire council. 
He also assists his parents on their cattle, sheep 
and cereal crop farm. 

Daniel’s environmental dreams
By Tom Valenta

An uncle’s perspective of CF
By Callum Newman 

I was living overseas when my nephew Ned was 
born. I guess that was lucky in a way. It was a very 
traumatic time for my sister. 

By the time I arrived back to Australia, all I saw was 
a happy, bouncy baby boy! 

Ned struggled to pronounce the letter ‘c’ as he 
learned to talk. So instead of calling me ‘Cally’ like 
my brother’s kids, he called me ‘Howly’. 

That was very cute. Ned was very talkative and 
active as a toddler. He made us all laugh – and still 
does. 

I didn’t need any arm twisting to go see him. He 
was so fun and funny. My partner Isabel and I were 
around as often as we could to see him. Soon his 
little brother Lucas arrived as well. He was funny 
and cute too! 

Ned’s CF never stopped us doing anything or made 
it more difficult. Life was just fun for us all. 

Early on in our lives, Isabel and I had no kids of 
our own, so we often took Ned and Lucas on little 
adventures, minded them or bought them special 
treats. I’m sure that gave my sister a break at the 
time, though we never consciously did it for that 
reason. We just wanted to spend time with them. 

I always liked the idea of being an active uncle. 
I’m glad I did, because it’s harder to see them 
now he and his brother are bigger and I have two 
daughters. 

We often see Ned in hospital when he’s required 
to go there. We try to break up a boring but 
distressing time for him like that. 

We’ve taken the two boys ten pin bowling and tree 
climbing over the last few years. Sometimes, I get to 
‘shoot hoops’ with them. 

We had grand plans to go to the footy this year, but 
the Victorian lockdown has put those on hold. Stuff 
like that is nice for the boys and let’s them know I 
still look out for them. 

Raising two boys is a demanding challenge at the 
best of times. Ned’s CF means he is often in and out 
of hospital and needs lots of therapy and special 
attention for the bad days. 

There’s not much I can do on that front. So I just try 
to be positive and fun around him and be available 
to lend a hand when need be. I chip in with the 
fundraising events for CF when they pop up too. 

Ned’s is a teenager now, so that brings its own 
complications. He doesn’t talk as much as he used 
to and seems a bit more moody these days! Ha. I 
was exactly the same – with much less of an excuse! 

But I can’t wait for our next adventure. I hope he 
feels the same! 
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Tablet and web-based hearing test 
research
People with CF often receive antimicrobial 
therapy such as aminoglycosides, which can be 
toxic to the ear. The effects of this ototoxicity can 
include hearing and balance problems. Hearing 
loss can be minimised with early detection, but 
developing effective outpatient programs to 
assess this has its challenges. 

Hearing tests (audiometry) are routinely 
performed in a sound booth by a trained 
audiologist, and audiology departments are not 
often located with respiratory services.

A Canadian study recently published in the 
Thorax journal, titled Tablet and web-based 
audiometry to screen for hearing loss in adults 
with cystic fibrosis, examined whether tablet-
based audiometry could be used as a practical, 
accurate screening and monitoring device for 
early detection and monitoring of ototoxicity.

SHOEBOX, the tablet-based program assessed 
in this research project, was launched earlier this 
year to address the costly nature of standard 
audiologist tests.

The study examined whether tablet-based 
programs can accurately screen for hearing loss in 
people with CF without specialist supervision.

The researchers conducted a series of hearing 
tests on 126 people with CF.

A web-based hearing test was carried out 
using a computer, with standard earphones or 
headphones. Then participants completed a 
tablet-based test, using SHOEBOX Audiometry 
with a non-audiologist, and around-the-ear 
headphones.

These results were then compared to those from 
a hearing booth, performed at an audiology clinic.

Results from the tablet-based test compared 
favourably to those from the hearing booth, 
correctly detecting most cases of hearing loss 
when also compared to the web-based hearing 
test. It was particularly accurate in detecting 
instances of no hearing loss.

The researchers concluded that tablet-based 
testing conducted in an outpatient setting by a 
non-audiologist is an economical way to monitor 
people with CF for signs of hearing loss related to 
antimicrobial use.

For people with CF in Australia with access to 
SHOEBOX, it may mean that hearing tests can 
now be conducted in outpatient CF clinics without 
the need for an audiologist to be present. 

In February this year, Vertex submitted 
Trikafta™ to the Therapeutics Goods 
Administration (TGA) for approval. The 
submission parameters included all people 
over the age of 12 years with at least one 
copy of the F508del gene mutation.

Generally, the TGA’s safety and efficacy 
process takes approximately 12 months 
and once approval is secured, a drug can 
proceed to the Pharmaceutical Benefits 
Advisory Committee (PBAC).

The PBAC is an independent body of 
doctors, health professionals, health 
economists and consumer representatives.

The PBAC’s main role is to recommend 
new medicines for listing on the 
Pharmaceutical Benefits Scheme (PBS).

No new medicine can be listed unless 
the Committee makes a positive 
recommendation.

