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Karin Knoester 
Chief Executive Officer 

Hello everyone! Does anyone else feel like someone removed January and  
February from the 2020 calendar? Where did that time go? 

Towards the end of last year, we developed an Impact Report that gave a snapshot of 
the programs and services we provided to our members across Victoria and New South 
Wales in 2019. This was a very well received document and a number of people were 
quite surprised at the breadth of services available for people living with CF. 2020 is 
going to be a similarly busy year! 
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Are you getting your monthly dose of PASSwords? 
Stay up to date with all the latest news from Cystic Fibrosis  
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 today on our website cfcc.org.au

The school year has just begun and for a number of our younger members with CF, the challenge of 
keeping up with school work or just managing to attend school with CF is a struggle. Our Education 
Support Officer is able to work with schools and teaching staff to make sure that students with CF are 
well supported. We also have a tutoring program to provide more direct support to students. 

A big thank you to all of you who supported our Christmas Appeal. We recognise that there are many demands 
on household budgets and we really appreciate whatever support people can offer. 

At the forefront of our minds over summer were the horrendous bushfires that have ravaged parts of Victoria 
and New South Wales. Fortunately, we were able to secure some additional funding for air purifiers for those 
most at risk and in need. I hope that by the time you are reading this, the air is clearer and it’s much easier to 
breath. It was absolutely heartbreaking watching the images flash up on the television of the loss of life and the 
destruction of property. 

We know that the outpouring of compassion and generosity for the bushfire cause will have an impact on 
small organisations such as ours. We hope we can cushion that impact so there are no consequences for the 
programs and services we are able to provide.

In 2019, we funded a range of research projects and scholarships for people working in the CF space. We fund 
projects that have the potential to lead to a cure (our ultimate goal), but we also recognise the need to fund 
research into improving management of CF, so that people with CF are as well as they can be. Please don’t 
hesitate to contact me if you want to hear more about the sort of research that Cystic Fibrosis Community Care 
is funding.

This year, we will be working on a very large project to provide a voice for adults living with CF. Funded by 
the Federal Government, our CFStrong project will focus on building capacity within our community for adult 
voices to be heard. We will be establishing a consumer advisory committee to work with me and our teams 
in Victoria and NSW, to make sure we are delivering the programs and services you need. We will also be 
developing our website to include your stories and experiences, and showing you how to build your own blog, 
if you’d like to have one. This is an exciting project and I hope we can involve a good number of people from 
the community to contribute.

Our Annual General Meeting will take place on 5 April 2020, at our office in Carnegie. This is an important event 
in the organisation’s calendar and the opportunity for members to hear from the Board and Executive about how 
we are travelling against our strategic plan. Please make sure that you RSVP if you are interested in attending, 
either in person or via teleconference.

That’s it from me, until next time…

mailto:communications%40cfcc.org.au?subject=
mailto:admin%40cfcc.org.au?subject=
mailto:reception%40cfcc.org.au?subject=
http://cfcc.org.au
http://cfcc.org.au
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It was the Black Saturday bushfires 
of 2009 that eventually led to Jane 
O’Brien’s diagnosis of cystic fibrosis. 
The fires caused air pollution across 
large parts of Victoria, including the 
north-eastern suburbs of Melbourne 
where Jane and her family lived.
Initially she was diagnosed with an upper respiratory 
infection. After several month of frustrating visits to 
doctors, Jane was diagnosed with bronchiectasis at 
the age of thirty-eight. It would be another four years 
before the mother of three daughters was finally 
diagnosed with atypical cystic fibrosis. 

Like other people who are diagnosed in their mid and 
later years, Jane did have health issues from birth.

‘I spent the first six weeks of my life in the Royal 
Children’s Hospital with respiratory problems. 
There was no testing for CF back then. At the age 
of five, I had chronic bronchitis that required weeks 
of physiotherapy. When I got into my twenties, I 
noticed a downturn in my health. I had a few bouts 
of pneumonia and the flu, but never had an x-ray 
that would’ve shown evidence of lung disease. 
Consequently, by the time I was diagnosed, I had 
moderate to severe lung disease progression.’

Ten years after the bushfires, Jane published a book. 
Winning with illness: a guide to equip you for the 
journey is her inspirational story.

An exercise physiologist and radio presenter, Jane 
wrote the book, her first, over several years. She 
says, ‘I wanted to challenge myself to do something 
I hadn’t done before and I’m always looking for 
whatever platform I can find to spread awareness 
of CF. It helped me cope with the reality that as the 
disease progressed, I couldn’t maintain a regular 
job, but writing was something I could always do, 
regardless of where my health was at.’ 

Her target audience for the book is anyone with 
chronic illness. While she was aiming to spread 
awareness of CF to the broader community, after 
speaking to people with other illnesses, she realised 
that ‘while our journeys are unique, there seem to be 
some shared experiences.’

Winning with illness: a guide to equip you for the 
journey is available as an e-book from Amazon 
Australia Services Inc.
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Evan McNeill led the annual Impreza 
WRX Club Great North Rally and raised 
over $4,500 for the fight against cystic 
fibrosis. This heart-warming event is in 
memory of Liam Wild, a club member 
who lost his battle to CF in 2012.
The annual Great North Rally, held on the NSW 
Central Coast in late 2019, raised a record $4,700 
for Cystic Fibrosis NSW, attracting 62 cars and 100 
people – the largest number to date. First held to 
raise money for CF in 2012, the event is run by the 
Impreza WRX Club Inc, with Evan McNeill as its 
organiser. 

‘We decided to raise funds for CF in honour of a 
former club member, Liam Wild, who died in January 
2012. Liam lived with CF,’ said Evan.

