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Hello everyone, It’s an absolute pleasure to write my first hello in our 
mid-year edition of Community Focus. 

Having started as the new CEO of Cystic Fibrosis Community Care in May 2022, I have 
been overwhelmed by the kind welcome and support from our community. It’s clear 
that we have so many people committed and passionate to our organisation across 
New South Wales and Victoria and I would like to thank you for your support. 

I am taking some time to get to know the organisation better, to understand the 
challenges and opportunities we face. Since we last wrote to you, we also said 
goodbye to Karin Knoester as our outgoing CEO. Over the last 7+ years, Karin has 
been a key figure in the CF community, ensuring positive outcomes for people with CF across NSW and VIC and we 
thank her for her wonderful contribution. It’s a pleasure to pick up the baton from Karin and I look forward to working 
with you all to deliver on our mission. 

For CF Day, I had the pleasure of visiting a number of sites across Melbourne selling roses and saw first-hand the 
enthusiasm of our community, volunteers and staff to get behind our important work. I would also like to thank Wafex, 
for donating the wonderful fresh roses and supporting our work for another year. 

Cystic Fibrosis Month presented a wonderful opportunity to bring our community together and raise awareness and 
funds to support our programs and services. Thank you to all who took on the 65 Challenge, attended the NSW High 
Tea, bought roses (real and digital), made donations, took photos of the buildings lit up red, shared their experience of 
living with CF, shared social posts and raised awareness about CF. 

Our united voice makes for a very loud and impactful message so thank you to all of you. 

There are some significant notable successes since we last wrote to you. In April, we received the news we have 
been waiting for a long time, with the listing of Trikafta on the PBS for people aged 12+ with at least one Delta F508 
mutation. This is wonderful news and we have already heard of the difference this is making to many members of our 
community. However, our work is not done. We will never forget those who do not yet have access to Trikafta and so, 
our work continues with urgency to ensure that no one is left behind. 

On another positive front, we often receive feedback from our community on how the process of moving from 
paediatric to adult health care can be a stressful time for both young people living with CF and their parents. In 
response we have applied for and received a grant from the Australian Federal Government to develop a new national 
online resource to support young people living with CF and their families during this transition period. This online 
resource will be based on the CFStrong.org.au resource we developed with, and for adults living with CF. We will work 
with the community and CF clinics to develop resources and stories of transition experiences for young people living 
with CF and their parents. This is an exciting and important development for our community, and we look forward 
to bringing this to life over the next 12 months. If you would like to be involved and share your experience or find out 
more please email admin@cfcc.org.au 

In May, our NSW programs and support services team held the 
bi-annual Interclinic for fifty health professionals. This important 
event provides an opportunity for NSW CF speciality clinics to come 
together to share knowledge and discuss strategies for supporting 
people living with CF. I would like to thank our presenters and all our 
attendees, your contributions are invaluable. 

Finally, I would like to acknowledge the Abbie Fennessy Trust who 
have provided the funding to continue the CF massage program at 
Monash Medical Centre to provide massages for adult inpatients who 
live with CF to help providing relief from muscle tension and pain.

I look forward to connecting with many of you over the coming weeks.
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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 by emailing admin@cfcc.org.au
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James' CFStrong story 

Growing up, James Matthews played every 
sport he could. But from the cricket pitch to 
the footy field, he kept his CF a secret. For 
CFStrong, James shares what helped him to 
open up about his CF.
“I was born with a footy in my hand,” James Matthews 
says. “I'm the youngest of four. So, by the time I was 
born, my oldest brother was already playing under 9s 
footy.”

The pathway to the sporting field is one the 31-year-old 
ran down enthusiastically. 

“You always do what your older brothers were doing. 
They were kicking the footy, so I wanted to kick the 
footy, you know, they started playing cricket, I wanted 
to play cricket."

“I guess the more I was doing that, the less I was 
needing to do my physio and meds.”

But throughout all his sporting endeavours growing up 
and into adulthood, James kept his CF a secret. 

“I just didn't want to be the sick kid."

“Even when I was playing footy, I didn't really tell 
anyone. Even the coaches, nothing like that really until 
they had to know. "

“Because when I was running laps or doing anything 
I didn't want anyone to say to me ‘oh no Jim, you're 
at the back, it's alright mate, you know, keep going, 
you've got your condition', stuff like that."

“If you're out there and no one knows it, they'll keep 
pushing you, they'll keep going. And you'll just get 
more and more out of it. So, I love that."

“But then when I got towards 
27, I started slowing down a bit 
more again. And that's when I 
started to open up.”
A training session which saw players discuss their 
experiences under the banners of hardship, heroes and 
highlights encouraged James to open up. 

“I got up and I said my hardship, obviously being the 
CF and that's when I first sort of opened it up sort of to 
the world."

“It actually worked out pretty well. And I do probably 
wish I probably did say it a bit earlier because you 
know, you should let other people know and things 
like that because the support and things you get from 
them is absolutely amazing.”