The PBAC meets three times a year and 
we hope that Trikafta™ will be listed on the 
March 2021 Agenda. We will know if this 
is the case on 23 December 2020, when 
the PBAC Agenda is published. From that 
point, consumer comments will all need to 
be submitted by mid February 2021.

We are all hoping for a recommendation, 
as this allows the price negotiations to 
begin in earnest.

If Trikafta™ is approved at the March 2021 
PBAC meeting, a commercial deal could 
be struck within six months.

Research articles 

Chris Beard often reflects on his good fortune. A 34-year-old who lives with CF, his life improved 
significantly when he was prescribed Trikafta™, the new medication that is making a huge 
difference to so many people living with CF around the world.

However, Chris’ delight with what Trikafta™ has given him is tempered by a feeling of guilt when he 
considers the many Australians with CF who cannot access the medication, as it is not yet on the 
Pharmaceutical Benefits Scheme (PBS). 

He received Trikafta™ on ‘compassionate access’ from Vertex, the international pharmaceutical 
company that developed and manufactures it. All pharmaceutical companies have compassionate 
access schemes that provide early and inexpensive access to new medications for special cases. 
This is not an easy process to go through and each case is considered differently. For people with 
CF, a lung capacity of less than 40 percent may qualify them for compassionate access – if their 
clinician advocates on their behalf, but there are no guarantees. 

Trikafta™ was approved by the Food and Drug Administration in the United States in October 2019, 
but it has yet to gain approval from the Therapeutic Goods Administration (TGA) here. 

Last year, Chris was on the list for a double lung transplant. 
His lung function had declined to 19 percent. As he lay in 
his hospital bed for eight or nine weeks at Monash Medical 
Centre, he reflected on his situation and that of two other  
CF patients.

‘One of them appeared to be sicker than me and he was 
fortunate to get a lung transplant. I felt happy for him and 
yet wondered when it would be my turn. I also thought of 
people living with CF in my region who were on Orkambi™ or 
Kalydeco™ medication, who were healthy and able to travel 
overseas. I often wondered why it wasn’t happening for me.’

The feelings of envy and frustration would frequently turn to 
guilt as he contemplated his situation. 

Since gaining access to Trikafta™, his health has improved 
rapidly and his lung function has increased to 52 percent. 
‘This means I am able to lead a relatively normal life.’

Trikafta™ update

Emerging practice: From research to 
standards of care
Ways to clean a nebuliser, such as using electric 
steamers (often baby bottle steamers) to assist 
with the cleaning of nebuliser consumable parts, 
have been an area of focus for a variety of allied 
health professionals and researchers over the 
past decade.

In the recently published article, Nebuliser 
hygiene in cystic fibrosis: Evidence-based 
recommendations, researchers looked at cleaning 
and hygiene practices for both inpatient and home 
use, and produced twenty key recommendations 
to ensure best care and cleaning of nebulisers.

While the recommendations are too numerous 
to list here, we suggest reading the summary of 
the evidence-based best practice guidelines, as it 
offers education and myth busting about previous 
recommendations, such as the use of a dishwasher 
and other methods. It also offers several media 
resources, including diagrams and videos to help 
young children understand the importance of 
nebuliser hygiene.

If you have any questions or concerns related to 
the content of this article, please speak with your 
clinical treating team about your current hygiene 
routine. 

Image courtesy of Shoebox Audiology

https://thorax.bmj.com/content/75/8/632
https://thorax.bmj.com/content/75/8/632
https://thorax.bmj.com/content/75/8/632
https://breathe.ersjournals.com/content/16/2/190328
https://breathe.ersjournals.com/content/16/2/190328
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Transitioning from primary to secondary school 
can be a challenge, particularly for young people 
with CF. In an online session we ran last month on 
transitioning to high school, we discovered three of 
the Grade Six students had something impressive in 
common. They had all been elected school captains 
at their respective primary schools. Their stories 
may inspire others to take up leadership positions.

***

For Ellie, who is twelve and lives on the Victorian 
Surf Coast, the transition from primary to 
secondary school will be both exciting and 
challenging. 

At primary school, 
where she is school 
captain, she has been 
open and articulate 
about living with CF. 
Next year, she will be 
more circumspect.

‘Sometimes I did get 
bullied and labelled as 
the CF girl,’ says Ellie.

‘At high school, I’ll keep 
it more to myself.’

Her new school, near Geelong, does have a 
reputation for care and compassion, and she is not 
too concerned about the environment. 

Ellie loves surfing and often takes her surfboard to 
the local beach and surfs with her father. She also 
plays netball, and occasionally volleyball. Ellie has 
an older sister who does not have CF. 

Ellie has two or three tune ups each year and is 
taking Orkambi™ and her parents are hoping that 
Trikafta™ will soon be accessible. 

***

Being school captain has been a great experience 
for Makayla, also twelve, despite the COVID-19 
lockdown. From home in Melbourne’s west, she has 
spoken, online, to the entire year level. She has also 
spoken to parents and their children who will be 
starting at the school next year and were invited to 
do virtual tours. 

