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

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

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

Subscribe to PASSwords on our website at www.cfcc.org.au
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Karin Knoester 
Chief Executive Officer 

Hello everyone…welcome to March 2021 – feels like we went 
straight from 2019 to 2021! 

I hope everyone is faring well and coping with the changes that Covid 19 
demands of us. At CFCC we haven’t been letting the grass grow beneath 
our feet!  Many of you were kind enough, and able to support our online 
activities last year, and this year our huge 65K for 65 Roses was a hybrid 
event which saw a number of smaller teams walking the 65K in Sydney 
and surrounds. The Pat’s were there, as was our dedicated team from 
the Children’s Hospital Westmead. While we know it was a completely 
different experience from our normal major festival of red, it was so encouraging to see so many people support 
the hospital and CFCC. Thank you to all who were involved. 

Hopefully this year we will manage a few more face to face activities and planning has started for the High Tea 
in Sydney during Cystic Fibrosis Month, and a range of community fundraisers are already getting their thinking 
caps on to support our major month of awareness. Please let the team know if you need some support in 
organising your community fundraiser. 

Our Melbourne and Sydney Gala Balls looks like they will be face to face at this stage (but who knows what can 
happen in the interim). I am looking forward to seeing people having a great time and enjoying themselves with 
friends and family, all the while supporting a worthy cause. 

Our AGM will be held on the 17 March, via Zoom and our members will have received an invitation to this event.  
We will be hearing an update about our Loxegen project from Andrew Venables and this should be of interest to 
many of you. Stepping down from the Board this year is Julie Noorman who has been a very committed and long 
serving Board member. Our Board members volunteer their time and energy to ensuring that the organisation 
is being governed well, that we are forward thinking and member focused. I am most grateful for all the support 
they offer me and the organisation. 

CFA started the advocacy campaign in relation to Trikafta a couple of months ago and this has ramped up of 
late. Trikafta is listed on the Agenda for the March PBAC meetings and I hope that the submissions many of you 
have sent in will ensure that this vital medication is approved for listing on the PBS. Past experience tells us that it 
will be a bit of a drawn out process determining a price and CFA are at the forefront of ensuring that patients and 
not price is the focus. 

I’d love to hear from you, to hear how you are going, what you think CFCC could do to support members better.  
If you are inclined drop me a note at ceo@cfcc.org.au

 

Until next time….

CF matters 
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Tash Rudd 
Story by Tash Rudd

On 18 December 1994 I was born. Three 
weeks later after my parents’ instincts told 
them something was not right with me, I was 
diagnosed with cystic fibrosis through a heel 
prick test. My parents went through three weeks 
of learning about CF and came out of that time 
worried about the life I would live. 

My name is Tash Rudd – I am a DELTA508 cystic 
fibrosis patient and this is my story.

You might think cystic fibrosis is the main factor in 
this story, but for me it’s not, it’s just a small piece of 
the puzzle.

When I was 7 years old, I had two hospital 
admissions back to back, my parents thought this 
was the start of a not so great life for me. But after 
that second admission they decided, given their love 
for sport, that they would sign me up for basketball, 
netball, touch football and athletics. Everything 
sport quickly became a love and passion of mine 
and I can say I haven’t looked back. It would take 
another 15 years for me to have another hospital 
admission and this was due to sport and being 
active.

I am very lucky to say that I have a natural talent for 
most sports and I soon began making representative 
teams and then higher-level sides. When I was 
younger I did not want people knowing I had cystic 
fibrosis as I wanted to be known as that “great 
netballer” or “great touch footballer” not “she’s 
good at netball considering she has cystic fibrosis” 
and so on. So, for many years it was not something 
I addressed. It was a part of my life, but it wasn’t 
what I focused on and I guess I never have. Yes, I did 
treatments every day and my physiotherapy, but my 
focus was on my goals and that was to make rep 
teams and be selected for higher representation.

