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Are you getting your monthly dose of PASSwords?
Stay up-to-date with all the latest news from Cystic Fibrosis
Community Care’s Programs and Support Services teams by
signing up to our monthly eNews, PASSwords.
PASSwords is the place to find out about important CF news,
grant opportunities, significant dates to remember and
upcoming events in New South Wales and Victoria.
Best of all PASSwords is delivered direct to your inbox!
Subscribe to PASSwords today at http://bit.ly/pw-subscribe

CF Matters
Welcome to our Summer edition of Community Focus – where did
the year go? So much has happened and we have had such wonderful
opportunities to engage with so many of you throughout the year.
Of course one of the big things this year has been the listing of Orkambi on the
PBS – this has been a great achievement for the CF federation and particularly for
CFA and Nettie Burke who drove the advocacy campaign. It is remarkable what
we can achieve together. However I am also painfully aware of all of those people for
whom Orkambi is not an option, because they are not homozygous to F508del, and
how this must feel. We can only hope that one day soon there will be a cure for all.
In the meantime we also need to focus on improving treatment options and
management of CF and this year we focused on supporting research to improve
treatment options. Particularly we co-funded a project which is looking at antibiotic resistance in Pseudomonas
Aeruginosa in cystic fibrosis and the relationship to clinical outcomes. The study may lead to a completely new
way of selecting antibiotics during hospital admissions and could lead to much better clinical outcomes, as
well and shorten hospital stays.
This year we had some wonderful support from our community and we are deeply grateful to those community
fundraisers who make it possible for us to deliver services to those people with CF and their families who really
need support.
We have had some fantastic community fundraising events from children selling lemonade, to members of
Victoria Police cycling from Adelaide to Melbourne, to hundreds of students at Montmorency Secondary
College participating in a Colour Run. We have seen an amazing team ski the navigable length of the Murray,
cocktail parties, trivia nights, cake stalls and golf days – each and every one raising awareness and funds to
support people with CF.
In recent weeks we have launched our important Christmas Appeal – see page 15 for more information. Giving
a donation this Christmas will help support families living with CF through the tough times. Cystic Fibrosis
Community Care provides counselling, social work, financial and in-hospital support, specialised equipment
and online resources. With your support of the Christmas Appeal we can help improve the quality of life for
people living with CF.
We realise that it is not possible for everyone to donate to all of our appeals, but there are many ways you can
help support CF Community Care’s fundraisers. You can share a community fundraiser to your Facebook page,
promote an event to your friends and colleagues, or help us by volunteering. We value everyone’s contributions
and are grateful for your support.
Throughout the year we have provided a range of services in both NSW and Victoria but it was only when we
received two large donations from extremely generous benefactors from NSW that we were able to extend a
wider range of services into NSW in addition to the Social Work services already provided in clinic. This has
made a significant difference to the level of support we are now able to provide.
If you have not had the opportunity to attend our ‘A Night For CF’ Gala Ball in either Sydney or Melbourne, or
participate in Great Strides, then please do consider coming along next year. It is a wonderful opportunity to
meet other families going through the same challenges as you, it is a great way to make new friends and have
lots of fun.
As the year draws to a close I want to thank everyone who contributed to our efforts this year and wish you all
a very happy Christmas and a New Year filled with love and laughter.
Until next time!