Read more of James’ story on CFStrong: 

https://cfstrong.org.au/james-on-playing-sport-and-
what-helped-him-open-up-about-his-cf/

Communicating with your school

Starting a new educational journey can be a daunting 
time. With the addition of a diagnosis of cystic 
fibrosis (CF), many families find this transition may 
lead to feelings of worry and stress. Whether you are 
commencing childcare, kindergarten, primary school 
or moving to secondary/high school, it is important to 
prepare for this exciting new chapter. Cystic fibrosis 
shouldn’t stop your child enjoying a successful school 
experience. Minor compromises may need to be 
found, and some adjustments made, but working in 
partnership with the school and your CF team will help 
ensure your child’s education is not limited by CF.

Communication is key.

According to many parents and teachers, the best 
way to ensure that a child with CF gets the most 
out of their school experience is to maintain good 
communication. Having clear and open communication 
allows parents and teachers to work from an agreed 
healthcare plan and adjust it, if necessary, throughout 
the school year. School staff and teachers may play 
a vital role in identifying any changes to your child’s 
behaviour, energy levels or general health and can 
assist in identifying any potential issues early on. 
Having a good relationship with your child’s teachers 
can prove to be very beneficial for everyone involved.

We asked one of our community members Denise, 
about how she creates and maintains good 
communication with her daughter’s teachers.

Why do you think open and honest communication is 
important for a parent/teacher relationship?

Good communication will assist teachers/educators to 
have a level of understanding and knowledge about 
cystic fibrosis, which will ensure they understand what 
is critical and important for the level of care needed 
to maintain a good healthy environment and overall 
wellbeing.

Can you tell us about your relationship with Zoe’s 
teachers? 

I’ve always set up meetings at the start of the year 
to explain our expectations of what is required in 
the classroom/outside the classroom – this, I found 
has helped set up good foundations for school life & 
anything that comes up (like excursions). All activities 
are always thought out with careful consideration and 
open discussions.

Do you use a Health Care Plan with the school? Is it 
regularly checked or updated?

We use the health care plan created by CFCC and we 
use this yearly with each new teacher Zoe has. We 
update it according to any changes that year and any 
information that is required for the teacher.

How do you communicate with Zoe’s teachers about 
her CF and any things they should be aware of?

Our initial communication is formal. We have an 
in-person meeting to discuss the health care plan 
(at beginning of the year). This year, her teacher 
prefers to have chats/discussions after school/before 
school in person (to avoid any miscommunication/
interpretation), which I have found very comforting.

Have Zoe’s teachers or school staff ever contacted 
you to ask questions about her CF? Have you made 
compromises and adjustments to tasks?

There have been many discussions – for example, the 
school decided to make homemade ice-cream for an 
experiment – I explained she would need extra Creon 
for this and I sent Zoe to school with extra tablets the 
next day. 

Zoe also is allowed further adjustments to her 
classmates – for example: allowing her to refill her 
drink bottle and have as many toilet breaks as required 
throughout the day. 

Has your communication with the school led to any 
systems that assist Zoe?

Zoe is allowed to have her Creon with her (inside her 
lunchbox) and given under guidance, she’s also given 
ample opportunities to go to the toilet as required. 
There is also a level of understanding that she may 
have extra absence throughout the year due to illness 
or hospital appointments.

Do you have any advice for parents about 
communicating with their child’s teachers?

Over communicate rather than under – don’t have the 
expectation they know what you are thinking and make 
sure you advocate/speak up for your child’s needs or 
special requirements.

Do you have any advice for teachers, when they are 
communicating with a parent of a child living with CF? 

Ask the parents/cares as many questions as possible –
they are your ‘educators’ when it comes to information 
about CF – no question is too silly!

More information:
• CFSmart (www.cfsmart.org.au/resources)

• Childcare and pre-school

 www.cfcc.org.au/page/74/childcare-pre-school 

• Primary school

www.cfcc.org.au/page/75/primary-school 

• Secondary/High school

www.cfcc.org.au/page/88/secondary-school

LIVING WITH CF

CFStrong.org.au is a website and 
podcast for Australian adults with CF.

If you would like to share your story,    
contact us at admin@cfcc.org.au
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Coping and length of life in Cystic Fibrosis

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

This article from Cystic Fibrosis Research News (Apr 
2022) looked at the ways people cope with CF and if 
that impacted on their length of life.

What was your research question?

People cope with their cystic fibrosis (CF) in different 
ways. Those who cope in an optimistic way report that 
they are more able to do their treatments and have a 
better quality of life. We investigated whether coping in 
an optimistic way can also predict a longer lifetime.

Why is this important?

Ways of coping refer to how people act, think and feel 
when dealing with their CF. Some ways of coping are 
likely to be beneficial whereas others may be harmful. 
Studies show that people who cope in an optimistic 
way live longer than those who are pessimistic. We do 
not know if optimistic coping, or other ways of coping, 
are important for people with CF.

What did you do?

We assessed different ways of coping: optimism, 
hopefulness, distraction and avoidance, using a 
questionnaire that people with CF helped to develop. 
Optimistic coping reflects a resilient, and positive way 
of coping. The person accepts their CF, is optimistic 
about the future, determined not to let CF get them 
down and has confidence in health professionals. 
Hopefulness coping reflects a hope that things will turn 
out for the better. Distraction coping reflects an escape 
from the world of CF. People do things to forget 
CF and to feel better, such as treating themselves 
to something special, drinking alcohol or venting 
emotions. Avoidance coping reflects a ‘denial’ and their 
CF disease.