It was probably not until year 11 at school when I 
made a high-level touch football side to compete at 

the National Championships (we were silver medallists 
to Queensland), that I addresed it. My training for this 
tournament involved travelling to Newcastle every 
weekend on top of home training programs for my 
representative netball and basketball. I realised after 
this that I should be proud to have cystic fibrosis and 
be able to achieve what I have. 

I’m often told how lucky I am to be 
so well with my CF and compete at 
the levels I do, but the truth is I’m 

NOT lucky, I work HARD! 
Leaving school was a potential worry given all the 
school and underage representative sports would 
stop, but I am still determined to play netball at the 
highest level and it is my greatest passion.

I train in the gym five days a week and yes this is 
wonderful for my CF but what motivates me is 
netball and always being better, faster, stronger 
and fitter. I love the game and after playing state 
league for my town Orange I decided to travel to 
Sydney and trial for a metropolitan club. I was elated 
to be selected to play division 2 metro league last 
year and this meant committing to travelling an 
8-hour round trip to Sydney up to 3 times a week. 
Unfortunately, my season came to an early end due 
to a serious injury. But that’s sport hey!

This is what drives me and it’s just a bonus that 
all the hard work and my passion for sport is also 
saving my life.

I live by the saying, cystic fibrosis is just something I 
have, it’s not who I am! CF doesn’t define me and at 
the end of the day if I do become unwell at least I’ll 
know I gave it everything I had. Sport is saving my 
life and I hope I can inspire even one other CF’er.  

 

Progress and potholes for Chris
Story by Tom Valenta 
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Progress and potholes for Chris
Story by Tom Valenta 

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

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 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. 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. 

Trikafta® was approved by the Food and Drug 
Administration in the United States in October 2019 
but 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® medications, 
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. 

‘This means I am able to lead a relatively normal life,’ 
he said. 

Before he was on Trikafta®, Chris would spend up to 
three hours every day clearing his lungs. He would 
produce between one and two cups of sputum 
every day. With the new medication, there is now 
only a teaspoonful a day. His health has improved 
rapidly and his lung function has increased to 52 
percent.  

Chris has two older brothers, Josh and Aaron, who 
don’t have CF, and a younger sister Rebekah who 
does have CF. Rebecca works in the pathology 
laboratory in the Box Hill hospital. She too qualified 
for Trikafta® on compassionate access grounds and 
is reaping the considerable benefits.  

Chris, his wife Shari and six-year-old son Isaac, live 
in Wodonga on the Victorian/New South Wales 
border. Born in Albury, across the Murray River in 
NSW, Chris has lived in Wodonga all his life. His CF 
diagnosis came soon after birth – an older sister, 
Rowena died at the age of four from CF-related 
illness and this alerted medical staff when Chris 
was born.

‘I was in and out of hospital as a kid, then had a 
period of sustained good health as a teenager and 
into my early twenties. My health deteriorated in 
my late twenties and early thirties,’ he said.  

For Chris, and others living in regional Victoria, 
going into hospital means a long drive to Melbourne. 
Fortunately, Shari has done most of the driving, 
reducing Chris’s stress levels.  

Since the age of eighteen, Chris has worked 
in hospitality and has completed a degree in 
hospitality management. As his health declined, 
he was forced to step back from management 
roles and work casually. He returned to studies 
to undertake an accountancy course and, once 
qualified, plans to pursue a career in that field. 
His improved health and the easing of COVID-19 
restrictions in regional Victoria have increased his 
optimism for re-starting his career.  

He believes that placing Trikafta® on the PBS makes 
sound economic logic. Before he was taking it, Chris 
was in hospital every two months. Now, it is around 
every six-to-twelve months and he said the gap may 
increase further.  

‘When I’m back at work, I’ll be paying tax and no 
longer on the disability support pension.’  

There seems little doubt that the physical and 
mental health for people with CF and their families 
will be greatly enhanced with Trikafta® being placed 
on the PBS.  

For more Stories like Tash and Chris’ visit www.cfstrong.org.au 

GETTING TO KNOW
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The global impact of SARS-CoV-2 
in 181 people with cystic fibrosis
This article from Cystic Fibrosis Research 
News (Nov 2020) examines the impact of 
SARS-CoV-2 infection (COVID-19) in people 
with cystic fibrosis.
What was your research question?

