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Are you getting your monthly dose of PASSwords?
Stay up to date with all the latest news from CF Community
Care’s Programs and Support Services teams by signing up to
our monthly e-news, PASSwords.
PASSwords is the place to find out about important CF news,
grant opportunities, significant dates to remember, and
upcoming events in New South Wales and Victoria.
Best of all, PASSwords is delivered direct to your inbox!
Subscribe to PASSwords at www.cfcc.org.au/#enews

CF matters
Hello everyone and welcome to winter!
It’s certainly been a very challenging year for everyone so far. I am sure the
threat of a highly transmissible virus is enough to keep most people well and
truly distanced, but for our members with CF, it’s a much more frightening world.
Having said that, as I have explained to many people over the past few months,
people with CF are very good at keeping themselves safe from the run-of-the-mill
coughs and colds. COVID-19 is just another step up the ladder of caution for them.
For those of us without CF, it gives a very small glimpse into the world of a person with CF
and how they have to navigate their way through life. I’m not entirely convinced we will return
to ‘normal’, whatever that means, until we have a vaccine, so we all need to continue to have a
heightened sense of awareness around hygiene and physical distancing.
The team here has been working from home. The novelty is wearing off for me a bit! I am a little bit over
ZOOM, webinars, Citrex, Webex and MSTeams, as I much prefer communicating and being with people.
Hopefully, we will transition back to the office in a split-shift scenario at some point down the track.
Having said all this, we are still managing to stay in touch with our members. Our phone calls and our
support for you hasn’t stopped. Over the past few months, we have sourced and distributed toilet paper,
hand sanitiser, spirometers and nebulisers for people with CF. We also ensured that people with CF could
secure delivery from Coles and Woolworths supermarkets. We hope this has been helpful to many of you.
I am very humbled to say that the community’s support of CF Community Care and its members hasn’t
stopped either. Our Cystic Fibrosis Month in May was transformed into a fully digital activity – the virtual
rose garden was a highlight. To all those people who were able to support us, thank you very much.
These changing times have taught us is to be much more innovative and focused, and as a result, we
have found new ways to communicate, fundraise and seek willing partners to support our work and
therefore our members. With the ongoing uncertainty around public events, we have made the decision
to reformat our Gala Ball and Great Strides events in Melbourne and Sydney. We will share more soon.
Our AGM in April was conducted across ZOOM and I’m pleased to advise that we have two new Directors
on our Board. Both Rachael Wilmot and Bruce (Stretch) Jarvis will be known to many of you, as they
have volunteered and supported this organisation over many years. Our end-of-year results are in our
Annual Report, which can be found on our website at www.cfcc.org.au/about-cfcc/publications. Our
long-serving former Chairman and Director Ross Fraser resigned from the Board at the end of the AGM.
Ross has been instrumental in the establishment of our Large Steps Forward Committee, which looks at
CF Research projects to support, and I have valued his support and counsel greatly.
If your home schooling wasn’t what you hoped it would be, we do have a wonderful team of tutors who
provide tutoring for students with CF (Victoria), and we also have a range of Carers Grants available
(Victoria). In addition to our general support services, we still have a good supply of CF-reimbursement
grants available across both states, so don’t hesitate to contact your Programs and Support Services
teams to enquire about these.
The challenging times will continue for a while and I do hope those of you who live with CF, care for
a person with CF, are a family member, or a friend, are able to find some time in your day to care for
yourselves. Please reach out if our team can support you.
Until next time…

Karin Knoester
Chief Executive Officer

Alex’s life - in sharp focus
By Tom Valenta
Alexandrena (Alex) Parker is an acclaimed
commercial photographer, the mother of
a three-year-old daughter, Ruby, and a
powerful advocate for cystic fibrosis and
related causes.
Born in Shepparton, Alex, now aged 30, was
diagnosed with cystic fibrosis at six weeks of
age. Her mother had trained and worked at the
Alfred hospital as a nurse and had knowledge of
CF, so she made sure Alex grew up with stringent
dietary, physiotherapy and exercise regimes.
The eldest of three children, Alex is the only
member of the family to live with CF. It was
only in her mid-to-late teenage years that Alex
was challenged by her condition – she was
chronically underweight, and had an irregular and
deteriorating lung function.

Alex Parker

Because she has the rare G551D gene along with
the Delta F508, Alex qualified for this remarkable
breakthrough treatment. Without Kalydeco, Alex
believes she wouldn’t have been well enough to
have her daughter. Alex became an advocate for
Kalydeco.

Throughout her school years, Alex loved the
arts and it was her creativity that led her
into photography. At eighteen, she moved to
Melbourne and commenced a Bachelor of Arts
(Photography) degree at RMIT University.
‘It was the first year I was solely responsible for
my health and I didn’t do as much as I should
have done. For the next couple of years, I did
struggle as my health deteriorated,’ Alex recalls.

‘I met Julia Gillard when she was Prime Minister
and advocated for the medication. I also spoke
at parliament on several occasions. That was a
journey of more than four years, and it was a very
emotional time for me.’

She loved her course and graduated in 2010. Her
professional career took off a few years later.

Another cause championed by Alex in 2016 was
The Forgotten Ones, a brilliant photographic
exhibition that focused on the challenges faced
by the siblings of children with rare diseases – a
situation she understood from her own family’s
experience. She partnered with Rare Voices
Australia, a foundation dedicated to the lives of
people living with these diseases.

A significant improvement to Alex’s declining
health came when the medication Kalydeco was
first introduced in the US in 2011. Kalydeco was
only approved for PBS subsidy at the end of
2014, so Alex’s grandfather funded the $300,000
per annum costs from soon after its launch.