Then we followed people for 20 years and noted when 
people had died during this time. We measured the time 
between the coping assessment and either date of death 
or the end of the study period. We looked at whether 
any of the ways of coping could predict a longer lifetime, 
after considering other things that could influence the 
results, such as age, sex and lung function.

What did you find?

Optimistic coping was the predominant coping 
strategy, although most people employed all four 
ways of coping to varying degrees. Women used more 
distraction and hopefulness coping, whereas optimistic 
and avoidance coping were used similarly by men and 
women. Those who reported above average levels of 
optimistic coping lived longer than people who used 

optimistic coping less often. None of the other ways of 
coping had any impact on survival.

What does this mean and reasons for caution?

Ways of coping with CF are important and having 
an optimistic mindset is beneficial. Fortunately, 
psychological therapies can help a person cope more 
effectively with their CF. Ways of coping were only 
measured at the beginning of the study and although 
people tend to use the same coping strategies over 
time, we must be cautious about the results. If people 
had psychological therapies during the study that 
increased their optimistic coping, our results may have 
been weakened.

What’s next?

Individual psychologists use therapies that change 
coping strategies, but there is a lack of controlled 
studies to provide evidence of their benefits. We need 
to understand the impact of psychological therapies on 
coping, wellbeing, physical health and length of life in CF.

Original manuscript citation in PubMed:                   
www.pubmed.ncbi.nlm.nih.gov/35461783

Authors: Janice Abbott1, Margaret A. Hurley2, Helen Chadwick3,4, Daniel 
Peckham3,4

Affiliations:

1 School of Psychology, University of Central Lancashire, Preston, PR1 2HE, UK

2 Faculty of Health, University of Central Lancashire, Preston, PR1 2HE, UK

3 Adult Cystic Fibrosis Unit, St James’s University Hospital, Leeds Teaching 
Hospitals NHS Trust, Leeds, LS9 7TF, United Kingdom

4 Leeds Institute of Medical Research at St James’s, University of Leeds, Leeds, 
LS2 9JT, UK

HEALTH AND RESEARCH

Health changes in people with CF the year after 
having a child
Reprinted with permission from 
Cystic Fibrosis Research News                                                                     
www.ecfs.eu/publications/cf-research-news

This article from Cystic Fibrosis Research News 
(Feb 2022) looked at the health of people with CF 
in the year after they became parents.

What was your research question?

For people with cystic fibrosis (CF) who became 
parents, we asked if lung function, nutritional status 
or number of pulmonary exacerbations changed in 
the year after they became parents. We also asked 
if results were different for males versus females 
or people taking CF modulators versus not taking 
modulators.

Why is this important?

People with CF are living longer, healthier lives. 
Therefore, more people with CF are thinking about 
becoming parents. However, there are things about 
being a parent that could be especially challenging for 
someone with CF. For example, the time it takes to care 
for a new baby might make it difficult to do all of your 
therapies. As another example, a child in day care may 
get a cold that causes the parent with CF to have a 
pulmonary exacerbation. Currently, very little is known 
about how deciding to become a parent might change 
someone’s health when they have CF.

What did you do?

Since 2016, the United Kingdom (UK) CF Patient 
Registry has collected data about whether men and 
women with CF became parents. We asked the UK 
trust to share data (without sharing any individual’s 
identity) about parenthood, lung function, nutritional 
status and number of days someone received 
intravenous antibiotics for pulmonary exacerbations. 
We compared the data in the year before someone 
became a parent to data in the year after someone 
became a parent. We also looked to see if being a 
parent changed the health of females more than males 
or if it was different for people taking CF modulators.

What did you find?

We analysed data for 296 people with CF in the UK 
who became parents between 2016-2019. We found 
that on average, parents had a decrease in lung 
function and nutritional status and an increase in 
pulmonary exacerbations (based on a higher number 
of days on intravenous antibiotics) in the year after 
they became parents compared to the year before they 
became parents. Females with CF experienced more 
decrease in nutritional status than males, but decreases 
in lung function were about the same between females 
and males. Finally, taking CF modulators protected 
parents from decreases in lung function.

What does this mean and reasons for caution?

This study tells us that in the year after a person with 
CF becomes a parent, it is possible that the many 
challenges of parenthood may lead to a decline in 
health. The health decline may be worse for females 
than males. However, the decline might be prevented 
for those people with CF who are able to take CF 
modulators. Although we did study 296 people with 
CF, all of them were from the UK. Because there are 
large differences in time off for parents between 
different countries, our results may not apply to people 
with CF outside the UK.

What’s next?

Because this study looked back in time, we could not 
gather all the information that might tell us which parts 
of parenthood were the hardest on people’s health. We 
hope to do a study that follows parents forward in time 
so we know how to best support parents with CF.