Liam Patrick Wild died at the age of twenty-eight. He 
was a ‘petrol head’ – a great lover of performance 
cars, especially the Subaru WRX STi and his 
Porsche GT3. Liam’s classic STi is now owned by 
one of the car club members.

Evan has always loved cars, especially high-
performance vehicles. He recalls being taken for 

a drive in a WRX when he was a teenager and he 
still has his first WRX, which he purchased in 2000. 
He raced it at various NSW tracks and racked up 
nearly 400,000 kilometres. It now sits in his backyard 
awaiting restoration. 

Held in late October or early November, the rally is 
not a race meeting. It’s a drive to and from a lunch 
venue in the picturesque Central and Northern 
coastal areas. 

Now open to all Subaru models, not just the WRX, 
the rally raises funds through the sale of raffle tickets 
and an auction of high value, with some great prizes 
donated by car club members, businesses and 
Subaru Australia. Last year’s prizes included a three-
night stay in a South Coast resort, home security 
systems and a track day ride in a genuine historic 
Prodrive World Rally Car.

One of the rarer prizes donated by Subaru Australia 
was a bumper bar from the Subaru rally car driven 
by Molly Taylor who, in 2016, became the first 
woman to win the Australian Rally Championship. 

Evan and his team have raised more than $15,000 
since 2012.

A former car detailer and automotive components 
retailer, Evan is now a funeral director and he lives 
near Gosford on the NSW Central Coast. He is 
committed to making the rally bigger and better 
every year. 

Evan McNeill is  
rallying for the cause 
Story by Tom Valenta 

Jane O’Brien’s
inspiring story
Story by Tom Valenta 
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CFTR modulators work differently to 
other medications for CF
Cystic fibrosis (CF) is caused by changes in the cystic 
fibrosis transmembrane conductance regulator (CFTR) 
gene. This gene controls the production of CFTR protein. 
The CFTR protein creates channels on the cell surface 
to allow the movement of chloride in and out of the cell. 
When the CFTR protein is not working properly, the 
balance of chloride and fluids is affected. 

This means that for people who have CF with no CFTR 
protein (or it is not working properly), mucus in various 
organs becomes thick and sticky. This can lead to 
infections in the lungs, damage to the pancreas, and 
problems in other parts of the body.

Most medications for CF focus on treating the symptoms 
of CF. CFTR modulators work differently. They aim to 
restore the function of the faulty CFTR protein made by 
the CFTR gene and treat the cause of CF. However, as 
there are approximately 1,800 gene changes that cause 
CF, and different gene changes can cause different 
defects in the CFTR protein, the CFTR modulators that 
have been developed so far are only effective in people 
with specific gene changes.

Currently, the three CFTR modulators that have been 
approved for use in Australia are:

• Kalydeco® (ivacaftor)

• Orkambi® (lumacaftor/ivacaftor)

• Symdeko® (tezacaftor/ivacaftor).

Trikafta™ (elexacaftor/tezacaftor/ivacaftor) is an 
additional CFTR modulator that has been approved for 
use in the US, but not yet in Australia. There are also 
other potential CFTR modulators being developed and 
tested in clinical trials.

Kalydeco®
Kalydeco® was the first CFTR modulator approved for 
use in Australia. The active ingredient in Kalydeco® is 
called ivacaftor.

Ivacaftor binds to the defective CFTR protein at the cell 
surface and helps to open the channel so that chloride 
can flow in and out of the cells. This helps the balance of 
chloride and fluids at the surface of the cells, and helps 
to thin mucus in the lungs and other organs.

In Australia, the Therapeutic Goods Administration 
(TGA) has approved the use of Kalydeco®. It is available 
on the Pharmaceutical Benefits Scheme (PBS) at a 
Government-subsidised price (up to $41 or $6.60 with a 
concession card) for people who have CF, who are aged 
one year and older, and who have one of the following 
gating (class III) gene changes in the CFTR gene: 
G551D, G1244E, G1349D, G178R, G551S, S1251N, 
S1255P, S549N, S549R.

Orkambi®
Orkambi® is a combination therapy. It had two active 
ingredients, ivacaftor and lumacaftor.

Lumacaftor helps the F508del-CFTR protein change to 
its correct shape, move to the surface of the cell and stay 
there longer. Ivacaftor then helps to open the channel so 
that chloride can flow in and out of the cells.

The TGA has approved the use of Orkambi®. The PBS 
will subsidise the price for people who have CF, are aged 
two years and older, and who have two copies of the 
F508del gene change in the CFTR gene.

What are 
CFTR modulators?

Symdeko® 
Symdeko® is also a combination therapy. It had two 
active ingredients, ivacaftor and tezacaftor.

Tezacaftor works in a similar way to lumacaftor. It 
helps the CFTR protein change to its correct shape, 
move to the surface of the cell and stay there longer. 
Ivacaftor then helps to open the channel so that 
chloride can flow in and out of the cells.

The TGA has approved the use of Symdeco®. The PBS 
will subsidise the price for people who have CF and are:

• aged 12 years and older, who have two copies of the 
F508del gene change in the CFTR gene

• aged 12 years and older, who have one copy of 
the F508del gene change, and one of the following 
changes in the CFTR gene: E56K, R117C, , S977F, 
F1074L, 3849+10kbC→T, P67L, E193K, D579G, 
F1052V, D1152H, R74W, L206W, 711+3A→G, 
K1060T, D1270N, D110E, R352Q, E831X, A1067T, 
2789+5G→A, D110H, A455E, S945L, R1070W, 
3272-26A→GIn November 2019, the Pharmaceutical 
Benefits Advisory Committee (PBAC) recommended 
that Symdeko® be subsidised by the PBS for people 
who have CF, are aged 12 years and older, and 
who have one copy of the following changes in the 
CFTR gene: E56K, R117C, F508del, S977F, F1074L, 
3849+10kbC→T, P67L, E193K, D579G, F1052V, 
D1152H, R74W, L206W, 711+3A→G, K1060T, D1270N, 
D110E, R352Q, E831X, A1067T, 2789+5G→A, D110H, 
A455E, S945L, R1070W, 3272-26A→G.