While her health is good, Alex has had numerous
hospital admissions over the years.
‘On average, there have been two or three tune
ups per year, and other admissions. I haven’t had
a tune up in almost twelve months though, which
is a ten-year record for me.’
Alex has grand plans. ‘I have the biggest-ever
bucket list. While I want to grow my business and
become known internationally, I do need to stay
well. I also want to be the best parent possible. I
love travel and have been overseas several times.
I’d love to do more travel with Michael and Ruby.’
With what she has achieved to date, it’s a fairly
safe bet that Alex will tick off all her bucket list
items!
Some of Alex’s beautiful photographs can be
seen at http://www.alexandrenaparker.com/.

One of Alex’s beautiful photographs
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A view of COVID-19
By Susan Biggar
Susan Biggar works in health regulation
and is the mother of three adult sons, two
with CF.
I am standing in the baking aisle of our local
Woolworths when the first tears show up. There
is no flour. None. It’s the third week of March and
with COVID-19 bearing down hard on Australia,
I need to bake. Chocolate chip cookies have
been my American staple, the only recipe I knew
by heart when I left home at 18, and the family
comfort food for decades. This is a chocolatechip-cookie-moment if there ever was one.
For the first time in living memory, we have all
been swept up in a global health issue, one that in
those early days was particularly frightening for
the CF community.
However, we’re used to health issues. We are at
home in the world of face masks, hand sanitizer,
elbow coughs, germs and cross-infection. In
fact, by mid-March, the CF community was
ahead of the game on pulling kids from school,
abandoning public transport, assembling home
offices and upgrading to Netflix Premium. While
none of us have ever been through a pandemic,
we know what to do when our health (or our
family’s health) is at risk.

Schools, kindies and workplaces began preparing
policies that will keep us and our families safer in
future.
Then there was telehealth, by George! The
telehealth we have needed, wanted, even begged
for over the years. The telehealth that protects us
from hospital-borne germs, that saves us hours of
travel and waiting room frustration. The telehealth
that government would only fund in very unique
circumstances that usually didn’t include us. Now,
almost overnight, it is ours and it will help us
get through this pandemic safely. (It’s not for all
people in all situations, but now that it’s here we
must grab hold and not let go of this option once
the pandemic subsides!)
These are all surprising positives out of an
exceptionally challenging time. There are
obviously still uncertainties and risks associated
with the pandemic. Yet we can be encouraged
by early reports that suggest people with CF,
even those with very low lung function, do not
seem to be faring worse than others when they
are COVID-positive. Of course, we are more than
just our connection to CF, and this pandemic
is putting others in our lives at risk, like older
relatives and those with other pre-existing
conditions. It has also had enormous impacts on
our work, financial situation and ability to live our
lives in what we had come to know as ‘normal’.

Susan Biggar

While the health ministers scrambled to dust
off pandemic plans, our community reported a
sense of calm and familiarity as we realised we
were prepared for this. While unusual, it was a
relief to see public signage exhorting people to
wash their hands, practice good hygiene and stay
home if they were sick – for the first time, sharing
the worries we have carried silently through our
communities for years.
GETTING TO KNOW
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Yes, this is hard. But we are prepared and we can
do this. It may mean some extra TLC alongside
the high-dose hand sanitiser, ultra-vigilance and
isolation. So, if that means hot baths or long runs,
good food or good friends, belly laughs or a belly
full of chocolate chip cookies, then now is the
time.
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Trikafta™ update
Cystic fibrosis is caused by a protein that
results from changes in the cystic fibrosis
transmembrane conductance regulator
(CFTR) gene. While there are approximately
2,000 known changes of the CFTR gene, the
most common is the F508del change.
Trikafta™ is a combination of three drugs that
target the faulty CFTR protein. It has three
active ingredients, elexacaftor, tezacaftor and
ivacaftor. It helps the protein made by the
CFTR gene change function more effectively,
by facilitating the movement of CFTR protein
to the surface of the cell and helping it
transport materials through the membrane.
Trikafta™ is the first approved treatment that
is effective for cystic fibrosis patients 12 years
and older with at least one F508del change,
which affects 90% of the population with
cystic fibrosis.
The US Food and Drug Administration
approved the use of Trikafta™, made by
Boston-based Vertex Pharmaceuticals, in
October last year.
While it has not yet been approved for use
in Australia by the Australian Therapeutic
Goods Administration, the US FDA process
has been an important step in getting access
to similar CF drugs, such as Kalydeco™ and
Orkambi™, in Australia.
Although Trikafta™ will not be available in
Australia for a while, recent government
negotiations with Vertex included Australia
as an early market for this life-changing drug.

COMMUNITY FOCUS
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This means Australia will be one of the first
markets in the world to get access. With
this in mind, according to Cystic Fibrosis
Australia, the best-case scenario for access
to Trikafta™ in Australia would be late 2021.
Results have just been released of a global
Phase 3 study to evaluate the efficacy and
safety of Trikafta™ (elexacaftor/tezacaftor/
ivacaftor and ivacaftor) in people with
CF aged 12 years and older who have one
copy of the F508del gene change and one
gating gene change (F/G), or one copy of
the F508del gene change and one residual
function gene change (F/RF).
‘The results of this study demonstrate that
the triple combination provides significant
additional benefit compared to existing CFTR
modulator therapy for F/G and F/RF patients,
and adds to the robust body of evidence
supporting the benefit of this medicine for
patients with at least one F508del mutation,’
said Dr Carmen Bozic, Executive Vice
President, Global Medicines Development
and Medical Affairs, and Chief Medical Officer
at Vertex.
Along with other CF organisations in
Australia, CF Community Care continues to
fight for access to Trikafta™ for our members,
and we will provide updates as the approval
process moves forward.
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Honours for two CF trail blazers
By Tom Valenta

The work of two trail-blazing medical
professionals who have made a
remarkable impact on the lives of
people living with cystic fibrosis, was
recognised in this year’s Queen’s
Birthday Honours List.

Professor Robert Elliott, 86, who lives in New
Zealand, received a knighthood for his six
decades in child health. Born and raised in
Adelaide where he completed his medical
studies, he made a major breakthrough in the
late 1970s, by applying a blood test that quickly
and easily enabled the diagnosis of cystic
fibrosis.