Original manuscript citation in PubMed:                    
www.pubmed.ncbi.nlm.nih.gov/35181269 

Authors: Traci M. Kazmerski1,2, Raksha Jain3, MinJae Lee4, Jennifer L. 
Taylor-Cousar5

Affiliations:

1 Department of Pediatrics, University of Pittsburgh School of Medicine, 
Pittsburgh, PA, USA

2 Center for Women’s Health Research and Innovation, University of 
Pittsburgh, Pittsburgh, PA, USA

3 Internal Medicine, Pulmonary and Critical Care, University of Texas 
Southwestern Medical Center, Dallas, TX, USA

4 Division of Biostatistics, Department of Population and Data Sciences, 
University of Texas Southwestern Medical Center, Dallas, TX, USA

5 National Jewish Health, Internal Medicine and Pediatrics, Pulmonary, 
Denver, Colorado, USA
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Share your story with CFStrong!

CFStrong.org.au is a website and podcast for Australian 
adults with CF.

Featuring a combination of personal perspectives 
alongside practical advice and information, CFStrong is 
an essential resource for adults living with CF in Australia.

Recently we shared Amanda’s story of playing football 
and how she worked with her clinic team to get back out 
on the field. Plus, we looked at clinical trials and how to 
get involved and we spoke with a CF social worker about 
how social work can support people with CF.

Share your story with CFStrong! 

Everyone has a story to share! It could be about going 
back to study, managing work and CF or navigating 
FOMO when you need to put your health first. It might 
be all about your favourite sport or hobby or about 
dating and relationships.

CFStrong is all about increasing knowledge and driving 
information sharing so we would love to hear from 
adults who have or are impacted by CF. Our goal is to 
help reduce isolation within the community and bring 
transparency to the world of CF.

If you would like to share your story, contact us at 
admin@cfcc.org.au

Funded by the Australian Government.

NSW May interclinic 

In May our Program and Support Services team in 
NSW were able to run our biannual Interclinic event. 
This provides an opportunity for NSW CF speciality 
clinics to engage with one another to explore and 
share knowledge and discuss common strategies for 
supporting people and families living with CF.

This event was well attended with over 50 attendees 
on the day.  We would like to thank the presenters and 
attendees of our May session who were able to attend, 
your participation and contributions are invaluable. We 
would also like to thank Vertex Pharmaceuticals for 
sponsoring the event this year.

NSW will plan to hold our next Interclinic in November 
2022. If you are a health professional working with 
people with CF and would like to learn more about this 
event or are interested in presenting, please contact: 
nswsupport3@cfcc.org.au or 0467 642 345 

Our CFTransition project:                                             
a new resource for young people                            

living with CF and their parents 

For people living with CF aged 13-19 years and their 
parents, the process of preparing and moving from 
paediatric to adult health care can be a stressful time. 
Young people start to take more control of their health 
decisions, prepare to move to the adult health care 
system, start to navigate Centrelink and Medicare, 
legally become an adult which means changes to 
privacy and who can make decisions on their behalf, 
and more.

We are very excited that we have recently received 
funding from the Australian Government to develop 
a new national online resource to provide information 
and support to young people living with CF and their 
families during this transition period.

This new free online resource will include podcasts, 
videos, written content and online learning. It will 
be based on our CFStrong.org.au resource that we 
developed with, and for adults living with CF. We will 
work with the community and CF clinics from around 
Australia to bring together information and share 
stories of transition experiences for young people living 
with CF and their parents.

We are just starting work on this new resource and 
want to make sure it is relevant and useful, with the 
information young people and their parents need in 
the format they prefer it in. This means that we want 
to hear from you. If you would like to be involved 
and share your experience or find out more please         
email admin@cfcc.org.au.

Funded by the Australian Government Department 
of Social Services. Go to www.dss.gov.au for more 
information.

New to CFCC?                                                        
Visit our website to see what we have on offer! 

We have a range of programs and services available 
to members in both Victoria and NSW. These include 
subsidies and equipment, information and support 
services, social work, counselling, advocacy, carer’s hub, 
support groups and events for families and people living 
with CF.

Find out more by visiting our website at                      
www.cfcc.org.au/support

Or, if you would like to speak to someone about what 
support is available, or can’t find what you need, please 
contact your local Cystic Fibrosis Community Care team:

NSW: nswsupport3@cfcc.org.au or (02) 8732 5700

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

Thank you easter bunny (VIC)

In April, the lovely team at The Commonwealth Bank 
Staff Social and Charity Club donated chocolate Easter 
bunnies for us to give to people living with CF who were 
in hospital over Easter. Thank you!

PROGRAMS AND SERVICES
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Our Accommodation Assistance Program may be able to 
help with the cost of accommodation. We can help with 
the cost, and can book, accommodation for members 
who have CF and who live in regional areas, so they 
can have the support of their immediate family while 
attending appointments or hospital stays in Melbourne 
or Sydney.

More information:

• Online: www.cfcc.org.au/page/101/subsidies-
equipment#hospital 

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

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

You may also be able to access support through state 
government patient transport assistance schemes, 
such as:

• Victorian Patient Transport Assistance Scheme 
(VPTAS) www.health.vic.gov.au/rural-health/victorian-
patient-transport-assistance-scheme-vptas

• NSW Government Isolated Patients Transport 
and Accommodation Assistance Scheme (IPTAAS)          
www.iptaas.health.nsw.gov.au/home 

During the second half of the year we will continue to 
run online events in the form of information sessions and 
support events. Keep an eye out for our upcoming in-
person support dinners in Victoria which we are hoping 
to host after winter.