We are waiting to hear from the Australia Government as 
to when this will occur.

Trikafta™ 
Trikafta™ is a triple combination therapy. It has three 
active ingredients, elexacaftor, tezacaftor and ivacaftor.

Elexacaftor and tezacaftor help the F508del-CFTR 
protein change to the correct shape, move to the surface 
of the cell and stay there longer. Ivacaftor then helps to 
open the channel so that chloride can flow in and out of 
the cells.

The US Food and Drug Administration has approved the 
use of Trikafta™ for people who have CF, are aged 12 
years and older, and who have at least one copy of the 
F508del gene change in the CFTR gene.

More information
• Your CF clinic team

• Cystic Fibrosis Foundation – CFTR modulator 
therapies

• www.cff.org/Life-With-CF/Treatments-and-
Therapies/Medications/CFTR-Modulator-Therapies

• Therapeutic Goods Administration – Australian 
Register of Therapeutic Goods

• http://tga-search.clients.funnelback.com/s/search.
html?query=&collection=tga-artg

References
• Cystic Fibrosis Foundation – CFTR modulator therapies
• www.cff.org/Life-With-CF/Treatments-and-Therapies/

Medications/CFTR-Modulator-Therapies
• Cystic Fibrosis Western Australia – CFTR modulator therapy 

fact sheet
• www.cfwa.org.au/wp-content/uploads/2019/10/CFTR-

Modulator-Therapy.pdf
• Pharmaceutical Benefits Scheme – Pharmaceutical Benefits 

Advisory Committee outcomes
• http://www.pbs.gov.au/info/industry/listing/elements/pbac-

meetings/pbac-outcomes
• Therapeutic Goods Administration – Kalydeo® Consumer 

Medicine Information www.ebs.tga.gov.au/ebs/picmi/
picmirepository.nsf/pdf?OpenAgent&id=CP-2015-
CMI-01370-1

• Therapeutic Goods Administration – Orkambi® Consumer 
Medicine Information

• https://www.ebs.tga.gov.au/ebs/picmi/picmirepository.nsf/
pdf?OpenAgent&id=CP-2016-CMI-01410-1

• Therapeutic Goods Administration – Symdeko® Comsumer 
Medicine Information

• https://www.ebs.tga.gov.au/ebs/picmi/picmirepository.nsf/
pdf?OpenAgent&id=CP-2019-CMI-01252-1

Trikafta™ has not been approved for use in Australia yet.

This information is for general purposes. It is not intended 
to replace advice from your CF clinic team. Different 
therapies are suited to different people depending on their 
situation. Speak with your CF clinic team to discuss your 
specific circumstances and whether these therapies are 
suitable for you.
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Glycaemic control and 
FEV1 recovery during 
pulmonary exacerbations 
in paediatric cystic 
fibrosis-related diabetes 
This article from Cystic Fibrosis 
Research News examines whether 
tighter glycaemic control in children 
and young people with CF-related 
diabetes in the US can be linked to 
better lung function recovery after 
acute worsening of lung infections.

What was your research question?
The goal of this study was to determine if tighter 
glycemic control in individuals with CF-related diabetes 
(CFRD) during a hospitalisation for acute worsening of 
lung infection (pulmonary exacerbations) is associated 
with better lung function recovery. The hypothesis was 
that children with glucose levels closer to the normal 
range would have better recovery than those with 
elevated glucose levels.

Why is this important?
Pulmonary disease remains the main CF-related 
complication. Around a third of individuals with CF 
experience an acute pulmonary exacerbation each 
year, and in a quarter of these cases, lung function 
does not fully recover to pre-exacerbation levels.

CFRD has been associated with more rapid decline 
of lung function, but it is unclear if tighter short-term 
glucose control in the hospital is linked to lung function 
recovery during acute exacerbations. Identifying 
factors that predict lung function recovery during 
an exacerbation could help individuals with CFRD 
maintain lung function, and improve both quality and 
length of life.

What did you do?
We reviewed the medical records from all individuals 
with CF aged 6-21 years who were hospitalized for 
pulmonary exacerbations at our CF Centre. Data 
collected and analysed included lung function, all blood 
glucose levels drawn while in the hospital, and other 
important clinical information.

Glucose control was analysed using a method called 
‘area under the curve’ that helps accurately reflect 
glucose levels over time. Our primary measure of 
interest (outcome) was FEV1 recovery. We evaluated 
individuals with and without CFRD separately, and 
also looked at whether treatment was completed in 
hospital or at home, as we hypothesized there may be 
a potential difference due to the treatment setting.

What did you find?
We found that individuals with CFRD who finished IV 
antibiotics at home were treated for longer than those 
who completed treatment in the hospital. However, in 
those who finished therapy at home, higher inpatient 
glucose levels were associated with less lung function 
recovery – around 20% lower at hospital discharge, 
compared to individuals with good glycemic control. 
We found similar results at the end of IV antibiotic 
treatment and at the next clinic follow-up.

We found no associations between long-term glucose 
control (measured by haemoglobin A1c) and lung 
function recovery.

What does this mean and what are 
reasons for caution?
To our knowledge, this is the first report linking poor 
glucose levels to lower lung function recovery during 
hospitalisations in individuals with CFRD who finished 
IV antibiotics at home. This suggests that better 
glucose control may help maximise recovery during 
exacerbations. 