We aimed to describe the impact of SARS-CoV-2 
infection, known as COVID-19 and coronavirus, 
in people with cystic fibrosis (CF) through a 
global collaboration of CF Registries. We report 
on demographic, clinical and disease-related 
characteristics in a global group of people diagnosed 
with SARS-CoV-2 to better understand the severity of 
infection experienced in the population.

Why is this important?

As SARS-CoV-2 continues to spread around the world, 
people with CF have been identified as a vulnerable 
group. It is important for people with CF and their 
clinical teams to have information on how COVID-19 is 
affecting them so they can take appropriate actions and 
provide the best medical care.

What did you do?

A global network of CF Registries collaborated in 
pulling together anonymised data on people with 
CF diagnosed with SARS-CoV-2 from 19 countries 
before 13 June 2020. The data were analysed and 
summarised in this report, with characteristics in 
the population being compared against various 
outcomes including hospitalisation, intensive care 
admission and death.

What did you find?

The outcomes of SARS-CoV-2 infection in people with 
CF seem to show a similar range to that in the general 
population. 11 people in the cohort were admitted to 
intensive care and 7 died. Our analysis was separated 
into 32 people who had received an organ transplant 
and 149 people who had not. Higher proportions 
of people who had an organ transplant (74%) were 
admitted to hospital compared with people who have 
not had a transplant (46%). Similarly, higher proportions 
of people with lower lung function in the year before to 
infection were hospitalised. These findings suggest a 
possible association of these characteristics with more 
severe outcomes due to SARS-CoV-2.

What does this mean and reasons for caution?

Whilst many people with CF have no or mild symptoms 
of SARS-CoV-2, this is not a nonthreatening infection 
and can lead to serious health concerns. It is important 
to remember that this report did not capture all cases of 
SARS-CoV-2, only those diagnosed through their clinical 
team. Also, this study reports only on cases recorded 
before June 2020. Further analysis is needed on these 
new cases to further understand the links between 
individual characteristics and other CF-related illnesses 
and severity of outcomes from COVID-19.

What’s next? 

We continue to collect data on diagnosed cases of 
SARS-CoV-2 in people with CF and aim to publish more 
information in the coming months. In future we will 
follow up on the medium-to long-term effects of the 
virus on people with CF, as the long-term impacts of the 
disease remain unknown.

Authors: Elliot McClenaghana, Rebecca Cosgriffa, Keith Brownleea, Susannah 
Ahernb, Pierre-Régis Burgelc, Catherine A Byrnesd, Carla Colomboe, Harriet 
Corvolf, Stephanie Y Chengg, Géraldine Daneauh, Alexander Elberti, Albert 
Faroi, Christopher H Gossj, Vincent Gulmansk, Hector Gutierrezl, Isabelle de 
Monestrolm, Andreas Jungn, Lutz Nährlich Justuso, Nataliya Kashirskayap, 
Bruce C Marshalli, Edward McKoneq, Peter G Middletonr, Pedro Mondejar-
Lopezs, M Dolores Pastor-Viverot, Rita Padoanu, Samar Rizvii, Rasa 
Ruseckaiteb, Marco Salvatorev, Anne Stephensong,w, Luiz Vicente R da Silva 
Filhox, Joel Meloy, Marco Zampoliz, Siobhán B Carr1