Find out more, and book your place, at these and our 
other events at www.cfcc.org.au/events 

Online Session: Superannuation and Financial Planning

Wednesday 3rd August, 7.00pm

Tom Cobban from Berrill and Watson, Superannuation 
and Insurance Lawyers, will be hosting an information 
session. Tom will cover the basics of super, income 
protection, disability insurance (TPD) and more.

Online Session: Starting Preschool/Primary School 
with CF

Thursday 25th August, 12.00noon

Is your child with CF starting childcare, kindergarten 
or primary school in 2023? During this session, we will 
discuss tips and tricks to ensure a smooth transition, 
share resources and ensure your child’s educators will 
have a good understanding of CF and its possible impact 
on school.

Online Session: Starting Secondary School

Thursday 8th September, 12noon

Is your child with CF transitioning into secondary school 
in 2023? During this session, we will discuss the major 
differences between the primary and secondary settings 
and how best to help prepare your child. Some topics 
include self-advocacy, independence and how you 
might be able to support your child as they move into 
secondary school. 

Online Session: Grandparents Lunchtime Chat

Wednesday 19th October, 12noon

Come along to meet others who have a grandchild with 
CF. This is an opportunity to share stories, experiences, 
and resources. It is also a great chance to meet new 
people and catch up with old friends.

Upcoming information and support events

PROGRAMS AND SERVICES

Do you travel to a CF clinic or hospital in Melbourne 
or Sydney from a regional area?

Appointment based counselling (NSW)

Navigating life while living with CF or caring for 
someone with CF can be challenging. In NSW CFCC 
offers free one-to-one short-term counselling with a 
registered counsellor or social worker who can provide 
support with issues that impact your mental health 
and wellbeing. This service is appointment based and 
currently being provided via zoom or phone.

If you think you or someone in your family would benefit 
from chatting with someone confidentially, contact us 
at 0467 642 345 or nswsupport3@cfcc.org.au to find 
out more.

Fitness participation program (VIC)

Are you getting back into your exercise routine, 
planning to start swimming or playing cricket, tennis 
or other sports?

Our Fitness Participation Program provides subsidies 
for members in Victoria who have CF to participate 
in the sport of their choice and to help improve 
lung function and overall health. This includes gym 
memberships, sporting fees and sport and exercise 
equipment.

More information:

• Online: www.cfcc.org.au/page/101/subsidies-
equipment#fitness

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

Chris’ beachside break

Recently Chris received support through our 
Take a Break Program (VIC) to get away and 
have a break. The program is generously 
funded by Andrew’s Legacy. Andrew’s family 
and CF Community Care are grateful to 
all who have contributed and continue to 
contribute to Andrew’s Legacy.
Find out more about our Take a Break Program and our 
other programs that support people living with CF and 
their families who need a break or respite across Victoria 
and NSW at www.cfcc.org.au/page/107/need-a-break

My wife and I would like to say a big thanks to CFCC 
and in particular the Take A Break Program. Like many 
of us we haven’t been away much over recent times and 
decided that a couple of nights at The Big 4 Bellarine 
Holiday Park would be a fun (local) getaway. We had a 
great two nights away in the cabin and also explored 
some of Bellarine with a trip to Queenscliff and walk 
along Point Lonsdale water front. We also had a lovely 
lunch at Flying Brick cider house. Our first night was sans 
kids (ages 19 & 14), and on the Saturday they came for 
a visit and made the most of all activities at the holiday 

park like flying fox, 1/2 basketball court, pedal go karts, 
footy oval and jumping pillow.

We really appreciated the relaxing time away and are all 
very grateful to CFCC & the Take A Break Program for 
the financial support to assist our break.

Thanks Chris & Nicky Teese

http://www.cfcc.org.au/page/101/subsidies-equipment#hospital  
http://www.cfcc.org.au/page/101/subsidies-equipment#hospital  
mailto:reception%40cfcc.org.au?subject=
mailto:support%40cfcc.org.au?subject=
http://www.health.vic.gov.au/rural-health/victorian-patient-transport-assistance-scheme-vptas
http://www.health.vic.gov.au/rural-health/victorian-patient-transport-assistance-scheme-vptas
http://www.iptaas.health.nsw.gov.au/home
http://www.cfcc.org.au/events
mailto:nswsupport3%40cfcc.org.au?subject=
http://www.cfcc.org.au/page/101/subsidies-equipment#fitness
http://www.cfcc.org.au/page/101/subsidies-equipment#fitness
mailto:support%40cfcc.org.au?subject=
http://www.cfcc.org.au/page/107/need-a-break
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Thanks to the wonderful generosity of Taronga Zoo 
Sydney, we have tickets to give away to current CFCC 
members who have a child with CF.

To enter the draw for up to four tickets per family you 
must be a current CFCC member with a child who has 
CF. Entries for this round close 25 August 2022 and 
winners will be notified soon after.

Tickets can be used at either Taronga Zoo and Taronga 
Western Plains Zoo and are valid until 31st December 2022.