However, this was a small study in one CF centre and 
it was an observational retrospective study. Therefore, 
we cannot conclude poor glucose control was the 
cause of the low improvement in lung function. Also, 
we found no associations between glucose control and 
lung function recovery in individuals without CFRD, or 
in those with CFRD who finished treatment in hospital.

What’s next?
Engage other centres to evaluate the same questions 
in their CFRD population. If our findings are confirmed, 
it may mean that better short-term glucose control is 
important to help improve lung function recovery during 
exacerbations in individuals with CFRD. It may also 
mean that individuals with CFRD and poor inpatient 
glycemic control should complete their IV antibiotics in 
the hospital. 
Authors: William Okoniewski, Kara Hughan, Gabriel Weiner, 
Daniel Weiner, Erick Forno

Affiliations: Department of Pediatrics, University of Pittsburgh 
School of Medicine; Division of Pulmonary Medicine and 
Division of Endocrinology and Diabetes, UPMC Children’s 
Hospital of Pittsburgh, Pittsburgh, PA

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

Social support is associated with 
fewer reported symptoms and 
decreased treatment burden in adults 
with cystic fibrosis 

This article from Cystic Fibrosis Research 
News examines the impact of social 
support on symptoms and treatment for 
people with cystic fibrosis.

What was your research question?
The current study was conducted to determine if social 
support was related to health outcomes in adults with 
cystic fibrosis (CF). Based on previous research and 
theory, it was hypothesised that those with more social 
support would have better mental health, physical 
health, quality of life and treatment activity.

Why is this important?
Social support is the degree to which an individual 
reports tangible support (having help in accomplishing 
tasks), appraisal (having someone to talk to), belonging 
(having someone to do activities with), and self-esteem 
(feeling that you positively compare to others). In adults 
with and without chronic illness, social support has 
been related to a variety of positive health outcomes.

Despite this, social support is rarely studied in adults 
with CF, who may face unique challenges to obtaining 
social support, including frequent hospitalisations, time-
consuming treatments, and infection prevention and 
control procedures that limit contact between patients. 
Medical care teams are aware of the potential for 
isolation, but may not encourage social support during 
clinic visits because they are focused on other issues, 
and because no research is available to demonstrate 
the importance of social support in adults with CF.

What did you do?
Surveys about social support, mental and physical 
health symptoms, quality of life and treatment 
activity were administered to 250 adults with CF. The 
participants were also part of a larger longitudinal study 
on Adult Care in CF. Participants ranged in age from 20 
to 65 and were 61% female.

What did you find?
Those with more social support had fewer mental 
and physical health symptoms. They also reported 
functioning better emotionally, socially and in their 
societal roles. Those with more social support 

experienced 
less burden 
from their 
treatments, 
and had 
improved 
vitality, 
body image 
and health 
perceptions. 
Those 
with more 
support also had fewer eating disturbances and 
digestive symptoms. Having more social support was 
not related to problems gaining weight, respiratory 
symptoms, or how individuals were functioning 
physically. Social support was not related to beliefs or 
behaviours regarding treatment adherence.

What does this mean and what are 
reasons for caution?
In this study, higher levels of social support were 
related to fewer mental and physical health symptoms, 
better quality of life in a variety of areas, and less 
treatment burden.

As with any study, there are limitations. First, participants 
in this study had significant disease severity, making 
results less generalisable to healthier adults with CF. 
Second, the measures of treatment activity used 
focused on beliefs about treatment and airway clearance 
treatments completed the previous day. A more thorough 
measure of treatment adherence is needed.

What’s next?
Members of the medical team are encouraged to 
discuss social support with their patients, and patients 
are encouraged to get involved in virtual events with 
other adults with CF and seek support opportunities with 
healthy peers. The CF community would also benefit 
from social support screenings and interventions.
Authors: Kassie Flewelling, Deborah Sellers, Gregory Sawicki, 
Walter Robinson, Edward Dill

Affiliations: University of Colorado Denver, Cornell University, 
Harvard Medical School

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



The programs and services we can provide include 
advocacy, information, education and awareness, 
community and hospital support, referrals, peer 
and social support, community events and financial 
support. All our programs are available in both NSW 
and Victoria unless otherwise mentioned.

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

Some of the programs and services available in 
2020 include:

• grants for nebulisers and related replacement 
parts

• reimbursement for CF-related expenses

• a one-off payment for recent transplant recipients 
post-transplant

• support with the cost of counselling (VIC) and 
Mental Health First Aid training

• loan equipment, such as a wheelchair (VIC), 
nebulisers (including travel nebulisers) and 
portable oxygen concentrators

• fitness grants, which are available to help fund 
home exercise equipment, gym or sporting club 
memberships, or structured exercised programs

• regional accommodation assistance, which is 
available to members who have CF (and their 
immediate family) to attend appointments in the 
metro Melbourne, Sydney or Newcastle area

• social work and advocacy support, which is 
available when you’re in hospital and at home

• One-on-one peer support and group support 
dinners, which are held in regional and metro 
areas for family members to share their 
experiences and resources

• grants that are available for weekends away or an 
adventure you’ve always wanted to try

• a broad range of education support and 
assistance, including a Scholarship Program 
(VIC), tutoring assistance (VIC), and CF Smart 
digital and printed resources.

For more details and a full list of our programs and 
services, visit our website www.cfcc.org.au/about-
cfcc/support, or to refer yourself or your family for 
any of our services, please contact us on:

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

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

Apply to be part of our 
NEW Learning Support 
Tutor Program NOW!
Thanks to the support of The Jack Brockhoff 
Foundation, our Learning Support Volunteer Tutor 
Program provides assistance to Victorian CF 
Community Care members who are under 19 years 
with CF, and who would benefit from tutoring services. 
The program aims to assist young people with CF to 
stay engaged with their learning, and to give them 
the confidence and opportunity to succeed in their 
education.