Affiliations: a Cystic Fibrosis Trust, UK; b Monash University, Melbourne, 
Australia; c Université de Paris, Inserm U1016, Institut Cochin and Cochin 
Hospital, Assistance Publique Hôpitaux de Paris (APHP), France; d Starship 
Children’s Hospital and University of Auckland, Auckland, New Zealand; e 
Fondazione IRCCS Ca’ Granda Ospedale Maggiore Policlinico, University 
of Milan, Milan, Italy; f Sorbonne Université, Inserm, Centre de Recherche 
Saint-Antoine, Assistance Publique Hôpitaux de Paris (APHP), Hôpital 
Trousseau, Service de Pneumologie Pédiatrique, Paris, France; g Cystic 
Fibrosis Canada, Canada; h Sciensano, Belgium; i Cystic Fibrosis Foundation, 
USA; j University of Washington, Seattle, USA; k Dutch CF Foundation NCFS, 
Baarn, Netherlands; l University of Alabama at Birmingham, Alabama, USA; 
m Stockholm CF Center, Sweden; n University Children’s Hospital Zurich, 
Switzerland; o Department of Pediatrics, Justus-Liebig-University Giessen, 
Giessen, Germany; p Research Centre for Medical Genetics, Russia; q St 
Vincent’s University Hospital, Dublin, Ireland; r Westmead Hospital, Sydney, 
Australia; s Hospital Clínico Universitario Virgen de la Arrixaca, Murcia, Spain; t 
Hospital Universitario Cruces, Bizkaia, Spain; u Cystic Fibrosis Support Center, 
Department of Paediatric, University of Brescia, Italy; v National Center 
Rare Diseases Undiagnosed Rare Diseases Interdepartmental Unit Istituto 
Superiore di Sanità, Rome, Italy; w Toronto Adult Cystic Fibrosis Centre, 
St. Michael’s Hospital, Toronto, Canada; x Instituto da Criança HCFMUSP, 
São Paulo, Brazil; y Instituto Nacional del Tórax, Chile; z University of Cape 
Town and Red Cross War Memorial Children’s Hospital, South Africa; 1 Royal 
Brompton Hospital and Imperial College London.

Reprinted with permission from Cystic Fibrosis Research News 
https://www.ecfs.eu/publications/cf-research-news 
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Trikafta® (elexacaftor/tezacaftor/
ivacaftor) is a new triple combination 
therapy that may benefit many 
people living with CF. Trikafta® was 
on the agenda for the March 2021 
Pharmaceutical Benefits Advisory 
Committee (PBAC) meeting for the 
treatment of CF in patients aged 12 
years or older who have at least one 
F508del gene change.

What is Trikafta®?
Elexacaftor/tezacaftor/ivacaftor, or 
Trikafta®, is a type of medication known as 
a CFTR modulator. CFTR modulators work 
differently to other medications for CF. 
They work by correcting the malfunctioning 
protein that causes CF. In doing so, these 
medications directly address the cause of 
CF, rather than just the symptoms. They are 
not a cure, but they help the body’s cells to 
function more normally.

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.

What happens after the PBAC 
meeting?
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. After the 
March meeting the PBAC can:

• Recommend Trikafta® be listed on the 
PBS, or

• Defer their decision and consider it again 
at a later meeting, or

• Reject the application for Trikafta® to be 
listed on the PBS

We expect to hear the outcome of the 
March 2021 PBAC meeting on 23 April 2021.

We are hoping that the PBAC will 
recommend Trikafta® be listed on the 
PBS. However, if they defer or reject the 
application we will continue to advocate for 
it to be recommended for listing.

If PBAC recommend Trikafta® be listed on 
the PBS, it generally takes approximately 
6 months to negotiate the final agreement 
between Vertex and the Australian 
Government.

Read more about CFTR modulators at
www.cfcc.org.au/what-is-cf/how-CF-is-treated

Trikafta® update 

MARCH 20217HEALTH AND RESEARCH
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CFCC’s Impact

Supporting our members during the COVID-19 pandemic

Boxes of 
tissues

101

Face masks
298

Personal
hand sanitiser

271

Spirometers
145

5,573
Requests for 
information 
and support

Throughout 2020, Cystic Fibrosis Community 
Care was there to answer our members requests 
for urgent support. We were able to provide 
practical, timely and vital information in relation 
to the impact of the COVID 19 pandemic in our 
community. The following is a snapshot of the 
support we provided. 