Karin Knoester
Chief Executive Officer
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Gynaecological
and Fertility Issues
in Cystic Fibrosis
Having spent years as an adolescent gynaecologist with an interest in fertility
after childhood illness, it has been my privilege to work with many families
dealing with cystic fibrosis (CF).
As an adolescent gynaecologist, promoting normal
menstrual function and treating difficulties in this
area, discussing sexual function and promoting safe
sex as well as contraception, and considering fertility
options with safety as the priority would be the main
areas of consultation.
It is well recorded in the literature that both sexes
with CF have a slow progression through puberty.
Growth appears to be normal till 9 years of age
even if the patient is malnourished but then we see
increasing disparity between chronological age,
bone age, height, weight and BMI. The mean age of
menarche in girls with CF is 14.4 years compared
with 12.3 years in the general population with the
associated growth spurt being delayed by 12 to 24
months. Irregular cycles are common (both short
and long) and increase in incidence as forced vital
capacity (FVC) reduces. Physically, low body weight
and a decreased size in the uterus and ovaries can
be seen on ultrasound.
Like all adolescence with menstrual irregularities,
simple analgesic measures can be undertaken
to treat the pain, tranexamic acid can be used to
reduce the flow and cyclical progesterone or the
combined OCP can be used to help regulate the
cycles, or decrease the frequency of menses, as long
it is safe for these medications to be used. Many
young women with CF will have infrequent periods
(or none at all) as their body fat composition is too
low (less than 17%), which relates to the reduction
in forced vital capacity (secondary amenorrhoea is
common if FVC<55%), as well as possible central
nervous system effects. If there is a risk of venous
thromboembolism (VTE) the pill is contraindicated.
Whilst studies in the late 1980s reported that women
with CF had reduced knowledge of sexual health and
that few got married, it is pleasing to note that more
recent studies show no differences between controls
and CF patients in age of first intercourse, sexual
health knowledge and the percentage in relationships
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which probably reflects the improved health of
adolescence in both CF and the general population.
This means that contraception and sexual health
are important topics to be discussed for all young
people visiting a health practitioner and what is
recommended is guided by the general health of the
individual. There is no contraindication to the use of
cervical cancer vaccines in CF adolescents.
The fertility potential of both men and women with
CF is reduced and there are implications for the
offspring. Virtually all men with CF are infertile due
to congenital bilateral absence of the vas deferens
(CBAVD) and although the effects in women are less
clear, difficulties arise due to the increased thickened
secretions in the tubes, cervix and vagina, as well
as reduced follicle numbers, ovulation defects and
increased incidence of follicular cysts. It is important
to check the partner with a full CF screen to
determine the potential risks of passing CF onto the
offspring.
Equally important, the demands of pregnancy need
to be considered prior to a pregnancy attempt to
ensure safety for all involved. The first pregnancy was
reported in 1960 but complications were very high.
Careful planning with the respiratory team is therefore
recommended with particular attention to cardiac
and pulmonary lung function. Good lung function is
the priority and maternal mortality and prematurity
are associated with FVC <50% or if declining lung
function is seen in the 6 months prior to pregnancy.
If diabetes is present this will further complicate
the pregnancy and its management. The nutritional
aspects can be a challenge as an extra 300kcal/day
to normal daily requirements are usually required and
parenteral feeding may be necessary to meet these
extra requirements.
A multidisciplinary approach prior and during the
pregnancy and labour (including anaesthetists
with experience in CF and high risk obstetrics) are
essential and fertility management with the goal of a
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singleton pregnancy is the aim. Fertility management
can range from simple measures to boost ovulation
whilst being monitored to avoid a multiple pregnancy,
intrauterine insemination to bypass the thick cervical
mucous, through to IVF with a single embryo transfer
and the use of preimplantation genetic diagnosis
(PGD) to minimise the risk of CF in the offspring if
this is appropriate after counselling and extensive
consultation. The PGD process is a complex one and
requires determining the exact genetic carrier status
of the couple and developing a specific probe for this
combination. Counselling is a required part of this
process prior to proceeding and numerous embryos
need to be developed and frozen whilst awaiting the
PGD results. The aim is to transfer an appropriate
single embryo to the uterus, thus bypassing the thick
cervical mucous, and supporting any pregnancy
that may result. The uterus is not a cave but a
potential space and is prepared ready for the embryo
transfer at the appropriate time of the cycle. These
embryos can also be used in a surrogacy situation
if pregnancy is considered a contraindication for the
mother with CF.
If it is the male partner who has CF, sperm can be
obtained for a pregnancy attempt. This is usually via
the surgical collection of sperm from the testes itself
under local anaesthetic cover. The sperm can then

Vacancy for
Board Director
(Treasurer)
The Board of Cystic Fibrosis Community Care
(CFCC) is seeking expressions of interest from
prospective new Board Directors to fill the
position of Treasurer.

be injected into the partner’s oocyte (egg) to form
an embryo in a process known as intracytoplasmic
sperm injection (ICSI) and the embryo transferred to
the uterus after developing to the blastocyst stage.
PGD is also a tool that can be equally employed
under these circumstances.
So it is good to be aware of your individual
circumstances and discuss it with your team.
Planning for pregnancy is important with full
discussion with all of your team. Be advised as
to what is safe for you and what is not or what
measures can be undertaken to improve your health
prior to attempting pregnancy. Genetic health of the
offspring should be considered and the fertility team
is here to help should their services be required.