While she rarely starts a conversation about her life 
with CF, Makayla does give a candid response when 
asked why she takes tablets at school.

‘Only my close friends really know about CF. They 
do know that sometimes I have to go into hospital 
to get better,’ she said.

She too is a netballer and plays twice a week. Tap 
dancing is another passion. 

Online schoolwork, while not enjoyable, has opened 
her to new ways of learning.

Being at home also 
gives her time to play 
with her brother and 
sister. 

‘I’m looking forward 
to getting to know 
my new school and 
making new friends. 
I’m also excited about 
the cafeteria area!’ 

Most of her primary school friends are going to the 
same secondary school.

‘It’s going to be interesting to meet the new 
teachers and to do new subjects such as science 
which I am really looking forward to.’ 

Makayla envisages a career in medicine, but is 
concerned she wouldn’t be able to treat patients 
with CF because of potential cross-infection. 

***

Kari’s family, originally from Melbourne, moved back 
earlier this year. They had been living in Sydney for 
four years and, after only three weeks at her new, 
eastern suburbs school, the lockdown sent Kari to 
online learning. 

In Sydney, she was school captain for a term – she 
was elected, even though her impending departure 
was known. A passionate and powerful advocate 
for CF, Kari, has spoken on this topic at her school, 
at fundraising events and, two years ago, was 
interviewed on national television.

‘One of my life goals is 
to raise awareness of 
CF,’ she says. 

To maintain her health 
and fitness, Kari, who 
is twelve, goes for a 
run most days with her 
mother and brother, 
and occasionally her 
father. 

She has also been running fitness sessions online 
for her class and enjoys hip-hop dance classes. 

Her younger brother and sister don’t have CF. 

‘Just give it your all,’ is the advice Kari has about 
moving from primary to secondary school. ‘Be 
prepared to be put into a scary situation and make 
sure you’re putting yourself out there because 
that’s how you’ll make friends – and make the most 
of your experience.’

Leadership at school

Following a submission recently lodged by the Royal College of Pathologists of 
Australasia and supported by the Community Education Campaign on Carrier Screening 
to push for carrier screening to be listed on the Medicare Benefits Scheme, the Medical 
Services Advisory Committee has now recommended funding.

CFCC began the campaign for CF carrier screening eight years ago with funding from 
a local Rotary Club, and it has continued with support from Genetics Services Network 
Victoria and the Victorian Clinical Genetics Services. Three years ago, we invited the 
Spinal Muscular Atrophy Association and the Fragile X Association of Australia to the 
group. This is one of the results of our collaborative efforts. There is still some work to 
do, but this is very positive.

In Australia, cystic fibrosis, spinal muscular atrophy and fragile X syndrome are three 
of the most commonly inherited conditions in the general population. While about one 
in 20 people are carriers of one or more of these conditions, most are unaware of this. 
Many children affected are born to families with no history of these conditions, due to 
their rare nature and patterns of inheritance.

Given the current expense attached to carrier screening in Australia, recent research, 
Socioeconomic status and uptake of reproductive carrier screening in Australia, found a 
strong correlation between the uptake of reproductive carrier screening and levels of 
advantage, with those living in the most disadvantaged postcodes being significantly 
less likely to have screening than those in advantaged postcodes.

Dr Melody Caramins, clinical lead for the submission and former Chair of the RCPA 
Genetics Advisory Committee said, ‘There is strong support in the medical community 
to make this testing available. The addition of these items to the MBS would mean that 
asymptomatic couples with no family history of CF, SMA or FXS, who are planning or in 
the early stages of pregnancy, would be able to access carrier screening at no personal 
cost.’

If carrier screening is added to the MBS, this inequity in uptake could be appreciably 
reduced, supporting people to make informed choices regarding reproduction, no 
matter what their postcode or circumstances.

For more information, visit the RCPA website.

Advocacy news

8 NOVEMBER 2020

https://www.researchgate.net/publication/343425559_Socioeconomic_status_and_uptake_of_reproductive_carrier_screening_in_Australia
https://www.rcpa.edu.au/News-and-Media-Releases/Media-Releases/Docs/Reproductive-screening-for-fragile-X-syndrome,-spi
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A free end-of-year trivia night
We would like to invite all adults living with CF 
and parents of children with CF to join a free 
trivia night, which will be hosted by Quiz Meisters 
on Wednesday 9 December 2020 at 7–8.30pm. 

This will be an opportunity for the adults to let 
go, have a laugh and farewell 2020 with the CF 
community. The session will be run via Zoom, 
with more details released a week prior to the 
event date. Spaces are limited, so please RSVP 
by Wednesday 2 December. 

Reserve your spot here. 

CF-related reimbursement program
In addition to our grants that are just for CF-
related physiotherapy equipment and fitness 
activities, we also help with other CF-related 
expenses through our CF-related reimbursement 
program (previously known as our 20% 
reimbursement program).