COMMUNITY FOCUS MARCH 20218
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Increasing Health and Wellness Outcomes

CF Clinic Support

284

Community Based support
Social work support, advocacy, 
mental health first aid training

6,497

Physical Fitness
Subsidies for fitness membership 

& exercise equipment

211

Providing Life-Giving Equipment

Personal Nebulisers 
and Nebuliser parts

448

Airway Clearance 
Equipment

198

Oxygen 
Concentrators

3

Alleviating the financial burden 

Physiotherapy 
Equipment

870

Pharmaceutical/Medical 
and Nutritional Support

242

Emergency
 Financial Support

353

Supporting education engagement

Timeout
Supporting wellbeing 
and providing respite 

65

CF Smart 
Online Learning

626

Student and 
Family Support

111

Scholarships
and Tutoring

36

Teacher/Educator 
Support

99

Peer Support

325

To learn more about Cystic Fibrosis Community Care, to become a member or support our cause, please phone 
03 9686 1811 or email admin@cfcc.org.au
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Our programs and services
We provide a range of programs and services to 
individual and families living with CF throughout 
NSW and Victoria

Our programs and services include community and 
hospital support, referrals, peer and social support, 
advocacy, information, education and awareness, 
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 continuous current member of CF 
Community Care.

Some of our programs and services available in 2021 
include:

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

• Reimbursement for CF-related expenses

• One-off payment for recent transplant recipients 
post-transplant

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

• Social work and advocacy support are available 
when you’re in hospital and at home.

• One-on-one peer support

• Online information sessions and face-to-face 
support dinners are throughout the year.

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

• A broad range of education support and 
assistance is available including the CF Smart 
digital and printed resources and a Scholarship 
and Tutoring Program (VIC)

• Fitness grants are available to help fund home 
exercise equipment, gym membership/sporting 
clubs or structured exercised programs (VIC)

During the year we often also receive additional 
funding for new one-off programs and services
so please keep an eye on our website
www.cfcc.org.au/about-cfcc/support for a full list
of our programs and services.

For more information:

• visit www.cfcc.org.au/about-cfcc/support

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

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

Telehealth support (VIC) 
If you are an adult or parent of a child living with CF 
in Victoria and need help getting set up for telehealth, 
we have subsidies available to ensure you have the 
right equipment at home to access your online CF-
related appointments (e.g. laptops, internet packages, 
headphones, keyboards). This program is only 
available to Victorian members and you must hold a 
health care card or be experiencing financial hardship. 
This program is available thanks to support from the 
Victorian Government.

Email programs@cfcc.org.au or call 03 9686 1811 
for more information.
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Matt’s Legacy Programs (NSW)
Is back for a limited time in 2021! Matt’s Legacy 
received some outstanding feedback from 
community members in 2020, and was able to 
provide a broad range of timely support. We are 
incredibly fortunate to have several more Matt’s 
Legacy grants to distribute this year. 

“Matt’s Legacy - The Take a Break Program has 
given me the time away from the noise to recharge 
and relax with my loved one. Allowing me to not 
worry about the financial cost had allowed me to 
fully relax and enjoy my time away. Thank You for 
this opportunity.” - Anonymous 

“We are incredibly grateful to Matt’s Legacy for 
helping us to purchase a school computer for our 
daughter. She has been sharing the limited school 
computers for some time now and to be able to 
have a device of her own like the majority of the 
students means so much to her - her smile when 
we told her was priceless! We really appreciate 
that Matt’s Legacy has allowed us to do that and 
sincerely thank Matt’s family.” - Anonymous

Matt’s Legacy honours the life of one of our young 
community members, Matt Anderson. Through 
the Take a Break Program and Connecting Futures 
Program. 

Matt saw the value of escaping from the routine of 
everyday life and traveling with family and friends, 
from wonderful short breaks not far from home, to 
interstate and even international adventures over the 
years. Any and all travel provided a respite from the 
ordinary day to day, and the ability to have plenty 
of fun as a priority – with treatments still present, 
but not taking centre stage. Matt also spent many 

hours gaming online with friends well into the small 
hours and he would be chuffed to help support the 
purchase of an electronic device to help a young 
person with cystic fibrosis.

The Take a Break Program supports current CF 
Community Care members with CF, who are aged 18 
years or older and residents of NSW, to get away and 
have a short break.