The role of Treasurer oversees the financial
reporting functions of both CFCC and CF New
South Wales, and advises on financial matters
to the Board.
Prospective candidates should hold CPA
or Chartered Accountant qualifications and
preferably would be located in Melbourne.
For more information please contact Karin
Knoester, CEO, Cystic Fibrosis Community Care.
Email: ceo@cfcc.org.au
Phone: (03) 9686 1811
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Tony’s
life-changing
Orkambi journey
After more than two years of impassioned advocacy by
the entire CF community, Cystic Fibrosis Community
Care was elated at the news on 17 August this year
that Orkambi was to be listed on the PBS.
Orkambi directly treats the cause of CF, not just
the symptoms. It can measurably improve people’s
health and quality of life – lung damage can be
slowed, hospitalisations reduced and antibiotic
use reduced. Plus Orkambi can lead to improved
nutritional status and increased BMI.
The decision to list Orkambi on the PBS vindicated
the advocacy work of thousands of people, including
CF organisations around the country led by CFA.
The PBS listing means that it is finally within financial
reach of the 1,300 Australians with CF who could
potentially benefit from it. Orkambi will not work for
everyone with CF (and we will continue the fight for
new medications so no-one is left behind), but for
some people Orkambi can be literally life-changing.
Tony Hanna is someone who knows very well the
positive impact that Orkambi can have. Tony, 34 from
Melbourne, describes himself as a “happy chappy”
with an optimistic outlook on life. He credits Orkambi
for turning his life around through the improvements
that the medication has made to his health.
Only 18 months ago Tony’s health was deteriorating.
He had become a frequent visitor to the Alfred
Hospital’s CF clinic with up to six admissions a year.
His lung function had declined to 25% and he was
having to do six hours of intense physio a day.
“Things were very hard then”, Tony said. “I was in my
early 30s but my lung function had reduced so much
that I could barely leave my house. Even walking a
few steps from my car to the shops left me out of
breath and I had to slow down to rest.”
“I’d never really thought about needing a transplant
but now it was something I had to confront. I had to
decide what I was going to do – how could I battle
this? It was so hard dealing with everything – not just
physically but emotionally and mentally too.”
In late 2016 Tony’s CF team at the Alfred suggested
that he be assessed for Orkambi. At that time
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Tony Hanna

Orkambi was not yet listed on the PBS but was
available to some people through a compassionate
access program. Tony’s low lung function meant that
he was accepted for compassionate access.
After discussing the options with his family, Tony
decided to go ahead with Orkambi.
His first step was to undergo a range of tests to
measure the state of his health. In January 2017 he
started on the medication, beginning with a half-dose
for one week before moving onto a full dose of two
tablets morning and night. Tony recalls that his lung
function started to show an improvement on day two.
Two weeks after beginning Orkambi, Tony went home
from hospital. His health indicators were tested and
retested after one month, six months and a year and
his improvement has continued.
Eighteen months after he started on the medication
his lung function has returned to 52%, more than
double what it was. He has put on weight and is in a
healthy weight range, and his BMI has improved too.
It is easier for him to digest food, he is not coughing
as much, and his time spent doing physio and airway
clearance has dropped to only one to two hours a
day. Tony’s improved outlook on life has also been
one of the key changes that Orkambi has brought.
“My mood is great now. My isolation is reduced
and I’m not going to let CF get in my way. I walk as
much as possible, go running and play sport. I love
travelling and want to do more of it. I have a big,
supportive family who are very pleased to see me
fit and happy, so spending time with my family is a
priority too.”
“Orkambi can change lives. It can give people the
opportunity to live a normal healthy life like anyone
else. You still have to work hard on your physio and
fitness though. You can’t just take Orkambi and
expect it to take care of everything. But everyone
deserves a chance at a healthy life.”

PROGRAMS & SERVICES

Archie’s
on top of
the world
The Take A Break Program supports
our Victorian Members who have CF,
and who are aged 21 or older, to have
a short holiday in Australia. Archie
Jacobs leapt at the chance to get
away for a weekend in Tasmania with
a group of friends.
Archie’s story:
I had never really considered that I might ever feel
the need to take advantage of such a resource as
Take A Break. I live a very fulfilling and active lifestyle,
balancing my work as a recent teaching graduate,
and managing my funk band Sunnyside, as well as
being in a loving relationship.
These facets of my life complete a picture of who I
am as a person, but like for many reading this the
burden that Cystic Fibrosis puts on us in an already
challenging world can sometimes get the better of
us. It forces us to really step back, take a deep breath
and allow ourselves some time to relax.
The timing of this trip was opportune. I had my friend
Gavin from New York staying with me and he was
looking to go on an adventure; my partner Alex was
also just about to start her final semester of uni, and
I had a rare break in gig scheduling which gave me a
free weekend.
On a Friday after work we flew down to Hobart to
be greeted by the freshest air my lungs had ever
experienced but with a tinge of briskness to it.
We met up with Alex’s friend Ali, who is studying
in Hobart, and set off for a local favourite spot called
for an evening of local food and drink. We made
a few new friends over a social beverage and were
struck by how willing people were to stop and have
a chat.
The next morning after a hearty breakfast and a
milkshake to nurse us back to adventure mode, we
spent a few hours wandering around the Salamanca
Market, looking at the wonderful craft stalls, vintage
cars, and listening to local performers create a
beautiful ambience.