Send an email to nswsupport3@cfcc.org.au with:

• Name and age of your child with CF

• Full names of the other family members who would like 
to attend

• Your email address and phone number

Taronga Zoo 
tickets! (NSW)

Winter warmer recipes

PBS safety net

Now is a great time to check whether you’ve reached 
the PBS Safety Net for 2022 and are eligible for 
cheaper medicines. With the PBS Safety Net, you’ll pay 
less for medicines after you spend a certain amount in 
a calendar year.

For concession card holders, you are eligible after 
you’ve spent $244.80 on PBS medicines. For others, 
the threshold is $1,457.10. Families can combine their 
expenditure on medicines, which may help them reach 
the Safety Net threshold sooner.

More information:

• Online: www.servicesaustralia.gov.au/pbs-safety-
net-thresholds?context=22016 

• Victoria: support@cfcc.org.au 

• NSW: nswsupport3@cfcc.org.au

Connecting in with your local CF community

Living with CF can sometimes be isolating. It makes 
connecting with community even more important. In 
addition to the peer support programs and events we 
coordinate, there are a range of CF support groups, peer 
and community groups that can help to provide that 
connection.

Some of these groups are listed below

VICTORIA
In Geelong, Bendigo and Ballarat there are three local 
CF support groups which can provide an opportunity for 
you to connect in with other people and families living 
with CF. Each of the groups are organised independently 
and have their own ‘flavour’. If you live in these areas, 
check out your local group.

BALLARAT CYSTIC FIBROSIS INCORPORATED
Website: http://www.bcfi.org.au/ 
Email: angus@stanneswinery.com.au 

BENDIGO CYSTIC FIBROSIS SUPPORT
Email: bendigocf@gmail.com
Facebook: https://www.facebook.com/BendigoCF/

GEELONG CYSTIC FIBROSIS GROUP 
Email: cfgeelong@gmail.com

NEW SOUTH WALES
In NSW there are a variety of support activities offered 
by CFCC and in the community through informal social 
and hospital networks. If you or your group have a 
community support group, you would like CFCC to 
include please contact to discuss at

Phone: 02 8732 57090 or 0467 642 345
Email: nswsupport3@cfcc.org.au 

MORE GROUPS

CFCC also provides a variety of programs and services to 
assist people living with CF and their families in Victoria 
and NSW to connect with other people living with CF 
through peer and social support and community events

www.cfcc.org.au/page/106/support-events 

• Visit CFStrong for a list of more groups, including 
online and interstate 

www.cfstrong.org.au/services/support 

As the weather cools, it’s the perfect time to whip up a filling and warming meal. 

These two recipes were inspired by Chef4CF (www.chef4cf.com), an online resource that is full of recipe ideas.

Baked sesame 
chicken
Prep Time:  20 minutes

Cook Time:  30 minutes

Servings: 4

INGREDIENTS
• 1/4 cup unsalted butter, melted

• 2 tablespoon lemon juice

• 1/3 cup parmesan cheese

• 1/3 cup bread crumbs

• 4 boneless chicken breasts

• 2 teaspoons paprika

• 3 tablespoons sesame seeds

DIRECTIONS
1. Preheat oven to 180oC.

2. Combine butter and lemon juice in 
shallow bowl.

3. Mix cheese and bread crumbs in 
dipping dish.

4. Dip chicken in butter mixture, then roll 
in crumb mixture.

5. Arrange in a greased pan and sprinkle 
with paprika and sesame seeds.

6. Bake 1/2 hour at 180oC.

Hearty bean soup
Servings: 8

INGREDIENTS
• 350g lamb neck or other soup meat

• 1 onion

• 3 garlic cloves

• 2 tablespoons butter

• 8 cups of water

• 3 whole potatoes

• 450g dried Northern beans, soaked 
and drained (or tin of beans of choice)

• 4 whole carrots

• 2 cups chicken broth

• 2 tablespoons Italian seasoning

• 1 teaspoon garlic salt

• 1 teaspoon pepper

DIRECTIONS
1. Chop onions and mince the garlic 
cloves.

2. In a large soup pot, brown lamb in 
butter with the chopped onion and 
minced garlic for about 5 minutes.

3. Add chicken broth, water, beans and 
spices to pot. (hold back the beans if 
you are using tinned beans.)

4. Bring to a rapid boil, then 
turn down to a simmer with a 
lid.

5. After 1 hour, stir the soup 
and replace the lid.

6. Begin peeling and chopping 
potatoes and carrots into bite-
sized pieces.

7. After 1 1/2 hours, add 
potatoes and carrots to pot 
and cook for 30 minutes or 
until beans, potatoes and 
carrots are cooked. (If you are 
using tinned beans – add them 
now)

8. Add salt, herbs or pepper to 
your taste.

NUTRITIONAL INFORMATION
(estimate only)

Amount per serving:

Calories:  390

Fat:  11g

Sodium:  550mg

Protein:  26g

Calcium:  125g

NUTRITIONAL INFORMATION
(estimate only)

Amount per serving:

Calories:  314

Fat:  18g

Sodium:  321mg

Protein:  29g

Calcium:  118mg

mailto:nswsupport3%40cfcc.org.au?subject=
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http://www.bcfi.org.au/
mailto:angus%40stanneswinery.com.au?subject=
mailto:bendigocf%40gmail.com?subject=
http://www.facebook.com/BendigoCF
mailto:cfgeelong%40gmail.com?subject=
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Thank you so much for your support 
towards our appeal. Every donation 
helps CF families, not just today but 
long into the future. It is only through 
the support of the community that 
we can continue to provide the wide 
range of services available to adults 
and children, and their families, 
affected by CF.