The Connecting Future’s Program is available to 
current 2021 CFCC members who reside in NSW. 
This program can help provide assistance towards 
the cost of electronic devices, tutoring assistance or 
vocational education and training. 

Counselling resources (NSW)

Have a lot on your mind lately? Do you think it 
might help to talk with someone to help sort it out? 

Our Program and Support services staff: Deidre, 
Kelly and Renae, are trained and can provide short 
term counselling support and assist in providing 
information to help you with reaching out to local 
supports.

If you would like more information or to receive 
an application form for one of Matt’s Legacy 
Programs, contact the Programs and Support 
Services team via email nswsupport1@cfcc.org.au 
or phone at (02) 8732 5700

For a confidential chat, please contact our Program 
and Support Services team at (02) 8732 5700 or 
email nswsuppport1@cfcc.org.au to be contacted by 
one of our team members.

PROGRAMS AND SERVICES
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Create & Connect (VIC)
Ever wanted to try something new, but weren’t sure 
where to start? CFCC can fund up to $250 for any 
online creative class, from cooking to watercolour, 
there is something for everyone!

Our Create and Connect program supports members 
in Victoria who are aged over 16 years old and 
living with CF (and another person – a friend or  
family member) to participate in an online creative 
workshop of your choice and connect with others at 
the same time.

To find out more visit www.cfcc.org.au/about-cfcc/
support/financial-assistance/#creative, email 
programs@cfcc.org.au or call (03) 9686 1811

The program and support services 
team are always looking for 
feedback from our community on 
more ways we can assist you.
If you are in NSW contact Deidre 
on (02) 8732 5700 and in VIC call 
Cindy on (03) 9686 1811

Our programs and services

Carer and sibling wellbeing support (VIC)
Thanks to support from the Victorian Government, 
our Carer and Sibling Wellbeing Program provides 
support to parents, partners, grandparents, siblings 
and other primary carers who support members in 
Victoria living with CF. Eligible participants may be 
able to receive a subsidy to help with the cost of 
activities that focus on strengthening mental health 
and wellbeing, improving connections to local 
community and reducing isolation. 

People have used the subsidies for a range of 
activities, including horse riding lessons, Pilates 
classes, singing and music lessons, Ninja Kids Club, 
a photography course, and more.

For more information visit www.cfcc.org.au/about-
cfcc/support/other-assistance/#carers, contact 
socialworkvic@cfcc.org.au or (03) 9686 1811
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1 APR

Support dinner: 
Outer East Metro 
Melbourne area 
(VIC)

21

JUN
Afternoon tea for 
grandparents (VIC)

05

Interclinic (NSW)17

Support dinner: 
Warrnambool area (VIC)

24

High Tea (NSW)21
Afternoon tea for newly 
diagnosed families (VIC)

22

Online session:       
Ageing and CF

27

Support dinner: 
Newcastle area (NSW)

Cystic Fibrosis Day

28

Cystic Fibrosis Month
MAY

Support dinner: 
Shepparton area (VIC)

20

Support dinner: 
Port Macquarie              
area (NSW)

23

JUL

We hold a range of events across Victoria and NSW and online. 
Visit www.cfcc.org.au/get-involved/events/ for more details.

AUG
Online session: 
Fertility and CF

03

Crazy Hair Day06

14th Australasian 
Cystic Fibrosis 
Conference 2021: 
Lay Conference

07  
to            
08

14th Australasian 
Cystic Fibrosis 
Conference 2021: 
Medical Conference

08 
to                                  
10

A Night for CF (VIC)14

Support dinner: 
Goulburn area (NSW)

20

Support dinner: 
Geelong area (VIC)

25

A Night for CF (NSW)28

SEP
Remembrance 
service (VIC)

05

Support dinner: 
South East Metro 
Melbourne area (VIC)

08

Online session: 
Young carers

15

Online session: 
Transitioning into 
Secondary School 
with CF

16

Online session:
Starting Preschool/
Primary School with CF

19

These dates were correct at the time of printing.