Applicants may be eligible to receive an agreed 
number of FREE tutoring sessions with one of our 
CFCC volunteer tutors.

For more information or to apply, contact the 
Programs and Support Services team on:

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

P: (03) 9686 1811

E: education@cfcc.org.au
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Our services and support
We provide a range of programs and services to individuals and families living with 
CF throughout NSW and Victoria.
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Learning Support 
Tutor Program
Are you a parent or carer of a school-aged child with CF? Would your child 
benefit from time with a skilled tutor to catch up on missed school work?

Carers and Siblings Wellbeing Program (VIC)
A new grant for 2020!
It is important that people caring for someone 
who has CF also take time to look after their own 
wellbeing. New grants of up to $400 can assist with 
some of the costs to engage in the things you love. 
This program aims to support parents, partners, 
grandparents, siblings and other primary carers who 
support someone living with CF in Victoria.

The intention of the program is to focus on 
strengthening mental health and wellbeing, improving 
connections to local community and reducing isolation.

Eligible participants are encouraged to try something 
new, take time out to pursue interests and passions, 
and attend to self-care. For example, join an art class, 
attend a holiday camp, help with travel costs to a local 
community group or choir. This program is supported 
by the Victorian Government.  

For more information or to apply, contact the 
Programs and Support Services team on:

W: https://cfcc.org.au/about-cfcc/support/#financial

P: (03) 9686 1811

E: support@cfcc.org.au
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The pre and post-transplant 
landscape

Pre-lung transplant
Navigating the transplant landscape can have its 
complexities. It is important to start exploring the 
transplant landscape early on to help plan for when 
you may need and want to explore this treatment 
option. It can be an information overload for 
people who are already well versed with medical-
lingo terms like pre and post-workup, compliance, 
immunosuppression medication and rejection, in 
addition to increased outpatient appointments and 
assessments.

One of the key aspects to think about pre-lung 
transplant is the time needed to achieve the 
‘work up’ activities, such as dental, blood work, 
immunisations, body scans, and collaborating with 
new and old medical teams. It’s important to ask 
questions and gather as much information as you 
can about the process.

Many people are curious to know what other 
people’s individual experiences are and to find 
out how they got through their own transplants. 
These conversations can be accessed through 
coordinated peer support, in addition to one-on-
one sessions with your transplant coordinator 
and medical teams. Another thing is the signal-to-
noise ratio for information is very high and it can 
be challenging to identify what key areas are of 
the most importance to you and your individual 
circumstances.

Prior to a transplant, it is also important to build up 
a core base of support through family and friends 
who can help you with some of your tough decision 
making (such as an advance care directive, wills 
and accessing superannuation), and help you 
navigate the range of emotions that can occur 
during this time. The last key area of the pre 
transplant landscape is open dialogue with your 
family, friends, medical teams and yourself.

Many people may struggle with open 
communication during this time as they are asked 
some very tough questions about their treatment 
and personal experiences. Finding your voice and 
a way to communicate your wishes can help. 

Post-lung transplant
After a transplant, you’ll find there will be increased 
reviews and assessments as part of your rehabilitation 
and there are some financial grants available to help you 
through this process. If you are from a regional area, you 
will need to live in either Sydney or Melbourne for up to 
the first three months post-transplant and there are some 
accommodation options available for that period.

It is important to familiarise yourself with your 
specific state’s recommendations regarding post-
transplant care and the frequency of follow-up 
appointments.

Helpful resources
Lung Transplant Information Manual – a PDF manual updated in 2019, that provides a step-by-step 
guide for patients having a lung transplant at St Vincent’s Hospital, NSW https://www.svhlunghealth.com.au/
ArticleDocuments/3496/SVH%20LungTransplant%20PatientFamilyInfoManual%20Interactive.pdf.aspx

St Vincent’s lung health website – provides more information about what is involved in a lung transplant 
www.svhlunghealth.com.au

Heart and Lung Transplant Trust (Victoria) Inc – provides information about what to expect before, during 
and after transplant at The Alfred www.hlttv.org.au

The Royal Children’s Hospital – includes a link to the Cystic Fibrosis Management Handbook that 
includes a section on heart-lung transplants www.rch.org.au/respmed/parent-information/#2
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In NSW, CF patients need to return to their 
referring CF Specialist Service (CFSS) clinic 
three months post-transplant. The referring 
CF clinic will continue to see the person 
every six to twelve months. If the referring 
CF clinic is also managing endocrine issues, 
the frequency of the clinic appointments 
would increase.

In Victoria, if you are an adult with CF and 
received a transplant at the Alfred, all your 
care will then be managed by the transplant 
team at the Alfred. It is really important that 
there is good communication at every step 
with all the parties involved in supporting 
you, including your transplant team, CF 
clinic, family and friends.

If you feel there is a lot of information to take 
on board, then you can arrange to have a 
support person present and ask for copies of 
your discharge summary, which outlines any 
treatment adjustments.

Jenn xxxxxxxxxxxx



Carrier screening for CF

Starting the conversation
If a family member has CF or is a carrier of the CF 
gene change, their relatives have an increased 
chance of also being a carrier. Discussing CF with 
family members gives people the opportunity to 
decide for themselves whether or not to have genetic 
carrier testing.

Making the decision to know CF carrier status through 
genetic testing is a choice only your family member 
can make. Knowing whether they are a carrier can 
help inform them of all their reproductive options. The 
earlier they make a decision about knowing their CF 
carrier status, the more options they will have.