Through this program, we can reimburse up to 
$200 a year to current CFCC members for CF-
related expenses. Some examples of CF-related 
expenses we have reimbursed people for include:

• medications

• supplements

• hospital parking

• physiotherapy equipment 

• fitness activities.

Applications for 2020 will close on 1 December 
2020 (or earlier if all grants have been 
distributed).

To find out more and download an application 
form, visit our website or contact your state 
office:

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

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

Social work support, advocacy and 
information
As well as helping with CF-related expenses, 
our Programs and Support Services teams also 
provide social work support, advocacy and 
information. 

We provide a range of practical assistance and 
social work support to our members to help with 
accessing resources and navigating the health 
system. This includes:

• assistance navigating Centrelink, NDIS, 
housing, and other services and supports

• short-term counselling and referrals to 
services for long-term counselling needs

• case management

• psychosocial assessment

• palliative care support.

We advocate on a wide range of issues faced by 
people with CF and their families. This includes 
advocating for members at a clinic, state and 
national level.

We also work with individual members to provide 
support for self-advocacy, and advocating on 
behalf of that person.

There may be times when you feel it is hard to 
speak up for yourself, so an advocate can help 
you:

• clarify what is happening and sort out any 
confusion or misunderstandings

• contact the relevant service, discuss the issue 
and the options for solutions

• support you to negotiate a complaints 
process

• support you at meetings

• write a support letter.

We can supply information about living with 
CF and referrals to other services. We work 
with people who live with CF, their families and 
friends, newly diagnosed families, people who 
want to know more about CF carrier screening, 
schools and workplaces.

To find out more or chat with one of our 
Programs and Support Services team members, 
contact your state office:

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

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

Grants and financial support programs 
closing 1 December 2020
Most of our 2020 grants and financial support 
programs close on 1 December 2020 (or earlier 
if all funds have been distributed before then). 
This excludes essential physiotherapy equipment 
we supply, accommodation assistance we book, 
emergency financial assistance, and hospital TV 
hire we pay directly (VIC).

This includes:

• CF-related reimbursement program

• Physiotherapy equipment program – 
reimbursements (we will continue to supply 
essential physiotherapy equipment after 
1 December)

• Happy family program

• Simon’s Adventure Fund

• Accommodation assistance for regional 
families – reimbursements (we will continue to 
assist with accommodation we book and pay 
for after 1 December)

• Transplant assistance program

• Matt’s Legacy connecting futures program 
(NSW)

• Matt’s Legacy take a break program (NSW)

• Take a break program (VIC)

• Scholarship program for children 18 or under 
(VIC)

• Counselling assistance program for carers/
siblings (VIC)

• Carer and sibling wellbeing program (VIC)

If you are planning to apply for one of these grants 
or financial assistance this year, please ensure we 
receive your application by 1 December 2020. If 
you are sending your application by post, please 
allow extra time for delays with Australia Post.  

To find out more about these programs and to 
download an application form, visit our website 
or contact your state office:

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

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

Many of these grants and financial support 
programs will re-open again on 4 January 2021. 
Keep an eye on our website for more details. 

COVID-19 response packages 
Thanks to funding from Vertex and other generous 
supporters, we have been able to provide support 
to community members who experienced 
difficulties due to the impact of COVID-19.

As part of this package we have provided:

• 46 members with hand sanitiser and/or masks

• 24  members with financial support towards a 
utility bill or by providing a Coles voucher..

‘The opportunity to have access to this funding 
was greatly appreciated. Due to the nature of 
my employment, I have not been able to attend 
work since the pandemic began, as it is a highly 
populated public environment. I was able to use 
this grant to pay my electricity bill, which was 
higher than usual due to being home all winter and 
running the heating. I would like to thank Vertex 
for making this grant possible and helping to make 
navigating pandemic life with a chronic illness and 
limited income, a little lighter.’ Emma, August 2020

Livewire – an online platform for 12-20 
year olds (and their siblings)
We have teamed up with Starlight Children’s 
Foundation’s Livewire program to provide a free 
online peer support community for people aged 
12-20 years (and their siblings) living with CF. 

Livewire features an active newsfeed, games, 
competitions, interest groups and a moderated 
chat where you can talk to others. 

For more information, visit the Livewire website. 

If you, your child or someone you know wants to 
join, email programs@cfcc.org.au for FAQ’s, an 
access code and a link to our CFCC group.

For more details and a full list of our programs 
and services, or to refer yourself or your family 
for any of our services, contact us on:

W:  www.cfcc.org.au/about-cfcc/support/

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

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

Services and support

https://cfcctrivianight.eventbrite.com.au
http://www.cfcc.org.au/about-cfcc/support/
mailto:nswsupport1%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au?subject=
mailto:nswsupport1%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au?subject=
http://www.cfcc.org.au/about-cfcc/support/
mailto:nswsupport1%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au?subject=
http://www.livewire.org.au
mailto:programs%40cfcc.org.au%20?subject=
http://www.cfcc.org.au/about-cfcc/support/
mailto:nswsupport1%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au?subject=
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CF Strong for adults project
The CF Strong project is coming along nicely. 
The website is almost finalised, and we are busy 
generating content to ensure it is full of helpful 
information for adults living with CF. 