Thank you 
for your support

Get ‘Crazy’ this year! 

Get your school or childcare centre involved in the 
fun of Crazy Hair Day!

Get your school or childcare centre involved in the 
annual Crazy Hair Day! On Friday 5 August schools and 
childcare centres are being asked to encourage their 
students to come to school with ‘Crazy Hair’ and raise 
funds for those living with cystic fibrosis. 

It’s a fun and engaging awareness day for students 
and teachers. People living with cystic fibrosis have 
thoroughly enjoyed the campaign because of its fun 
nature and of its ability to reach the wider community.

The campaign has attracted many new family 
supporters, which is both exciting and significant 
as we continue to grow our supporter base. Aiding 
us to generate more funds through fundraising to 
help support individuals and their families tackle the 
everyday challenges that come with living with CF.

Sign up your school or childcare centre today at     
www.crazyhair.com.au 

65 Roses High Tea

In May, our NSW community came together for a 
wonderful High Tea experience during CF month. We 
returned to the magnificent Tea Room, QVB Sydney 
for some delicious food, great company, inspirational 
presentations and some fundraising fun!

Thank you to our guest speakers, Roslyn Vaughan and 
Kellie Shaw for sharing your CF story with us. In our 
55 years of serving the NSW CF community, it was 
incredibly fitting to hear about the journey of a family 
that has been there from almost the start. 

We were kept entertained by the soulful tunes of the 
wonderful Sarah Davies and her talented pianist. A 
big thank you to our fabulous Mistress of Ceremonies, 
Sheron Sultan and to all who took part in the fundraising 
activities on the day. This is an annual event for Cystic 
Fibrosis Community Care and we hope to see you all 
there again next year!           

http://www.crazyhair.com.au
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CF Month

65 Roses Day has always been a colourful day where 
we get to spread roses and awareness across NSW and 
VIC. This coincides with our cystic fibrosis Light Up 
campaign, the ever-growing Virtual Rose Garden and 
the 65 Challenge. It is a big month that brings together 
big hearts, smiles and a warmth of generosity.

Fresh Roses
This year Wafex generously sponsored our 65 Roses 
Day and delivered over 3700 Roses across both 
states.  A combination of staff and volunteers rallied 
together to put together bouquets and individual 
stems for sale in local shops, markets, and schools. 
A big thank you to all our wonderful volunteers who 
helped prepare the flowers.

Virtual Rose Garden
This year the Virtual Rose Garden was back with 
a beautiful new facelift on the website and lots of 
new features, and a user-friendly interface. Each 
personalised page had a place to plant your roses, 
with a dedication to people for each rose donated. 
Everyone was pleased with the option of being able 
to dedicate more than one rose per transaction and 
select their own nominated donation amounts.

Light Up for CF
NSW had two locations lighting up this year to raise 
awareness and support for CF Month. 

Lithgow Council lit up Goulburn Information Centre 
on Friday 27th May and Muswellbrook Council lit up 
Campbell’s Corner Building on Sunday 29th May.

VIC had four locations lighting including Moonee 
Ponds Art Centre, Broad Meadows Town Hall, Flinders 
Street Station & Signs on Kings Way.  

Want to get involved for 2023 light up and show your support for CF, volunteer or take part in CF Month? 
Please contact Simone Harvey at Partnerships@cfcc.org.au or on (02) 87325700 (NSW) or Lisa Silver 
events@cfcc.org.au or on (03) 96861811 (VIC).

65 Challenge
A big shout out and thank you to all of our amazing 
fundraisers who ran, walked, jumped & burpeed 
65K's in May! We are always delighted in the 
creative ideas everyone comes up with and deeply 
appreciate your amazing efforts!

55 years of serving our NSW community

CFNSW was founded in 1967 by a group of parents and 
clinicians to help support children and families living with 
CF. Over the years, the organisation continued to grow 
and adapt to meet the changing needs of our community 
members. 

Thank you to all who have supported our organisation 
over the years and played a role in shaping the care we 
provide to the NSW CF community.

FUNDRAISING AND EVENTS

mailto:Partnerships%40cfcc.org.au?subject=
mailto:events%40cfcc.org.au?subject=
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On Sunday 18 September - Help us STRIDE to 
achieve our vision – zero lives affected by CF 

Palms Lawn at Albert Park Lake, Melbourne or 
Depena Reserve, Dolls Point in Sydney!

Get striding at our annual fun run/walk 
to raise awareness for people living with 
cystic fibrosis. The funds that you raise 
ensure that people living with CF get 
the support they need to live a happier 
and healthier life. Great Strides is an 
opportunity to show you care, come 
together and walk or run with your 
family and friends.