Melbourne-based Professor Susan Sawyer was
awarded a Member of the Order of Australia
(AM). The citation reads: ‘For significant service
to tertiary education, to adolescent health, and
to international groups.’
A respiratory paediatrician by training, with a
career-long commitment to cystic fibrosis, her
work in the field has focused largely on youth
health – people aged from 10 to 24. Physical and
mental development in these years is particularly
challenging for those with cystic fibrosis.
Professor Sawyer has been an educator and
researcher in this field.
Professor Sawyer is Chair, Adolescent Health,
Department of Paediatrics, University of
Melbourne, (the inaugural Geoff and Helen
Handbury Chair of Adolescent Health, since
2015), Director, Centre for Adolescent Health,
Royal Children’s Hospital Melbourne, and
Co-director, World Health Organization
Collaborating Centre for Adolescent Health.
These are just some of many key Australian and
international roles she has held in recent years.

By using what is commonly known as the
heel-prick test on newborn babies, vital early
treatment could be started before there was
irreversible scarring of lungs. Also known as the
Guthrie test, it was originally discovered by an
American, Dr Robert Guthrie, who used it to
screen babies for other genetic conditions.
Professor Elliott discovered the test’s relevance
to cystic fibrosis and it is now widely believed
that this application of the heel-prick has added
up to thirty years life expectancy for most people
living with cystic fibrosis.
After receiving a grant from Rotary in 1971,
Professor Elliott co-founded the Child Health
Research Foundation in New Zealand, which
is now known as Cure Kids. Over the last 47
years, this organisaton has invested over $40
million into research in areas including sudden
unexpected death in infants, stillbirth and cystic
fibrosis.

The AM is the latest in a long list of awards she
has received over the past fifteen years. In 2013,
she was inducted into the Victorian Honour Roll
of Women.

HEALTH AND RESEARCH
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What my transplant has taught me
In a follow up to our article last issue
about the pre and post-transplant
landscape, we are featuring a personal
perspective by Nardia Robertson, who had
a double-lung transplant two years ago.
2018 was an amazing year for me for many reasons!
In February, I moved with my husband and dog to
the Mornington Peninsula. In June, I celebrated my
50th birthday. In July, I received a lifesaving doublelung transplant and in November, I started a fashion
label, turning a long-time dream into a reality.
Looking back, it feels a little like a dream, but as I sit
here today breathing in deeply, I know it did happen!
In my early twenties, lung transplant was just starting
to become a thing. The Alfred transplant service
shared the consulting rooms with the CF unit,
exposing me to the possibility of a transplant. From
this early time, I have always known I would want to
take the opportunity transplant offered.

The Alfred CF team were an incredible support, as
over the years, I had developed a great relationship
with them. CF Community Care linked me with the
Peer Support Program and I was able to talk with
others about their transplant experience. Identify
your team and make sure you have the support you
need.

When the time came towards the end of 2017, I knew
my answer before it was asked!

You are stronger than you think

Set your goals

There is no denying cystic fibrosis can be a difficult
road at times, with many challenges along the way.
The early days when I was relatively well, I could do
almost everything I wanted to, but as my condition
progressed, the challenges were greater.

I think one of the most important things you can do
for yourself pre and post-transplant (besides your
treatments) is to set goals and have other interests
in your life. Cystic fibrosis takes up an enormous
amount of time, with treatments, appointments and
all the rest. I have always seen CF as something I
have, not something that has me. Create a life away
from CF, the hospital and treatment.

Several years ago, I experienced bowel cancer and
then a secondary cancer to the lung two years later.
I remember thinking that I could cope with cystic
fibrosis, but how could my body manage both
cystic fibrosis and cancer? There were many long
admissions, difficult treatments and a few tears, but
to cut a long story short, I made it.

For me, working was my escape from CF. It allowed
me to learn, create and meet people. When I could no
longer be a reliable employee, CF Community Care
gave me a chance to continue to work and contribute
to something other than my own health needs.

During this time, I learned a lot about myself and
more importantly, about others. I discovered the
value of inner determination, and how the love
and support of those around you can make a
tremendous difference. I know my family and friends
often felt frustrated that they were unable to do
much to help ease my journey, but by just being
there, they made a world of difference.

In 2017, we purchased a block of land and engaged
builders to build us a home that many of our friends
and family thought we were mad taking on at this
time with my declining health. It was a gamble and
not for everyone, but for me, it was perfect. I had a
project. We spent a lot of time planning and sourcing
everything. Thinking back, it was a statement about
the life we wanted after my transplant.

Find your village

It is amazing what you can achieve when you have
a goal and something to look forward to at the
other end!

In the three to four years before my transplant,
cystic fibrosis was becoming a constant battle,
with one step forward and two steps back. Slowly,
I was losing my independence and feeling my
vulnerabilities more than ever. Learning to accept
help was a really important part of making it to
transplant and my recovery.

The taste of fresh air
One of my fears going into transplant was the
thought of waking up on a ventilator. Initially, the
ventilator is at 100%, and then slowly, they wean you
off oxygen and onto room air. Looking back, I was
heavily sedated and did not feel the tubing.

The immense support I received during this time was
incredibly humbling. From my beautiful mother and
husband, to friends and even neighbours.

COMMUNITY FOCUS
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Those first breaths were amazing. I remember
breathing super-fast, almost panting, as this was the
way I had been breathing for so long. My nurse had
to coax me to slow my breathing down and breath
normally – this is harder than you think. Breathing
easily for the first time in a long time was just
amazing. The air felt so fresh and clean like a sea
breeze. I had been working so hard to breath for so
long, I’d forgotten what fresh clean air reaching into
the deepest parts of your lung felt like. It was heaven!

Pain
Of course, everyone wonders about the pain, and I
would be lying if I said it didn’t hurt, but luckily, they
have drugs for that. I did a lot of research, which
can be good and bad. I tend to imagine the very
worst going into procedures, and my experience has
taught me that our thoughts can be our greatest ally
or our biggest enemy during challenging times.