The intrepid four climbers at the top of Mt Wellington.
Left to right: Gavin, Alex, Ali and Archie.

I noticed Gavin spot something and a glint of
excitement flash across his face. “Let’s go up
there!” He exclaimed, pointing to the peak of Mount
Wellington. “I want to do some hiking!”
And so we jumped on a suspiciously empty bus to
the base of Mount Wellington and got off at Ferntree.
From there we set off, one foot in front of the other
on what would ultimately be a gruelling trek for any
novice hiker such as myself. Gavin and Ali, both
being supremely fit,set a healthy pace that Alex and
I were happy to stick with at first. After getting to a
rest area and finding out that we were only roughly
halfway, Alex and I decided to kick it back a couple
of gears and enjoy the sights a little bit more than the
other two. A few hours later were all but spent as we
reached the summit. And what a truly alluring view it
was, from up there you can see the whole of Hobart
and we were fortunate that we had such gorgeous
weather the whole weekend.
We took photos at the top and had a much-needed
rest before one of us said, “So how are we going
to get back?” A small negotiation with a local tour
bus driver granted us safe passage back down the
mountain to Hobart. Which was lucky, I am not sure
my legs would have carried me that far. Fair to say
we slept like logs that evening!
Thank you to the Cystic Fibrosis Community Care
crew for granting me this significant gesture that
allowed me have a break, and spent some much
needed time with my loved ones.
The Take A Break Program is generously funded
by Andrew’s Legacy. Andrew Carr passed away
in 2008, and it was his wish that his family and
friends donate money in lieu of ﬂowers to fund
the program.
There are a limited number of 2018 grants still
available. The next round of grants will open in
early 2019. Contact support@cfcc.org.au for more
information.
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Connecting
carers, families,
and individuals
affected by CF

Equipping
Monash clinics

Have you ever wanted to talk to someone
who understands what you are going through
– someone who ‘just gets it’?

CFCC CEO Karin Knoester, pictured with
Felicity Stretch from MCFF and Matthew
Hannan from the Monash Foundation,
presented a new HEPA filter for use in the
gym. As well as the HEPA filter, a stationary
bike and rowing machine were also donated.

No matter what your situation is and whatever
it is that you are experiencing, there is
someone who has been through a similar
situation and can offer you support.

CF Community Care, in partnership with
Monash Cystic Fibrosis Foundation, has
donated much-needed equipment to the
Monash CF clinic gym.

We have a group of volunteers who are ready
to listen and connect with you. Our volunteers
are parents, spouses, siblings and individuals
with CF. They can offer a listening ear, advice,
and the chance to share experiences. They
understand the challenges you may be facing.
Whether it is adjusting to a new diagnosis,
starting a family, or considering a transplant,
we can connect you with someone who
has lived experience of your situation. Our
volunteers can also offer their perspectives
on a wide range of matters such as going to
university, dating and relationships, finding
a balance as a caregiver, and coping with
bereavement.
If you are a member of our CF community
and think you could benefit from an informal
and confidential chat, please contact the
Cystic Fibrosis Community Care office on
(03) 9686 1811 and ask for the PASS team, or
email programs@cfcc.org.au