28
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A brand new resource hub for adults 
with CF!
It’s here! We are very excited to share the brand 
new CFStrong website with you. Head to
www.cfstrong.org.au to see the website live!.

Our programs and services

What is CFStrong?
CFStrong is an online resource centre, designed and built for adults living with cystic fibrosis.

It is packed full of resources, stories and advice collected from many people with CF from all over Australia. 
CFStrong covers a huge range of topics, from medical questions to relationships, employment and much more! 

Our aim is to continue growing CFStrong with topics and articles that are relevant to all adults living 
with cystic fibrosis, their loved ones, peers and support networks. CFStrong will soon be updated with 
eLearning modules, podcasts and new videos covering a variety of topics.
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Here’s a taste of CF Strong’s great 
articles and resources
We approached a registered Australian Clinical 
Psychologist, who specialises in cystic fibrosis, to 
answer questions we commonly hear. Some of the 
questions we asked included:

• What are some of the reoccurring themes that 
come up when providing psychological support 
to those living with CF, in a clinical setting?

• The majority of males, and some females with 
CF, cannot have children naturally and may have 
concerns that potential partners will view this 
negatively. How would you support someone 
with such concerns?

• How can someone process the possibility of not 
being able to have children?

• How does someone reframe their self-perception 
and self-worth when faced with possible 
relationship rejection due to chronic ill health, 
fertility issues and the possibility of an early 
death?

• Transplantation is an overwhelming process; how 
does someone mentally prepare for a transplant? 
What is the psychological process that occurs 
around this process?

Head to Wellbeing > Allied Health Support > Interview 
with a CF psychologist to read the responses to these 
questions and many more.

We also spoke to Alexandrena Parker on her 
experience being pregnant. She’s answered lots of 
common questions we often get asked when people 
begin thinking about starting a family of their own.  
Head to Community Articles and look for the post 
Pregnancy: Alex’s experience to read more. 

Want to get involved?

To keep CFStrong relevant, useful 
and up-to-date we need and want to 
hear your stories. If you would to be 
part of this project in any way, we’d 
love to hear from you. Contact us at 
projects@cfcc.org.au
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65K 4 65 Roses
Walkathon 2021
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Starting on Saturday 13 February and ending on Sunday 21 February, the cystic fibrosis community came 
together to participate in a 65k 4 65 Roses Walkathon unlike any we’ve ever had before – VIRTUALLY!

Nearly 600 registered participants laced up their trainers and walked in support of those living with CF. As 
usual, walkers were given the choice of walking 7km, 21km, 35km, 42km or 65km. Not having the event at The 
Bay Run opened up countless options for participants in terms of where they completed their walk, and for 
the first time ever people had the option to complete their walk across 9 days or all in one go.

As the event date came closer and COVID restrictions across NSW lifted, people set up community walking 
hubs in their area and invited others to join them, which added a new element of excitement to the event. 
Hubs of note took place in Macarthur, Moruya, Avoca, Mt Kosciuszko, and The Blue Mountains.

Many walkers in the Sydney area naturally gravitated toward familiar ground and opted to walk The Bay Run. 
This included the 65k 4 65 Roses Walkathon cofounders Pat O Donovan and Pat Borg, who each completed 
their 13th 65km walk for cystic fibrosis, and Children’s Hospital at Westmead Professor Dominic Fitzgerald 
who completed his 7th 65km walk.

Thank you to everyone that participated in 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 Westmead 
provide vital support to those with CF.

We would also like to thank our wonderful sponsors Suttons, G&W Hydraulics and Smokin Cobs BBQ. 
The 2021 event has raised over $225,000! Thank you, we couldn’t have done it without you!

MARKETING AND FUNDRAISING
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Whilst 2020 has been a year that none of us will 
forget, it is impossible not to smile as we reflect on 
the incredible achievements of our SOCK it 2 CF 
campaign. Our community came together like never 
before and the national support we received has 
been overwhelming. Our community is so important, 
and we can’t thank you enough for what we all 
achieved together in 2020. 