You learn that like with CF, everyone’s journey posttransplant is their own and no two patients will have
the same journey. Life doesn’t always go to plan. It is
a work in progress and I am up for the challenge!

A change of teams
Before the transplant, I had built a great relationship
with the CF unit at the Alfred. I had the same
specialist, Professor John Wilson, as my consultant
for 30 years. After the transplant, you change from
the CF unit to the transplant unit, with a completely
new medical team. This for me was a big challenge.

You receive amazing support from the medical
teams involved in those first few weeks after the
transplant. I just kept reminding myself that every
day would be a little better and it was! You are so
busy learning about things like medication, exercise,
diet and test results. I was on an incredible high,
filled with relief and an intense sense of gratitude,
and looking back, I don’t regret anything!
This morning, I did a little yoga and then went for
a long walk to the local café with my husband and
dog. I couldn’t have done any of this before.

The gift of life
Leading up to transplant, you are just trying to make
it through the day. Your thoughts are taken up with
your daily medical routine, tests results and staying
alive. Those first few weeks after transplant are
amazing for many reasons. Firstly, you are learning
to live and breathe again.
Not long after I got out of ICU and back on the
ward, my thoughts turned to my donor. This can be
quite confronting, confusing and very emotional,
as you piece together the profound experience you
have just gone through.
Someone you will never meet has given you the
opportunity for a new life. A family you may never
know has transcended their own grief to give a
stranger the opportunity for a new life. And an
amazing group of doctors, nurses and allied health
individuals have come together to make this happen.
Grateful, humbled, relieved, and overwhelmed – It
was very hard to find the words to truly express my
feelings and sense of gratitude to so many people.

The post-transplant rollercoaster
I was able to return home 11 days after my transplant
with what the doctors describe as a textbook
recovery. But I soon realised this was just the
beginning. I have had several setbacks along the
way, as it seems is typical of the first year or so.
But I can honestly say as my second anniversary
approaches, I do not regret a thing.

HEALTH AND RESEARCH
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In the beginning, I felt quite lost and a little sad
that I had lost such an important support network,
but then I began to realise I didn’t need the intense
medical support I had received before transplant.
I now have time to build new relationships as I
navigate the transplant road and create a positive
relationship with my new team.
The CF landscape has changed so much in the past
50 years. I was born in 1968 with a bleak future, and
the fact that I have lived to see so many positive
changes to the CF story is incredible. Sometimes
when I’m at the Alfred for an appointment, I see
my CF team across the hall and I can only smile,
because I know they are working to make the same
difference to the next generation of CF people as
they did with me!

Where to from here
Earlier this year, I lost my beloved mother
unexpectedly after a short illness. She has been by
my side throughout my entire life, encouraging me
forward after a setback, always in my corner. We were
a team when it came to fighting CF. Most importantly,
she taught me to be strong and never give up.
Today she is by my side as I fulfill my dream of
starting a womenswear clothing label, Caravan + Co.
When I work, she feels very close to me and inspires
me every day.
You can see Nardia’s work in progress at
www.caravanco.com.au
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Thank you to all our
To all our amazing heroes in May, we send
each and every one of you a heartfelt
thank you. We are delighted to announce
that together we raised $148,000!
As we wrap up another Cystic Fibrosis
Month, we could not be more pleased
with the enormous effort everyone
put in to make it such a success. Our
heroes proved that in the toughest
of times, hope and kindness finds its
way through. Cystic Fibrosis Month
is more than an awareness campaign
and fundraiser. It is the chance for
the community to send a message
of love, appreciation and solidarity to
those whose lives are affected by cystic
fibrosis.
Due to the shutdown of public activities,
amid the upheaval and uncertainty brought
on by COVID-19, we moved all our fundraising
activities online. Across Australia, we saw a
record number of people join the fight for
cystic fibrosis by participating in countless
challenges and activities across NSW and
Victoria. Together, we walked 65k, bought
roses, sent roses, dedicated roses and
challenged ourselves, all in support of cystic
fibrosis.
This year, we were fortunate to receive
support from the corporate sector. Our
new corporate partners, R Marine
Jacksons and Heath Care Australia,
actively helped raise awareness by
participating in 65k in May.

216

550

roses planted

COMMUNITY FOCUS

185

dedicated
roses
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sent roses

149
bought
roses

heroes in May 2020
On Cystic Fibrosis Day 22 May, thanks to the
digital media company QMS, we saw an
impressive number of billboards with the
faces of our campaign ambassadors.
We also saw landmarks across
Australia shining a light on cystic
fibrosis. It was amazing to see all
these famous locations glowing red
in recognition of Cystic Fibrosis Day.
Because of everyone’s generosity
during Cystic Fibrosis Month,
we can continue providing our
programs and support services for
people with cystic fibrosis that will
help them lead longer, healthier lives
and pursue dreams they never thought
possible.
We could not have done any of this
without the commitment and dedication
of our community, ambassadors, corporate
partners, and volunteers, who contributed by
getting the word out, sharing their stories,
and ensuring we ran a successful awareness
campaign. We hope each one of you sees the
impact Cystic Fibrosis Month had on
our community.
From all of us, once again, we
thank you for being heroes in
the lives of people living with
cystic fibrosis.

2,473
donations

226

challengers

11,480kms

41

ran,walked,
cycled

volunteers

1,307

participants
FUNDRAISING AND EVENTS
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Crazy Hair Day 2020
We are excited to announce that Palmolive
is once again partnering with Cystic Fibrosis
Community Care for Crazy Hair Day in 2020!
From 8 July to 4 August, 10 cents from
every bottle of Palmolive Hair Care products
purchased from Coles or Coles Online goes
to Cystic Fibrosis Community Care.