The site will be launched early next year, with the 
majority of the written content and stories being 
available. Following this, we will include e-Learning 
modules, fact sheets and more articles of interest 
in a second launch later in 2021.

As well as providing insight into areas that impact 
adults with CF, part of our project includes 
producing a series of podcasts that focus on 
sharing people’s stories from across Australia. 

We are currently speaking to adults about their 
experiences, opinions and insights. We feel these 
stories will be invaluable for others to listen to. 

If you are interested in being interviewed for a 
podcast, please feel free to contact us at 
projects@cfcc.org.au.

We are hoping to speak to adults with CF, their 
siblings, partners and friends on topics that you 
feel are important to share with others.

Online support sessions 
This year has had a big focus on being flexible and 
adapting to changing circumstances, particularly 
for our community support events. 

We have run seven online sessions this year on 
various CF-related topics like transplant, fertility 
and late diagnosis while also transitioning to an 
online platform for our newly diagnosed families 
and grandparents to connect and meet one 
another.

These have been a great way to connect with 
others in the community, seek peer support and 
openly share experiences, stories and tips and 
tricks. 

We have received great feedback from participants 
and will be continuing these online sessions into 
2021. We will introduce some new topics for 
discussion, whilst also repeating some popular 
sessions for those who missed out this year or 
would like to participate again. 

A virtual magic show
Nineteen pre and primary school-aged children 
attended the CFCC Magic Show on 7 September, 
presented by Kiddly-winks Entertainment.

The Great Magician Matthew kept us all smiling 
with his tricky magic wand, a cheeky talking 
whiteboard dog, and multiplying and disappearing 
red balls. 

It was great to see all those sweet, smiling and 
giggling faces from around Victoria and NSW. 

Kiddly-winks also does remote parties for those 
with birthdays in lockdown, with a 10% discount to 
CFCC members. We are very grateful for the free 
show they gave us.

Services and support

A time of hope
Our wonderful volunteer writer, Tom Valenta, 
has another book coming out.
A time of hope is the story of how a group 
of local champions won hearts and minds to 
create the Odyssey House Hope Centre in 
Gippsland.
This book is hot off the 
presses. It is Tom’s 
fourth book on the 
alcohol and other drugs 
sector, and his twelfth 
non-fiction title.  
Tom has also written 
books on a range 
of topics, including 
Alzheimer’s disease 
and CF.

Our community survey

In June, we asked you to complete a community 
survey to gather valuable feedback about our 
service and program delivery, communications, 
fundraising and the events we offer, and to 
identify any opportunities for improvement.

We engaged an independent consultant, Creative 
Catalysts Insights, to conduct focus testing and 
one-on-one interviews with a cross-section of 
the CF community, in order to receive indepth 
feedback about peer support, social work and 
the website.

Thank you to everyone who took part.

Most of the 202 people who participated in the 
survey and interviews were adults living with CF 
and parents of children with CF.

You told us that:

• It’s very important to acknowledge that 
everyone’s CF journey is different. 

• The journey starts with the carer (parents or 
guardians), transitions over time to the person 
living with CF, and eventually becomes their 
journey. Throughout these phases, there is 
fluidity with the kinds of support people need. 
This includes support from their hospital 
team, CFCC, and friends or family. 

• CFCC is high valued by its members, and the 
community finds CFCC readily available and 
approachable, practical and helpful.

• We have been able to meet the needs and 
expectations of most of the participants 
within the CF community. However, there is 
room for improvement.

You gave us areas for development, which were:

• increased promotion of our programs, 
services and events

• identifying more opportunities for late 
diagnosed adults, and CF children and 
siblings to connect with others

• more variety on the cfcc.org.au website - 
including more fact sheets, links to grants, 
and the ability to apply for reimbursements 
directly on the website, more content relating 
to adults and late diagnosis, and more 
targeted information on the website so 
it’s easier to navigate

• increased advocacy for health care card 
accessibility for all adults and children, to 
assist with costs of medication and more 
advocacy during hospital admissions

• more support around food services for people 
with CF in Victoria

• increased support for regional Victorian 
members in terms of medical support and 
regional awareness of CF

• increased mental health services in rural NSW

• increased social work support for parents in 
NSW

• more education on CF for teachers and 
schools in NSW.

We have started to adapt and develop resources 
to address a number of these recommendations 
from the survey and interviews, including: 

• increased promotion of our programs, 
services and events through channels such as 
our PASSwords email newsletter, Facebook, 
and CommUNITY Focus magazine

• working to develop the website and refine 
the navigation to make it more intuitive and 
with clearer boundaries on life stages and 
information

• having discussions with hospitals about 
updating the information on our website for 
newly diagnosed families

• sharing more stories of inspiring role models 
and case studies

• working on providing more practical hints 
and tips for living your best life with CF

• continuing to build and strengthen the Peer 
Support Program to help people connect with 
others more

• continuing to provide and strengthen the 
social work support provided in Victoria, 
including increasing promotion about what 
social work support involves.