People living with cystic fibrosis continue to praise 
the SOCK it 2 CF campaign because of its ability to 
reach the wider community and raise awareness and 
a greater understanding of what it is like to live with 
CF. The campaign has attracted hundreds of new 
supporters which is both exciting and significant as 
we need to grow our supporter base to be able to 
generate more funds to help support individuals and 

their families tackle the everyday challenges that 
come with living with CF. 

While we knew the SOCK it 2 CF campaign would 
be a success, none of us could have imagined the 
widespread attention it received. We have almost 
reached our $40,000.00 target – Amazing! 

Big things are happening in 2021 for our SOCK and 
it’s all because of our community. So you don’t miss 
out on what our SOCK is up to, please follow us on 
social media. 

Crazy Hair Day
Get your school or child care centre involved in Crazy Hair Day! On 
Friday 6 August schools and child care centres are being asked to 
encourage their students to come to school with ‘crazy hair’ and 
raise funds for those living with cystic fibrosis.

To sign up your school or child care centre, register
at www.crazyhair.com.au   

Thank you to everyone who generously 
supported our Christmas appeal. Your kind 
gifts are a lifeline for many families, helping to 
provide vital equipment and services across 
NSW and Victoria.

You have helped raise over $40,400 across 
both states. These funds will aid many families 
like Hope and Charlie’s, ensuring they receive 
critical treatment and medication necessary to 
stay active and healthy.

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

The power of giving
has changed lives

SOCK it 2 CF
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65 Roses High Tea

Grab your diary and put a big red circle around May 2021!

In May, our community will come together once again 
and join the fight for cystic fibrosis by registering for 
65K in May, creating a 65 roses challenge and filling 
our Roses4CF garden with messages of hope, love and 
appreciation.

On 28 May, we will see a return of our most loved 
fundraising activity, selling thousands of colourful fresh 
roses, courtesy of WAYFEX. We will also be shaking 
collection tins, selling merchandise, and flashing a big 
smile all to help people living with cystic fibrosis. 

Our target this year is to raise $200,000 that will make it 
possible for research to advance, support to continue, and 
awareness to grow. Our community and supporters make 
all this possible with every dollar raised.

How can you help this May?
• FUNDRAISE for CF! Hold your own community fundraiser
www.cfcc.org.au/get-involved/fundraise-for-cfcc/

• Buy, Sell or Dedicate a virtual rose 
www.roses4cf.com.au 

• Take the 65Roses Challenge – run a community 
fundraising event around the number 65 – e.g. 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 your own event – e.g. 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 fresh roses across NSW and VIC 

• Make a donation – go to CFCC website: 
www.cfcc.org.au

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

Cystic Fibrosis Month

For further information and to purchase tickets, 
visit  https://hub.benojo.com/campaigns/65-
roses-high-tea-2021

• Friday 21 May, 11am -2pm

• Doltone House, Hyde Park - 3/181 Elizabeth 
Street, Sydney

We’re very excited to announce the return of our face-to-face 
events, just in time for CF month!

On Friday 21 May we will be holding our delightful High Tea get 
together. Join us for a very special High Tea to celebrate the 
strength and resilience within our community.

Gather your friends and colleagues together and treat yourselves 
to a fabulously elegant High Tea experience. Enjoy delicious 
finger sandwiches, savoury pastries and sweet delights prepared 
by the Doltone House award-winning patisserie.

There will be live entertainment, an array of silent auction prizes 
to bid on and a raffle to be won on the day. Funds raised will help 
the organisation to continue to provide vital support and services 
to people living with CF in NSW.

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 
$200,000 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, jobs to be 
completed throughout May particularly in preparation 
and on the day of 28 May. 

Please spread the word to friends, colleagues, workplaces, 
families and register your interest email the CFCC 
Marketing & Fundraising team on fundraising@cfcc.org.au 

Shining a Light on CF
On Friday 28 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 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. 

MARKETING AND FUNDRAISING
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“Our mission is to be 
recognised as the motor 

industry’s leading and most 
trusted family dealer, enhancing 

the lives of our customers, our people 
and the communities we serve.”

suttons.com.au

FAMILY OWNED SINCE 1943