Fun, silly and socially distant – holding a
Crazy Hair Day is a safe and crazy way for
schools and childcare centres to bring their
student communities together. For a gold
coin donation, students and teachers go
to school with crazy hair, raising funds and
awareness for cystic fibrosis.
When students are back in school, ask your
child’s school or childcare centre to register
at www.crazyhair.com.au.

Tax Appeal thank you
Thank you to everyone who has shown such
generosity and given a gift to our recent
appeal. We have raised $97,265 so far, which
is amazing. We would like to thank Jaylee
and her family for sharing their story to help
raise much-needed awareness and funds for
the cystic fibrosis community in NSW and
Victoria.
Your donations will make a difference to many
people with cystic fibrosis. Jaylee has a special
message of thanks at bit.ly/3dRFICZ for you
all.
If you would like to donate to our appeal,
you can still do so at http://everydayhero.
com.au/event/CFCCTaxAppeal2020. The
CF community really needs that support.
Your donation will help fund programs and
support services for families, adults and
children of all ages living with cystic fibrosis.
Everyone needs someone to listen and care.
Thank you.
COMMUNITY FOCUS
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Meet one of our members
Name: Matthew Wills
Age: 25
Connection to CF: I have cystic fibrosis
How has Cystic Fibrosis Community Care
supported you?
CFCC has helped me post-transplant with
different grants allowing me to receive gym
equipment to help my recovery process. They
are helping me pay for a gym membership
that is also great for my post-surgery rehab.
What’s something that no one would guess
about you?
A short nine months post double-lung
transplant, I got to represent my country in
Germany at the Culinary Olympics, and I was
also selected to represent Australia at the
Transplant Football World Cup in 2021.
What helped you the most during your work up
to transplant?
The plans that I had for post-transplant helped.
I had so much I wanted to do and couldn’t
because of my health, so what got me through
was 100% my goals and the dreams I still had
to achieve.
What has surprised you the most posttransplant?
How long it would actually take to recover. I had
heard about friends who had recovered in threeto-four weeks, so that was always on my mind
and made me excited. But my recovery was
three months.

What is your proudest accomplishment?
Definitely, eight months post-transplant when
I got to represent Australia at the Culinary
Olympics in Germany and also got selected to
go over to Italy to represent Australia again at
the Transplant Football World Cup in 2021.
What motivates you?
I would say being so sick and unwell for so
long, that now I have so much energy and
so much motivation to not take anything for
granted ever again. I want to help people
like me with CF who are going through what
I went through, by just giving them a hand
in what to know and that everything will be
alright, so they don’t need to worry so much.
What is an activity that you most enjoy
participating in?
Cooking and playing soccer.
How has the COVID-19 pandemic affected
your daily life?
Being immunosuppressed, it has changed things
quite a lot, from not leaving the house nearly as
much and just being super-cautious when I do
go out.

What advice would you share with others?

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

Always have a positive attitude and even
though you are struggling pre-transplant, still
make plans and have goals for when you are
back on your feet and feeling amazing again.

Going to Italy when all the COVID-19 is over to
play soccer will be amazing, and getting back to
work will be exciting too.

It will be a very hard road post-transplant, but
all worth it in the long run.
PROGRAMS AND SERVICES
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Matt’s Legacy in NSW
Matt’s Legacy honours the life of one of
our young community members, Matt
Anderson, who enjoyed and valued
each moment in many different ways.
He loved to listen to an eight-hour soundtrack
of rain or a loop of Bob Ross videos, just as
much as Nine Inch Nails and Brockhampton
tracks. He was as focused on building
computers and planning cable management
as he was playing Minecraft and ploughing
his way through sour straps and sushi.
He had the amazing opportunity through
Make a Wish to visit Bungie and Valve in the
US with his family, and he and his brother
played Destiny months before it was publicly
released. These experiences gave him an
enthusiasm to support others in finding and
experiencing their best moments, and his
legacy will continue this through two new
grant programs.

Grants of $500 are available to assist with the
cost of electronic devices, tutoring assistance
or vocational education and training. To be
eligible for the Connecting Futures Program,
you must be a current member of Cystic
Fibrosis Community Care, have cystic fibrosis
and be a resident of NSW.
Matt also 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.
The Take a Break Program provides an
opportunity to enjoy quality time doing
something that is meaningful to you, away
from the daily grind of life with cystic fibrosis
and creating some wonderful memories.

Matt’s Legacy’s two grant programs aim to
provide support to current Cystic Fibrosis
Community Care members with cystic
fibrosis, who reside in NSW and would
otherwise not be able to afford to have a short
break away, purchase an electronic device,
or access tutoring assistance or vocational
education and training.
Matt lived on the NSW Central Coast, loved
technology and computers, and always
enjoyed learning. He 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.

COMMUNITY FOCUS
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Grants of $500 are available to assist with
the cost of activities, such as a day out or
weekend away. The Take a Break Program
is open to Cystic Fibrosis Community Care
members with cystic fibrosis, who are aged 18
years or older, to get away and have a short
break.
You may be eligible to receive one of these
limited number of grants. Matt’s Legacy
will not reimburse for activities or items
already purchased prior to the program’s
commencement date.
For more information or to receive an
application form for one of Matt’s Legacy
Programs, contact the Programs and Support
Services team on:
P: (02) 8732 5700
E: nswsupport1@cfcc.org.au
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Thank you to our grant supporters
Cystic Fibrosis Community Care would like
to extend a heartfelt thank you to all the
foundations and organisations that have
made our programs and services possible.
One-off grants have assisted the Programs
and Support Services team to provide
essential equipment to Cystic Fibrosis
Community Care members throughout NSW.
While some grants have now closed, if you
would like to find out about any of our
current one-off grants, please visit us at
cfcc.org.au/about-cfcc/support/ or contact
your local Programs and Support Services
team. Below are just some of the many
wonderful foundations and organisations that
support our programs and services.
Thank you to Newcastle Permanent
Charitable Foundation for its continued
support in providing funding for the Breathe
Better 2 Program, which provided essential
nebuliser equipment and fitness equipment
to adults and children in the Central West,
Hunter, New England, Mid North Coast,
Northern Rivers and Central Coast regions of
NSW.