We are continuing to discuss the other feedback 
we received. We will work to address that 
and continue to make improvements through 
collaborations with other organisations, and 
by sourcing additional funding to focus on 
expanding specific areas.

mailto:projects%40cfcc.org.au?subject=
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After a challenging year of isolation, fear and 
uncertainty, cystic fibrosis organisations across 
Australia have joined forces and come together to 
launch a brand new, exciting marketing campaign that 
will knock your socks off. Literally. 

The SOCK it 2 CF campaign has two priority areas – 
firstly to increase and broaden awareness of cystic 
fibrosis, and secondly to raise funds required for 
program delivery, equipment and support services for 
people living with cystic fibrosis. 

This November through to Christmas, people across 
Australia are uniting to raise awareness and take action 
in the fight against cystic fibrosis by purchasing a pair 
of fabulous SOCK it 2 CF socks. Every pair that you 
purchase will help SOCK it 2 CF!

How can we raise awareness together? Well, it starts 
with YOU! We are asking you to join the Sock it 
2CF army!  Ask your friends, colleagues, 
children, neighbours, cousins, aunts, 
uncles and grandparents to 
help spread the word. 
Raising the level of 
awareness will attract 
new supporters to 
our cause across 
Australia. 

The power to create change is at your feet

Together we can

SO, HOW CAN YOU GET INVOLVED?  
Buy a pair of sockit2cf socks. 

xxxxxxxxxxxxxxxxx

Put your red socks on and take a photo. 

Share your photo on social media and 
tag three friends to do the same. Tag 
#sockit2cf. Please ensure that all social 
media images are tagged #sockit2cf. You 
can post your photo to Facebook, LinkedIn, 
Twitter or Instagram, but remember we 
cannot see the tag if your account is 
private.

Create your own sock puppet or TikTok 
CF shuffle and share on social 

media. Once again, be 
sure and tag us 

#sockit2cf. 
Support by sharing this fun and 
meaningful campaign with all your 
friends and family.

To be a part of our army and get all 
the details, please visit our website at 
www.sockit2cf.com.au

Remember… the power to create 
change is at your feet!  

http://www.sockit2cf.com.au
http://www.sockit2cf.com.au
http://www.sockit2cf.com.au
http://www.sockit2cf.com.au
http://www.sockit2cf.com.au 
http://www.sockit2cf.com.au
http://www.sockit2cf.com.au
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REGISTER NOW!

65K 4 65 Roses WalkathonCFCC Christmas Appeal

DONATE TODAY!

Energetic Hope and sociable Charlie are two amazing little people, 
bringing joy to their families and everyone who meets them. They look 
and act like most three and five year olds, but to keep healthy, they 
require lengthy daily treatment, many hospital appointments and an 
abundance of medication to stay fit and well. They have already endured a 
lot in their young lives.  

Cystic Fibrosis Community Care supports both these families, and will 
continue to help them and many other children, teenagers and adults 
living with CF. 

“The support we have received is invaluable in connecting us to a network 
of people living with CF.” Rachael, Mum to Hope

Providing Hope’s family with practical support in the form of equipment 
such as a nebuliser, not only gives financial assistance, it also reduces 
lengthy medical regimes. 

‘The impact your generosity has is immense,’ Cassie, Charlie’s Mum says.  
‘The cost of medical equipment and medicines keeps mounting, and to 
have an organisation that is in your corner is truly wonderful.’

We strive for a world where children like Hope and Charlie can live a life 
unaffected by CF.

We would like to thank Hope and Charlie’s families for sharing their story 
to help raise much-needed awareness and funds for the cystic fibrosis 
community across NSW and Victoria. 

If you would like to read their full story, or make a tax-deductible 
donation, visit the website. 

Please stand beside them this Christmas. Every dollar helps change the 
lives of people living with cystic fibrosis.

Start recruiting your team, and 
encourage your family and friends to 
register and fundraise. In February, 
get the team together (COVID-19 
restrictions permitting!) and make 
a day of it. Have a BBQ in a park, 
take a stroll along the beach, or go 
completely bush while raising vital 
funds and awareness in the fight 
against cystic fibrosis.

Your registration includes a 2021 
65K 4 65 Roses Walkathon finisher 
medal, a 65k 4 65 Roses Walkathon 
headband, and a race bib posted out 
to you. Exclusive to 65k 4 65 Roses 
Walkathon participants, you will have 
the option at registration check out to 
purchase a very special, limited edition 
pair of green and red CF socks!

The 65k 4 65 Roses Walkathon is 
CFCC’s single largest fundraising 
event. We believe that in 2021, 
people living with CF will need more 
support as we transition through 
COVID-19 and its impact on society 
and the vulnerable.

This means we need your support 
this year more than ever.