Tips to start talking
Prepare: Consider how you will communicate with 
them (in person, telephone, etc.). Choose a place 
and time that everyone will feel comfortable with. 
Think about how you may begin the conversation (an 
opening explanation of your thoughts is a good way to 
start). Collect any information you need about carrier 
screening so you have it ready if they ask for it.

Educate: Explain what CF is and how it is inherited 
(you can use the information and diagrams on our 
website at www.cfcc.org.au to help you).

Provide options: Explain what carrier testing is, what 
options are available, and what it involves.

Acknowledge: Family members feelings and 
reactions may vary and change over time. The best 
thing you can do is acknowledge their point of view 
and remain supportive, regardless of the reaction.

Refer onwards: Family members may wish to 
speak to a professional for further guidance. Let 
them know they can contact their local genetic 
counselling service. These services are available in 
all major public hospitals in every state – just ask for 
the Genetics Department. It is preferable if families 
seek a referral from a general practitioner, medical 
specialist or other healthcare professional.

How to get screened
CF carrier screening is only available to those 18 
years and over and is the only way to find out if you 
are a carrier of the CF gene change.

The test involves providing a blood or saliva sample 
and requires a referral from their GP, obstetrician or 
gynaecologist. There are around 2,000 gene changes 
that cause CF and a typical CF screening will identify 
the most common CF gene changes in Australia. 
However, there is still a small risk that they may be a 
carrier of a rare CF gene change.

If you know your CF gene change and are happy 
to share that with your family, encourage them to 
give this information to their GP, obstetrician or 
gynaecologist when they are making a referral for CF 
carrier screening. This will ensure that they are being 
tested for the most common CF gene changes as well 
as the specific gene change relevant to your family.

If you have a close relative who wishes to have CF 
carrier screening done (a second cousin or closer), 
the cost of the test may be covered by Medicare. 
They will need to speak to their doctor to check their 
eligibility for the rebate. If the person being screened 
has no family history of CF, they can pay for the test 
themselves (expect to pay at least $150).

Find out more
W: www.cfcc.org.au/what-is-cf/carrier-screening/

P: (03) 9686 1811

E: support@cfcc.org.au
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Mackenzie’s Mission is a research study 
providing reproductive genetic carrier 
screening for about 750 severe genetic 
conditions to 10,000 couples across Australia. 
The screening will give prospective parents 
information about their likelihood of having 
a child with a severe genetic condition. The 
study will investigate the best way to deliver a 
national reproductive genetic carrier screening 
program available to all couples in Australia.

For more information, visit the website at 
https://www.mackenziesmission.org.au.

When an inherited condition such as 
CF is diagnosed in a family, people 
often have questions about how and 
when to talk about it with other family 
members.

The Walter and Eliza Hall 
Charitable Foundation
Memorial Grant (NSW) 
A new time-limited grant

14
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We are delighted to announce three 
new grant funded programs that will 
be available until August 2020 for 
current CFCC members in NSW. 
The WEHCF grants will fund:

• new nebulisers and replacement parts

• the Fitness Equipment Program – available to current 
CFCC members who live in NSW and reside outside 
the NPCF BB2P and Club Grant catchment areas – 
will fund home exercise equipment, gym membership, 
sporting club activities, etc. 

• the Nutritional Supplement Program – to provide 
financial assistance with products such as nutritional 
feeds (enteral, TPN or oral) that have been deemed 
essential by the applicant’s treating CF clinical team.

For more information or to receive an application 
form, contact the Programs and Support Services 
team on:

P: (02) 8732 5700

E: nswsupport1@cfcc.org.au

Newcastle Permanent 
Charitable Foundation (NSW)
Helping rewrite the future
The CFCC Newcastle Permanent Charitable Foundation 
Breathe Better 2 Program (BB2P) Fitness Participation 
and Regional Nebuliser Replacement grants are now 
available. These grants are for current CFCC members 
who live in the Central West, Hunter, New England, Mid 
North Coast, Northern Rivers and Central Coast regions 
of NSW, and will only be offered until May 2020.

We encourage you to contact our team for more 
information and to access application forms if you are 
a CFCC member, and are an adult with CF or have a 
child with CF. These grants can assist with costs for 
sports programs, exercise clubs, swimming classes, 
home exercise equipment and other structured exercise 
activities, or if you need a new replacement nebuliser.

To be eligible, you need to live in the catchment area, 
be a current CFCC member, and not previously have 
accessed the Breathe Better Program.

For more information or to receive an application 
form, contact the Programs and Support Services 
team on:

P: (02) 8732 5700

E: nswsupport1@cfcc.org.au. 



65K 4 65 Roses 
Walkathon 2020 
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On Saturday 22 February, a record number of the CF community and supporters came 
together at Iron Cove Bay, Sydney. We welcomed over 1,400 people taking part in the casual 
7 km, with family members, friends, and those challenging their stamina, endurance and 
mental strength with 21 km, 35 km, 42 km or 65 km. 

It was a day of great inspiration and fun with the Wests Tigers, Western Sydney Wanderers, 
GWS Giants and Randwick Rugby Club providing great entertainment. 

Thank you to everyone who participated and supported the event. All proceeds from the 
65K 4 65 Roses Walkathon go towards helping Cystic Fibrosis Community Care and The 
Children’s Hospital at Westmead provide vital support to those with CF.

We would also like to thank our wonderful sponsors Suttons, G&W Hydraulics, Smokin Cobs 
BBQ, Inner West Council and Barista v.s Chef. We couldn’t have done it without you!

Pat Borg, cofounder of the 65k with his daughter Isabella,   
who has CF and is the ambassador for the 65k.