We are so grateful to CFCC and Newcastle
Permanent to be able to access the nebuliser
grant for our daughter Mia. We now have a
portable nebuliser, which will make life so
much easier for things like camping, which
Mia loves. Up until now, we have had to take
a huge generator with us so Mia could do her
treatment! Thank you so much for making
this available. It is very much appreciated.

Thank you to the Oak Flats Lion’s Club
for its support in providing much needed
funding for the Fitness Participation
Program for members in the Wollongong
and Shellharbour local government areas.

I found it really valuable to participate in the
Oak Flats Lions Club Fitness Participation
Program. I have been able to focus on my
physical fitness, which has improved my lung
capacity and my overall health. It has been
especially important for my mental health
and wellbeing to have been able to focus
on physical fitness during the current global
pandemic. Thank you for allowing me the
opportunity to participate. Adult with CF
Thank you to The G W Vowell Foundation
for their support in providing funding for
children and adults in Victoria who have CF
for CF-related needs, such as nebulisers,
medications, fitness grants, emergency
financial support and Happy Family grants for
a day out.
The emergency fund helped incredibly! In my
time of need with COVID-19 and always there
for me. Adult with CF
Thank you to the Hornsby RSL Club grant
funding to support the Active for Life Program
in the Hornsby Shire local government area
for children and adults with CF.

Fiona, parent of a child with CF

Thank you to the CF Nightingales who are
providing support to families newly diagnosed
with CF in Victoria, from funding a child’s first
nebuliser through to helping fund the support
our social worker provides.

PROGRAMS AND SERVICES
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My three-year-old has learnt to swim over this
time. She has been learning to be safe in the
pool as well as loving to swim. What a great
way to improve her lung function that is fun!
Thank you, Hornsby RSL! Anonymous
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Thank you to the William Angliss (Victoria)
Charitable Fund for their support in providing
funding for children and adults in Victoria
who have CF for CF-related needs, such as
nebulisers, medications, fitness grants and TV
hire while in hospital.

Thank you to Andrew’s Legacy, and Andrew’s
family and friends who fundraise, to support the
Take A Break program in Victoria. Take A Break
provides grants for adults who have CF to help
with the cost of a having some time out and a
break away.

I want to send you a huge thank you for your
prompt actions. I am now the owner of a brand
new nebuliser that is just amazing. I feel like I am
living in a new age. Compared to my nebulisers,
which I had two, one was electric, forty years old
and loud. And the other, not so old, but however
only worked intermittently. Both were slow and
tedious. Adult with CF

Our trip was amazing. It was so nice to finally get
away for an actual holiday, just the three of us.
We had the best weather and the most amazing
time away with the best memories. Thank you,
thank you, thank you!!! Geoff, an adult with CF

Our services and supports
We are continuing to provide a range of
programs and services to members living
with CF throughout NSW and Victoria.
This includes advocacy, information,
education and awareness, community
and hospital support, referrals, peer and
social support, community events and
financial support.
We can also help with:
•

the cost of nebulisers and related
replacement parts and other CF related
expenses (such as medications and hospital
parking)

•

fitness grants to help fund home exercise
equipment, gym or sporting club
membership, or structured exercised
programs

•

•

•

Whether you are going through something for
the first time, just want to talk to someone with
a shared experience, or have knowledge to give
back to the CF community, our Peer Support
Program connects members with each other, so
you can share your stories with people who know
what it’s like.
Peer support is available to family members,
carers and anyone with a lived experience of CF.
For our peer support volunteers, we have
launched our peer support volunteer training
manual! This gives volunteers tips and tricks
on how to best communicate and manage
conversations when providing peer support. If
you haven’t been sent a copy, please contact us.
For more information, contact the Programs and
Support Services team on:

regional accommodation assistance 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 that is
available when you’re in hospital and at
home

W: www.cfcc.org.au/about-cfcc/support/
P: (03) 9686 1811
E: programs@cfcc.org.au

Buy home exercise equipment or
play sport (VIC)

one-on-one peer support and group support
dinners held in regional and metro areas for
family members to share their experiences
and resources.

If you have CF, are a member of Cystic Fibrosis
Community Care, and live in Victoria, we may be
able to help you with some of the cost of setting
up your home gym, or paying gym or sporting
club fees.

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

For more information or to apply, contact the
Programs and Support Services team on:
W: www.cfcc.org.au/about-cfcc/support/

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

E: support@cfcc.org.au

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

P: 03 9686 1811

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

COMMUNITY FOCUS
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Counselling support and grants for
carers (VIC)
In these past months, some of us have felt a little
more stretched than usual. It may be time to give
you or a family member some self-care and seek
support from counselling.
For many people, one-on-one sessions with
a counsellor, psychologist or therapist are an
opportunity to shift behaviour and thinking
patterns that are holding you back from achieving
your goals, or feeling happy and content.
You may like to consider therapy as a family
group, play therapy for small children, art therapy,
equine or canine therapy, hypnotherapy or
talking therapy. Many registered clinical providers
provide sessions that attract the Medicare rebate,
if accompanied by a Mental Health Care Plan
from your GP.
For more information, visit the Reachout website
at au.reachout.com/articles/part-1-gettingyourself-a-mental-health-care-plan.
Cystic Fibrosis Community Care has counselling
grants of up to $300 to assist with out-of-pocket
expenses for carers and siblings of people living
with CF in Victoria.