Moving the walkathon to a virtual 
event provides people with more 
choices. As always, you can tackle 
your distance in one go — and if 
this is your preferred option, we 
recommend doing it on Saturday 
20 February. Alternatively, for the 
first time ever, you can choose to 
spread your walk from Saturday 13 
February to Sunday 21 February. 
This gives you eight days to walk 
YOUR WAY for Cystic Fibrosis 
Community Care and The Children’s 
Hospital at Westmead!

The 2021 65K 4 65 Roses Walkathon is going virtual!

https://www.65kroses.com/
https://cfcc-christmas-appeal-2020.raisely.com/
https://cfcc-christmas-appeal-2020.raisely.com/
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In Victoria, schools have finally returned and 
we would like to take a moment to thank all the 
schools, teachers, mums, dads, grandparents and 
support staff for all the hard work they put in 
during lockdown. It’s been an incredibly challenging 
and isolating time for so many, so we hope that 
being back at school will help students, teachers 
and families get back to some sort of normality. 

Due to Victoria’s school closures, Crazy Hair Day, 
which takes place every August, was postponed. 
To help rebuild their sense of connection to each 
other, we are encouraging schools to register their 
interest in Crazy Hair Day, or the first ever Crazy 
Mask Day, which can be held any day in Term 4. 

Holding a Crazy Hair or 
Crazy Mask Day is a safe 
and silly way for schools 
to get their students 
involved in something fun 
and meaningful. This is 
a great opportunity for 
kids to get excited about 
coming together even if 
they are physically unable 
to interact.   

Crazy Hair? Curl it, colour it, twist it, crimp it, cut 
it, style it or spray it! If you want to get crazy with 
your mask - decorate it, draw on it, add stickers to 
it! Kids will have the freedom to get crazy.  

Please encourage your children’s school to get 
involved in Crazy Hair or Crazy Mask Day! 

19

Great Strides
2020 has been a year like no other and this year’s 
Great Strides was a little different as a result.

For the first time, Great Strides in Melbourne, 
Bendigo and Sydney were held virtually over 
the course of a week from Sunday 25 October 
through to Saturday 31st October — allowing all 
participants to choose their own track and day to 
participate in Great Strides along with their family 
and teams. 

With registrations flooding in, the race packs were 
sent out to ensure everyone could have their race 
experience with bibs and medals to present. 

In a year that has needed us most, our CF 
community continues to amaze us with the 
passion and strength everyone brings to the 
occasion. Fundraising is no easy task, and our 
virtual events would not be a success without the 
continued support of the community. 

A big thank you to everyone who took part and 
contributed to a great result, which will enable us 
to keep supporting the wonderful CF community!  

Registrations are now closed, but donations are 
open here until November 30, if you would like 
to support a friend or family who participated or 
donate to the campaign directly. 
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Crazy Hair and Mask Day

Our new 2020 
partnership with 

Healthcare Australia will 
enable us to further raise 

awareness of CF in 
the community. Thank you 

to Healthcare Australia 
for the support and 

collaboration.

Crazy Hair Day and Crazy Mask Day
For the second year in a row, Palmolive partnered 

with CFCC  
for Crazy Hair Day in 2020.

For every bottle of Palmolive 
haircare product sold between 
8 July and 4 August, 10c was 
donated.

Thanks to this great initiative, 
Palmolive raised $20,000 nationwide for cystic 
fibrosis. Thank you, Palmolive!

CHD in NSW went ahead as planned, with 310 
schools registering for the event.

This year, corporate Crazy Hair Day participant,  
Arriba Group, lightened 
their employees’ 
lockdown moods by 
hosting a Crazy Hair Day 
on Zoom. 

Everybody had a blast 
styling their hair and 
raising funds for CFCC 
– which, combined with 
Arriba Group’s employer 
matching, totalled 
over $3,000.

Great Strides Team Hope’s run map

Great Strides

REGISTER TODAY!

https://greatstridescf.raisely.com/
http://www.crazyhair.com.au/
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467 
bids were 

placed

A Night for CF ungala ball

To everyone who attended A Night for CF ungala ball – THANK YOU! 

Whether you donated, purchased a raffle ticket, got lucky at the wine wall or 
won big in the auction, you were part of something special — our first-ever 

virtual ball. Thank you for all of the support and generosity from our auction 
donors, for without them it would not have been possible. 

With the COVID-19 pandemic restricting our ability to hold a face-to-face 
celebration, this year we combined our NSW and VIC gala balls into the one 

event and went virtual.

Thanks to our wonderful community generosity, as well as significant support 
from Bendigo Bank East Malvern Community Bank Branch, oOh Media, 

Healthcare Australia and the Macquarie Bank Foundation, A Night for CF 2020 
has been our most successful occasion to date. 

We’ve loved hearing about and seeing pictures of your own gala parties from the 
night, so please keep sending them in! 

301 
people 

registered

167 
bottles of 

wine

103 
auction 
items

82 
donations 

were 
made

168 
raffle tickets 

bought
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Name: Bella Stevens

Age: 19

Connection to CF: I’ve had CF since birth. 

How has CFCC supported you? 

I have only just joined CFCC, but I’m really looking 
forward to finding out more about what they do, 
and how they help out within the community. 