Christian Warren won with a time of 5 hours,       
7 minutes and 4 seconds for the 65kms!
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Cystic 
Fibrosis 
Month
Our annual fundraising campaign 
known to the CFCC community as 65 
Roses Month is undergoing a name 
change. Our aim is still to raise the 
level of public awareness of cystic 
fibrosis (CF) across NSW and Victoria.
In 2020, the campaign will be promoted as Cystic 
Fibrosis Month. It will be held throughout May and 
continue to be a national fundraising initiative for CF. 
Our target this year is to raise $100,000 to fund the 
programs and services that support people living with 
CF in NSW and Victoria.

Cystic Fibrosis Rose Day will be held on Friday 22 
May, when we will be selling thousands of colourful, 
fresh roses, courtesy of Wafex, and at select 
locations, we will be rattling tins and selling CF 
merchandise.

How can you help this May?
• Fundraise for CF – hold your own community 

fundraiser.

• Take the 65Roses Challenge – run a community 
fundraising event around the number 65, such as a 
lunch, high tea or cocktail party for 65 people, run a 
yoga class for 65 people or hold a wine-tasting night 
for 65 people.

• Create a challenge – for example, complete 65 squats 
per day; do 65 hours of skipping during the month, 
play 65 sets of tennis.

• Join an existing challenge – if you want to keep it 
simple, you can join our challenge to walk 65k in the 
month of May.

• Buy or sell roses.

• Make a donation by visiting the CFCC website at 
www.cfcc.org.au.

• Sell merchandise – contact CFCC by emailing Victoria 
at fundraising@cfcc.org.au or NSW at communityfr@
cfcc.org.au and we’ll send you a merchandise box of 
goodies to sell at work or school.  

Calling for volunteers
This May we need triple the number of volunteers 
who can give their time to our campaign and help us 
to raise $100,000 to support people living with CF.

Whether you are an individual with time to give, 
or an organisation looking for staff team-based 
volunteering, we have a number of activities, tasks 
and jobs to be completed throughout May, particularly 
in preparation for and on the day of 22 May. 

Please spread the word to friends, colleagues, 
workplaces, families and register your interest 
email the CFCC Marketing and Fundraising team 
on fundraising@cfcc.org.au
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Cystic Fibrosis Ladies Luncheon VIC
Put on your favourite frock, or buy a new one, 
and bring some friends to the annual Cystic 
Fibrosis Ladies Luncheon, which is held on 
Friday 22 May from 12pm to 3.30pm at the 
luxurious city RACV Club, right in the heart of 
Melbourne. So rally your girlfriends together for a 
great cause and a fun filled day!! Book your seat 
or better still, a table of 10, $145 per person by 
emailing charityandfun@gmail.com.

Shining a Light on CF
On Friday 22 May, a number of Victorian 
and New South Wales landmarks will once 
again be lit up red to raise awareness of 
CF. Sites such as the Bolte Bridge, Flinders 
Street Station, Sydney Town Hall, Newcastle 
City Hall Clock Face and numerous new 
sites have confirmed their support. Should 
you come across a ‘Shining a light on CF’ 
site, please take a photo and tag us on 
social media. 

High Tea NSW
Come and join us at our second 65 Roses High Tea on 
Friday 15 May from 11am–2pm. 

Get your friends together and treat yourselves to a 
fabulously elegant high tea experience at Doltone House, 
overlooking Hyde Park. There will be plenty of fun 
fundraising activities on the day, so make sure you bring 
a generous spirit and get ready to have some fun.

Last year’s event sold out – so don’t miss out! Contact 
frcoordinator@cfcc.org.au today. Tickets cost $85 
each or $800 for a table of 10.

Rise n’ Grind
On Friday May 22, make your morning coffee pack 
a punch for CF! Rise n’ Grind is a fundraising event 
designed exclusively for cafes and coffee lovers, where 
participating cafes donate all of the proceeds they make 
during a selected period of time to raise money for CF. 

Visit www.risengrind.com.au for more information 
and to register your café.

Crazy Hair Day 2020
Put this date in your diary! On Friday 7 August, we 
are once again holding our Crazy Hair Day fundraiser, 
where kids of all ages are being asked to come to 
school with ‘crazy hair’ and raise funds for those living 
with cystic fibrosis. 

To sign your school up, head to www.crazyhair.com.au.



Meet one 
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For Katharina Lang, joining the Cystic 
Fibrosis Community Care NSW office as 
the events intern was nerve-wracking. 
Taking on the internship meant a 20-hour 
plane ride from a small town in Germany 
to a country she had only visited once 
when she was four. However, at eighteen 
years old, Katharina was determined to 
undertake an internship with CFCC and the 
CF community.
Katharina embraced the opportunity and joined our 
team in November, just in time to manage some of the 
many logistics involved with 65k 4 65 Roses Walkathon. 
Katharina says her experience was full of many different 
aspects and challenges.

‘I have been mainly working on 65 K 4 65 Roses 2020, 
CFCC’s biggest fundraising event. My main tasks include 
supporting the Event Manager with logistics, coordinating 
the event day volunteers, designing signage, on-the-day 
sport activations, committee meetings with Westmead 
Children’s Hospital, a photo shoot for promotion in the 
local paper and packaging up 810 race packs!‘

Along with hands-on work experience in a team 
environment, Katharina also wanted to develop her 
communication skills.

‘I wanted more experience in terms of how people work 
together. I learnt so much during my four months here 
and the team incorporated me warmly and patiently. I 
really enjoyed working on 65 K 4 65 Roses Walkathon, 
because I was delegated responsible tasks, learnt 
about all the logistics involved in organising a large-
scale community event and I could lighten the team’s 
workload.’

When Katharina returns to Germany, she plans to 
undertake a health management degree at Stuttgart 
University. She felt the internship at CFCC was a perfect 
combination to increase her knowledge of cystic fibrosis 
and her keen interest in event management.