REGISTER NOW AT 
greatstrides.org.au

PROUDLY SPONSORED BY:

Walk or run 
as an individual or as a team!
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Meet our members: Archibald

Name:  Archibald Jacobs

Age: 29

Connection to CF: Adult living with CF
 

How has CFCC supported you? 
CFCC has been incredibly supportive as a resource 
as a whole. Whenever I find myself thinking I need 
something, be it information, financial assistance, or 
just someone to point me in the right direction on who 
to talk to about anything at all. Just knowing CFCC is 
there for me provides me with a feeling of security that 
I know people with CF need. I have mostly used CFCC 
to assist with fitness grants in the last few years, but 
that really only scratches the surface of what they are 
and the help they provide.

What’s something no one would guess 
about you? 
If I was giving this answer anywhere else, I would say 
that having cystic fibrosis is something no one would 
guess about me. But if I was to pick one thing, I would 
say it is that I am a HUGE comic book nerd. Any comic, 
any universe, quiz me on it. I dare you.

What is your proudest accomplishment? 
The one thing I am most proud of achieving is touring 
Japan with my funk band Sunnyside and playing at Fuji 
Rock Festival over there in 2019. It was the culmination 
of years of hard work, and no small amount of luck. I 
was even lucky enough to have my dad come over and 
watch from a crowd of thousands. It is something I will 
never forget.

What motivates you?
I wish I could give a profound answer here but much 
of what motivates me is actually my inability to sit still! 
I find it difficult to switch off. I have so many goals 
and projects, I am constantly keeping various plates 
spinning and feel the need to get things done. I think 
every CF person can empathise with the feeling of not 
doing enough with their time, so I think that’s where a 
lot of my motivation stems from; being acutely aware 
of the relentless march of time by virtue of having CF.

What is an activity you most enjoy doing? 
MOST enjoy? I mentioned my inability to sit still, didn’t 
I?! But at the moment I would say I am most enjoying 
writing. I find it to be a perfect mindfulness activity 
and my ideal way of escaping what can often be an 
overwhelming world we try to manage.

How has COVID affected you? 
Having contracted COVID I was happy to come away 
unscathed physically. COVID has affected everyone in 
ways that I can’t imagine. I defy anyone to reflect on 
the last two years and tell me they didn’t go through 
a change on a personal level. For me, it provided 
the perfect catalyst for a career change away from 
something that was draining me and my creativity to a 
path that I’m excited about!

What are you most looking forward to?  
At the moment my beautiful partner Alex and I are 
most looking forward to going to Europe next year. We 
are deep into saving mode and are excited to get back 
to see her family (she is French). It has been a difficult 
two years away from her support network and I really 
am looking forward to catching up with them and just 
having some adventures!

Interested in sharing your story? Please get 
in touch by email admin@cfcc.org.au

Meet our members: Clayton

Name:  Clayton Laverick 

Age: 21

Connection to CF: Adult living with CF  

How has CFCC supported you?
Communication and checking up on me, giving what I 
need especially for COVID. They’re supportive.

What’s something that no one would guess 
about you? 
I look like a normal person that doesn’t look like I have 
anything wrong with me.

What is your proudest accomplishment?
Winning my first grand final when I was 14 div 1 club.

What motivates you? 
Just to get out there and stay fit and healthy and make 
friends and to get selected for representative football. 
Football makes me motivated to stay on top of my CF 
treatment because if I'm not well I can't play. What is an activity that you most enjoy 

doing/participating in?
Football. Keeps me fit and healthy and I enjoy playing 
it. I’ve been playing footy for 17 years now.

How has the COVID_19 pandemic affected 
your daily life?
Hasn’t really affected my daily.

What’s something that you are most looking 
forward to this year or in the near future? 

'I'll be playing 
for Indigenous NSW
in the Gold Coast in November'

Interested in sharing your story? Please get 
in touch by email admin@cfcc.org.au

GETTING TO KNOW

mailto:admin%40cfcc.org.au?subject=
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responsibilities. The biggest of which is to do the 
right thing. It’s something we’ve always been good 
at. And now you’re reaping the rewards. Because 
the bigger we become, the better our ability to 
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expect from an industry leading banking provider.
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• 1.6 million customers.

• $200 million back to communities.
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change to one you can feel better about.
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Road, East Malvern and ask for your Branch 
Manager Ruth Hall or phone 03 9563 6044 to find 
out more.

East Malvern Community Bank® Branch

bendigobank.com.au

There are four big 
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number five.
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Upcoming events
We hold a range of events across Victoria and NSW and 
online. These dates were correct at the time of printing.      
Visit our website at www.cfcc.org.au/events for more details.

AUG
Online Session: 
Superannuation 
and Financial 
Planning

03

Online Session:
Starting                  
Preschool/Primary 
School with CF

25

SEPT
Online Session: 
Starting 
Secondary School

08

Great Strides18

OCT
Celebration        
of Life (VIC)

08

Online Session:
Grandparents 
Lunchtime Chat

19

NOV
Support Dinner: 
Geelong Area 
(VIC)

08

Interclinic (NSW)25

A Night 4CF20

http://www.cfcc.org.au/events