What’s something no one would guess about you?

It would probably be how much I eat, at least as 
much as most football players or Olympic wrestlers. 
I also like to do online courses. I’m currently 
completing a Cert III and IV in Fitness and Training, 
a ‘Path to Thriving’ course, and an Instagram 
Domination course to help grow my new health 
blog account (@theimperfectwarrior), where I talk 
about therapies and products I’ve used throughout 
my health journey with CF and a range of other 
challenges.

What is your proudest accomplishment?

I think something that I’m most proud of would be 
my surfing accomplishments. I have competed in 
surf competitions since I was roughly 10 years old, 
locally and regionally. I represented NSW at the 
Australian SLS Titles and received a silver medal, 
and I’ve won a couple of competitions since.

I’ve been on a couple of surf trips to Indonesia 
and surfed some incredible waves. Once or twice, 
I’ve been absolutely terrified of the conditions, 
but paddled out anyway, which is something I’m 
truly proud of. 

What motivates you?

I have mostly looked inside myself for motivation. 
I find this the most successful form of motivation, 
because only I know what I truly want to get out of 
life, and what my values/hopes/dreams are. I know 
that if something is important enough to me, I will 
put in 100% to get the result I’m looking for.

My health has always been my number one priority, 
and it always will be. 

Some days it feels like the world has just swallowed 
you up, and you literally just have to lay in bed. 
That’s okay. Because something that I’ve recently 
learnt and accepted is that we aren’t perfect. I’ve 
learnt to listen and respect my body when it needs 
a break, and to let it heal so it can be the best it can 
be MOST of the time.

What is an activity you most enjoy doing?

Wow, there are so many things that I absolutely 
love to do. Spending time in the ocean, reading in 
my hammock, listening to music while I exercise 
and my skincare routine would be top of my list. 
After going to an awesome dance party, of course!

How has the COVID-19 pandemic affected you?

Isolation was a very interesting time for me 
personally. It meant that I was spending a lot of 
my time either by myself, or with my family. To be 
honest, I really liked having time alone with my 
thoughts and time to just think. It gave me the 
opportunity to reflect on what I valued and what I 
wanted to change moving forward with my life.

The most important things in my life are my family, 
friends, self-care, exercise and education. These are 
the things I need to hold on to, make time for, and 
appreciate. It has given me more clarity about what 
I want to do moving forward in the years ahead.

What are you most looking forward to?

I am super excited to do some more road trips and 
travel within Australia. Having lived in this country 
my whole life and only seen a snippet of it is crazy. 

By sharing my story, I hope to help people 
going through similar health challenges, provide 
support and motivation. I am excited to meet new 
people and go on new adventures, work in new 
environments and challenge myself.

The future is exciting!

Meet our member, Bella 



COMMUNITY FOCUS COMMUNITY FOCUSNOVEMBER 2020 NOVEMBER 202022 23

Name: Jackson Seccombe

Age: 15

Connection to CF: I live with cystic fibrosis.

Where were you born?

In Vancouver, Canada. My parents who are both 
Australian, met there while on working visas. 
After a few years there, my parents brought us 
back to Australia and we now live in Melbourne.
My family has travelled a lot. We’ve been to New 
Zealand, Fiji and Japan. I’ve enjoyed those trips. 

Do you have any siblings?

I have a younger brother Max who is 13 and he 
doesn’t have CF. He was also born in Canada. 

What are your ambitions?

I’m currently doing Year 10 and my ambition 
is to get an engineering degree and work as 
a robotics engineer. At school, I enjoy the 
technology subjects that help me with what 
I’d like to do in the future.  

What are your experiences of living with CF?

Nothing stops me. I love sport and regularly 
play basketball and do trampolining. I recently 
stopped doing karate — after I got my black 
belt. I also enjoy water-skiing, stand-up paddle 
boarding, snow skiing and bike-riding. 

What other interests do you have?

I play saxophone and I enjoy cooking 
occasionally. I sometimes cook main meals and 
desserts for dinner. My most memorable meal 
was a chicken dish, which I cooked with tequila. 
That was probably one of the most expensive 
meals that I’ve made. I’ve also cooked cheese 
souffle a few times. 

I have been building remote controlled boats 
and also like playing an online game called 
Among Us. I play this with friends and with my 
brother.

How is your health?

I have been on Orkambi™ for just over a year and 
it has made me feel better. Apart from that, I’m 
on the usual stuff like enzymes, and I do physio 
twice a day. I have an allergy to Aspergillus and 
I get treated at home for this every four-to-six 
weeks. I also have CF-related diabetes, so I need 
insulin. I don’t need many tune ups. The last time 
I went into hospital was about three years ago. 

What else keeps you busy?

I recently got a job at Red Rooster where I 
work as a casual. I’m saving up for a fast race 
boat. I’d also like to travel in the future. I have 
dual citizenship — Australian and Canadian, so 
perhaps one day I’ll go and see what it’s like to 
work and live there. 

Meet our member, Jackson
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Cystic Fibrosis Community Care
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