Katharina found that one of the most valuable things she 
got out of her internship was the support network within 
the team.

‘They gave me so much advice and always helped me if 
I needed it. I’m very thankful for all the great experience 
and I’ll never forget being part of such a friendly and 
hardworking team.’ 

Katharina enjoyed helping out with the 65 K 4 65 Roses Walkathon
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A Night for CF save the date
The most glamorous night in the CF calendar is back! It’s time to 
get your tables together and block out your calendars for CFCC’s 
night of nights. A Night for CF will be held on Saturday 25 July 
at the Grand Hyatt in Melbourne and Saturday 5 September at 
Parliament House, Sydney.
Full of glitz, glamour, fine dining and spectacular entertainment, 
A Night for CF is not to be missed. Tickets are on sale now for 
Melbourne at http://bit.ly/ANFCF-VIC-2020.
For any enquiries or to pre-book your table, please contact 
events@cfcc.org.au or call 03 9686 1811 in VIC and 
frcoordinator@CFCC.org.au or call 02 8732 5700 in NSW.

Community fundraisers NSW 2019

Bubbles to Breathe 
Nicki Traina and Ashley Sherrell did an amazing job 
raising over $30,000 through a range of fundraising 
activities, including a school doughnut day, wine and 
canapé night, Bunnings BBQ and a cake stall.

Sou’Westers CF group 
A huge thank you to Roslyn Vaughan and the 
Sou’Westers CF group who have been selling their 
handmade knitted goods for CFCC and raised an 
incredible $7,788!

WRX Great North Rally 
Evan McNeill led the annual Impreza WRX Club Great 
North Rally and raised over $4,500 for the fight against 
cystic fibrosis. This heart-warming event is in memory of 
club member Liam Wild who lost his battle to CF in 2012.

Christmas Appeal 2019 
Thank you for giving a gift that counts
Thank you to the amazing generosity of everyone 
who supported our Christmas appeal, which raised 
$32,390. Your 
wonderful gifts will 
help us to continue 
to deliver more 
than 20 services 
and programs that 
benefit individuals 
and their families, 
easing the financial 
and emotional 
strain that CF 
families often deal 
with. Thank you 
again for your 
amazing support, 
your kindness changes lives.

If you would like to be part of a future campaign by 
sharing your family’s story, or your business can 
help with pro bono support, please contact Fran 
Hay at donors@cfcc.org.au or on (02) 8732 5700.Community fundraisers VIC 2019

Crazy Sock Day 
Every Friday for Term 3, Lilydale High School students 
donated money to participate in Crazy Sock Day, with 
funds raised going towards CF. Their efforts raised 
$771.

Trekking for Simmo 
In 2016, Jamie Kiker and his father completed the 
grueling trek through the Papua Guinean jungle via 
the Kokoda Track. Not only did this provide them an 
incredible perspective on the lives and sacrifices of 
those involved in the battle, but it also allowed him to 
raise awareness and an impressive $7,475 for a cause 
really close to his heart. James’ very good friend Simon 
Minson lost his battle with cystic fibrosis is 2014. 

The Biomedicine Students’ Society
This year, the annual Biomedicine Students Society 
hosted a ball for students and their friends that 
supported cystic fibrosis and raised $5,000. CF is a 
disease that third-year biomedicine students study 
during their Molecule to Malady subject. 

Christmas Appeal 2019 
Thank you for giving a gift that counts
Thank you to the amazing generosity of everyone 
who supported our Christmas appeal, which raised 
$32,390. Your 
wonderful gifts will 
help us to continue 
to deliver more 
than 20 services 
and programs that 
benefit individuals 
and their families, 
easing the financial 
and emotional 
strain that CF 
families often deal 
with. Thank you 
again for your 
amazing support, 
your kindness changes lives.

If you would like to be part of a future campaign by 
sharing your family’s story, or your business can 
help with pro bono support, please contact Fran 
Hay at donors@cfcc.org.au or on (02) 8732 5700.

Novemb-HER 2019
Our inaugural 2019 Novemb-HER Bottomless 
Brunch was loads of fun!

There were 120 lovely ladies (and one gentleman!) 
who wined, dined and had a fabulous time at 
the gorgeous Fenix River Terrace on Sunday 24 
November, all to raise awareness for the fight 
against CF. We’d like to give a huge thank you 
to everyone who supported Novemb-HER by 
attending, donating or providing services

Can’t wait for more? Make sure you put Sunday 
29 November 2020 in your diary when we’ll be 
coming back for round two.
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Name: April

Age: 27

Connection to CF: I have CF

How has CFCC supported you? 
CFCC has really supported me particularly in the last 
six months as I have been off work recovering from a 
double lung transplant. They have offered excellent 
advice, someone to talk to and some much needed 
funds that helped with relieving the stress of recovery.

What’s something that no one would 
guess about you?
I have had two double lung transplants in four years.

What is your proudest accomplishment?
My proudest accomplishment is being able to go to 
work every day to teach and inspire little humans to 
be the best they can be. I have also been given the 
opportunity to lead staff and students within my role 
as an assistant principal which was a huge milestone 
for me. My other proudest accomplishment is being 
able to travel around Europe for a month.

What motivates you?
I’m intrinsically motivated, I love to learn and I love to 
thrive. I have always been very ambitious and don’t 
let my condition tell me I can’t do something.  I tell 
myself “if you feel good, do it” because you need to 
take advantage of the days you feel well and not make 
excuses for yourself.

What is an 
activity that you most enjoy doing?
I really love travelling and reading. I’m always 
interested in doing something creative.

What’s something that you are really 
looking forward to this year?
I am looking forward to going back to teaching 
to enjoy what I love. I am also looking forward to 
planning my wedding for January 2021.

 

April Pickeridge
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