CF Strong for Adults project
At the end of 2019, CFCC received a grant from
the NDIS Information and Linkages program
to build an adult-specific website for our
community. Cystic Fibrosis Community Care,
in conjunction with feedback from adults living
with CF, identified a gap in resources within
Australia with the bulk of content on adult issues
and successes coming from the UK and USA.
The project aims to increase local and national
knowledge that is relevant to the Australian cystic
fibrosis population.
The project has well and truly kicked off with
a team of internal and external stakeholders,
including health professionals specialising in CF,
state organisations CFWA, CFSA and CFQLD,
and most importantly, a reference group of eight
adults living with CF.
We’ve begun designing and building the site
with a local Melbourne creative agency, who are
hard at work realising our design brief – a simple,
yet sophisticated information platform that will
support multiple media platforms, including

For more information or to apply, contact the
Programs and Support Services team:
W: www.cfcc.org.au/about-cfcc/support/
P: (03) 9686 1811
E:

socialworkvic@cfcc.org.au

This program is supported by the Victorian
Government.

Volunteer Tutor Program (VIC)
Would your child benefit from some extra help from
a tutor?
Now could be a great time to engage the services of
a tutor, to help support the transition from remote
learning, back into the classroom environment and
we have volunteer tutors ready to help.

videos, podcasting and articles.
Based on feedback from the community via
surveys and face-to-face discussions with our
social workers, service teams and allied workers,
we have identified the key topics to initially focus
on. These include:

Thanks to the support of The Jack Brockhoff
Foundation, our CF Study Support: Volunteer Tutor
Program aims to help keep young people with CF
engaged with their learning and to give them the
confidence and opportunity to succeed in their
education.

•

travelling information

•

changing clinics

•

emotional wellbeing

•

transplantation

•

studying and careers

Tutoring sessions can be arranged online from
anywhere in Victoria.

•

fertility

•

parenting

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

•

grief and bereavement.

This list is just the beginning! We’re looking for
adults who are willing to write, be interviewed in
podcasts or appear on video.

W: www.cfcc.org.au/about-cfcc/support/
E: support@cfcc.org.au
P: 03 9686 1811

If you would like to be involved in the project to
provide insight on any of the above topics, please
email us at projects@cfcc.org.au.
PROGRAMS AND SERVICES

17

JULY 2020

The importance of anger
By Shaun
I have CF and I’m furious about it!
This is not something I’m sharing that
comes with any inspirational payoff. I’m
just acknowledging I am angry about it,
and I’m allowed to be.
I was diagnosed in 2016, in my final year of a primary
teaching degree at university. Despite being so unwell,
I had a life and I had plans. I was advised to drop my
studies and I was told I wouldn’t be able to get on a
plane to travel in the foreseeable future.
While I was processing this diagnosis and the
implications for me, many of my loved ones expected
me to be this figure of hope. I was expected to be
inspirational, and I was too guilty not to be, so I
decided to pretend to be for a while. But deep down,
I felt like a complete fraud. I just wasn’t buying what
everybody expected me to be, and I felt ashamed.
Looking back, my family and friends were saturated
with that ‘Wellness Warrior’ lifestyle. But what if you
didn’t have the energy to fight battles?

Maybe one day you will. Maybe you won’t. Perhaps
you might find inspiration in watching Harry Potter
movies. THAT. IS. FINE!
And for anybody out there feeling furious about
how they ended up down their own dark path, you
have every right to sit in that space for however long
it takes. Use your anger, feel it course through your
veins, get to know the inner mongrel inside you and
use it to your advantage. Above all things, prove those
sceptics wrong in whatever way you can manage.

There is no guidebook for how you cope emotionally
with a chronic illness. And by God, I wish there was.
Just like adolescence in a way, being diagnosed as
chronically ill, you must find where you fit in. And that
felt just as daunting a task to me as finding the right
clique to sit with at the canteen in Year 7.

Perhaps there should be a movement for people like
myself who, at times, sit in that grey area between
pain and acceptance: #befurious comes to mind.
What do you think?

Fast forward to 2020, and I have since managed
to complete a few things I wanted to do, but I’m
still angry. I think there needs to be a space for
anger and rage. I believe you can turn that rage
into something to propel you forward, to motivate
and to drive you to achieve something. When my
doctors advised me to drop out of my primary
teaching degree, and for that matter ‘rethink’ my
profession due to the nature of my illness, I was
angry. I was also incredibly devastated and upset,
but the one emotion that was clear to me at that
time was rage.

This is an extract of a longer article written by Shaun
that is available at cfcc.org.au/living-with-cf/theimportance-of-anger/.

Let’s talk about mental health
Mental health is the term often used when we
talked about mental health conditions such
as depression and anxiety. However, it is more
complex than that. One way of thinking about
mental health is as a continuum with a gauge that
can move in either direction. It ranges from good
mental health where we are feel good and are
functioning well, through to mental illness, which
is a diagnosed health problem that significantly
affects how we feel, think and behave.

I wanted to decide for myself if I could make it to the
end of my university studies, and I wanted it to be up
to me to decide if the teaching profession was too
taxing on my health. Well, I graduated with honours
and I got myself a graduate teaching position the
following year. I made concessions and adjustments
along the way, but I did it. And I think if I had pushed
aside my anger, I probably would have listened to the
doctors that day and I’d be sitting in a chair at home,
without any direction or focus.

Just like physical health, we all need to work on
our mental health so we are better able to cope
with life’s ups and downs. In response to feedback
from the community, we’ve started creating
new areas on our website that bring together
information about strategies for maintaining good
mental health, and where to get more information
or support if you need it. The website also includes
community members sharing how they manage
their mental health.

I don’t have all the answers yet about where I fit postdiagnosis. I’m still in that canteen, trying out different
tables. But what I’m slowly learning is that it’s okay
to be angry. It’s okay to say how unfair it is, and it’s
totally fine if you don’t believe those inspirational
quotes right now.

COMMUNITY FOCUS
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Meet one of our volunteers
VIC volunteer Margaret Duggan
By Tom Valenta
When Margaret Duggan decided to
become a cystic fibrosis volunteer,
the organisation now known as Cystic
Fibrosis Community Care had only
recently become a registered charity.

‘I told Bob I couldn’t type but that I would ask my
secretary at school if she would do my typing. We
managed to get the minutes of meetings typed and
other critical tasks done.’ When she accepted the
role, Margaret had just become a school principal.
Margaret undertook the role of Board Secretary
for some five or six years, taking Board minutes,
and participating in fundraising and many other
activities. But the organisation and its workload
grew significantly at a time when her career had
become far more demanding.
After being appointed principal of a large primary
school in Melbourne’s north-western suburbs,
Margaret stood down as Secretary, but continued
to work as a casual volunteer. Her tenure as the
school’s principal covered some twenty-two years.
‘I retired from teaching in 2008 and a year later,
became a regular CF volunteer, working one day a
week.’

After more than forty years’ service, Margaret, a
former primary school principal, retired from her
volunteering role at the end of 2019. She has made a
remarkable, enduring contribution.

Sadly, Margaret’s niece Gina died in 1987 aged
nineteen and her nephew Mark died in 1995 aged
twenty-five. Both were intelligent and highly
motivated, and were studying at Melbourne
University.

It was the births of a niece and nephew who were
both diagnosed with CF that inspired Margaret’s
choice. Gina was born in 1967 and Mark in 1970. They
were the children of her sister Brenda and husband
Michael Ryan. Born in Ballarat, both children were
quickly transferred to the Royal Children’s Hospital
in Melbourne where the CF diagnosis was made.
Margaret was working as a teacher with Australian
Volunteers Abroad in Papua New Guinea when Mark
was born. It was her first major volunteering role,
which she undertook for two years. She spent a
further two years there, employed by the National
Unified Teaching Service of PNG. Returning to
Australia in 1974, Margaret immediately supported
her sister, brother-in-law and their two children.
The Duggan family lived on a farm in the Ballarat
area and Margaret recalls a very close upbringing
with her two sisters and two brothers. ‘Our parents’
involvement in our local community was a significant
influence on my commitment to volunteering. They
also taught by example, encouraging us to support
each other and that’s what we have done throughout
our lifetimes.’
In 1978, Margaret met Bob Simonson, a friend of
Brenda and Michael, and he asked her to succeed
him as Board Secretary of the Cystic Fibrosis
Association of Victoria (CFAV). Formed in 1974
and first registered as a charity in 1976, CFAV was
to grow rapidly and provide valuable services to
people living with CF and their families.
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There were other challenges for the Duggan family.
Margaret’s other sister Pauline was born with Down
Syndrome and died in 2004 aged fifty nine. The
close-knit family had cared for Pauline throughout
her life.
Looking back, Margaret recalls the pioneering work
of Bob Simonson, Tom Dobson, Carmel and Wal
Riddell and Brother Ambrose Kelly, and others who
helped lay the foundations of the structure that has
supported thousands of people living with CF and
their families.
After her forty-plus years’ service, Margaret will be
remembered for her invaluable contribution to the
cystic fibrosis community.
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Meet one of our volunteers
NSW volunteer Acacia-Rose Hannigan
By Rachel Tanner
For Acacia Hannigan, volunteering for
Cystic Fibrosis Community Care during
Cystic Fibrosis Month was a way for her
to set an example for her three children
and show them how important it is to
help others. Through the month of May,
she spent 41 hours volunteering and
raised over $1,400 – and made some
unexpected connections along the way.

It wasn’t all smooth sailing, however. Acacia ran into
some trouble when her cake mixer exploded.
‘I had just finished baking my first batch of cupcakes
and was ready to make some nice fluffy buttercream
icing. I put the butter in the mixing bowl and turned
the mixer on, gradually turning up the speed. All of
a sudden, it went ‘POP’ and stopped mixing. I was
puzzled so I tried a few things, but it still wouldn’t
work and I knew my mixer wasn’t just taking a
power nap. I raced out to find a replacement, but
sadly there were none in stock due to COVID-19. I
headed back home and put my muscles to work!’
All of the effort was worth it, however. She reached
her 65 cupcake goal, but kept going, thanks to extra
inspiration from the people she met along the way .

‘I am currently studying community services and
while looking for an opportunity to volunteer where
I could help make a difference in someone’s life and
complete my volunteering hours, I read an ad asking
for virtual volunteers for Cystic Fibrosis Community
Care. I loved that even during a global pandemic,
this organisation was still determined to support
people living with cystic fibrosis. I wanted to be part
of that team and help in any way that I could,’ she
said.

‘There were two toddlers I met during my
volunteering, both living with CF. I delivered
cupcakes to them and the smiles on their faces were
so precious, I will never forget it. After reaching my
goal of 65 cupcakes, it was their little smiles and
their parents’ kind and encouraging words that
pushed me to go beyond my goal and continue
baking cupcakes and raising money for Cystic
Fibrosis Community Care. I am so grateful to have
experienced something that has truly touched my
heart forever.’

Acacia quickly got to work as a member of the
CFCC Rose Army, using her social media platforms
to help sell virtual roses for Cystic Fibrosis
Community Care’s digital rose garden Roses4CF.
She then went a step further and took on a 65 Roses
Challenge to fundraise even more.
‘While I was reading about cystic fibrosis on the
Cystic Fibrosis Community Care webpage, I saw
the photo of Spencer in his superman costume with
a link about the 65 Roses Challenge. I decided to
create a challenge of my own, ‘65 Cupcakes for CF’,
and challenged myself to bake 65 cupcakes during
the month of May.
I posted my event on my local community pages
online offering to deliver my cupcakes to anyone
who donated. I thought this should help raise a few
extra dollars, because who doesn’t love cupcakes,
right?’ she said.
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Acacia found her experience to be very fulfilling and
encourages others to volunteer for Cystic Fibrosis
Community Care.
‘No matter the size of your contribution to this
organisation, whether it’s five hours or five months,
$2 or $200, your support does not go unnoticed.
So many people are so grateful for what you do and
the feeling of knowing you have helped people who
really needed it is a feeling you will never forget.
And if you decide to bake cupcakes, make sure you
have a backup cake mixer!’
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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.”

FAMILY OWNED SINCE 1943

suttons.com.au
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