With the help of generous funders and
supporters we have also been working
with Monash Health to be able to provide a
massage program for CF inpatients.
Massage therapy has been used in some
other CF centres around the world and has
been found to help reduce pain, enhance
relaxation, improve lung function, decrease
anxiety and improve mood and sleep. We are
very excited to be able to support Monash
Health to provide this service to our CF
community.
Thank you for the generous support of the
Harcourts Foundation, Andrews Foundation,
and Mazda Foundation that has provided the
funding to furnish the room and start the trial.
We also extend our gratitude to the Abbie
Fennessy Trust that has raised funds to
support the massage program in the future.
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Supporting
Tylah to
keep fit
Tylah is an energetic and determined
15 year old teenager who is living with
cystic fibrosis. Due to her CF, Tylah
tries to keep as active as possible
and believes the more opportunities
she creates for building strength
and fitness the healthier she will
remain. Like all those with CF daily
physiotherapy and exercise are
essential to help clear the lungs of
damaging sticky mucus.
Coming from a large family, it is not always possible
for her parents to pay for all the different activities
the children want to do. As with most families there
needs to be a compromise.
So when Tylah’s mum Verity heard that Cystic
Fibrosis Community Care’s NSW office had secured a
Newcastle Permanent Charitable Foundation grant to
help young people with CF participate in a structured
exercise program, she thought instantly of her
daughter Tylah and her desire to join the gym.
“With six children it is really hard to afford all the
activities they want to do” said Verity. “Tylah has
wanted to join the gym for a long time but we have
had to say no, so I was really excited when I saw
the post on the Cystic Fibrosis Community Care
Facebook page announcing the grant”.
As a direct result of the Newcastle Permanent
Charitable Foundation grant to Cystic Fibrosis
Community Care, Tylah has been able to secure a
one year membership to the gym. Her local gym is
across the road from her school which means that
two or three nights a week Tylah will head there
straight after class.
“CF is very demanding and it can get you down at
times, but I know when I play sport or go to the gym
it helps me feel better about myself and gives me
strength physically and mentally to tackle what I’m
facing each day”, said Tylah.

manage her
condition overall. Like most
young people with CF she sees regular
exercise as mandatory if you want to stay healthy,
not only physically but mentally as well.
“I’d really like to thank the Newcastle Permanent
Charitable Foundation and Cystic Fibrosis Community
Care for making it possible for me to join the gym.
I had my first assessment with the personal trainer last
week and it was fantastic. I’m so keen to get started
and make the gym a part of my life”, said Tylah.
Proudly supported by:

Tylah feels the gym will held her build confidence,
muscle mass and strength as well as helping her
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Learning and sharing
at our Community
Conference
Over seventy people attended this
year’s CFCC Community Conference
which was held in September.
Attendees enjoyed hearing all the different speakers
who covered a range of CF-related topics such as:
• Advances in treatment and care by Associate
Professor David Armstrong;
• An update on physiotherapy news and
equipment by Dr Brenda Button, Jen Corda and
Shelley Bowen;
• An overview of government concessions and
benefits by Cindy Van Rooy;

One of the most popular sessions was the lunch
session where we broke into groups based on the age
of the person who has CF who people were connected
to: baby to preschool, primary school, secondary
school, and adults. These group sessions provided a
great opportunity for people to connect with others
who had family member with CF of a similar age and
share experiences, information, hints and tips.
Feedback from the attendees was overwhelmingly
positive:

• There is no health without mental health by
Judith Glazner;

“I’m definitely feeling better about social awareness
of mental health and transition to adult care”
– Parent of a person with CF, September 2018

• Getting the best educational and CF support for
your child – from child care to high school by
Jo Evans;

“This was the first time I have had the chance to talk/
listen to parents with similar aged children,”
– Grandparent of a person with CF, September 2018

• Q&A session on transplant by Dr Kovi Levin
and Vanessa Scott;

A huge thank you to our generous supporters and
sponsors who make it possible for us to hold the
conference – Technipro PulmoMed Pty Ltd (Major
Sponsor), Philips Sleep and Respiratory Care
(Supporting Partner), and we also acknowledge the
support of the Victorian Government.

• Your CF Transition from Child to Adult Care:
Challenges, Developments and Learnings by
Evelyn Culnane;
• Advanced care planning by Dr Chi Li; and
• Q&A session with Tony Hanna about living
with CF.
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Many of the slides from these presentations
are available on our website at cysticfibrosis.org.au/
cfcc/communityconference

We would love you to join us at our next Cystic
Fibrosis Community Conference next year. Save the
date – it will be held in Melbourne on Saturday
14 September 2019.

PROGRAMS & SERVICES

Membership
renewals due
To continue to access Cystic Fibrosis
Community Care’s programs and services,
it is important to renew your membership
by 28 February 2019.
Each membership needs to be renewed every
year, including people who are eligible for free
membership such as adults with CF.
By keeping your membership current and
on-going, you will ensure that you do not miss
out on the opportunity to access our programs
and services. If you have not renewed your
membership by 30 June 2019 you may not be
eligible for programs and services such as
financial support and subsidies, free loan
equipment, support dinners, events, and
school and child care educational support.
To check your membership status, you can
contact your nearest main office – NSW on
(02) 8732 5700 or Victoria on (03) 9686 1811 –
and ask to speak to one of the Programs and
Support Services team members.

Reimbursing
CF expenses
Our 20% Reimbursement Program assists
current CF Community Care Members who
have cystic fibrosis (CF) and their families in a
practical way by reimbursing 20% of some of
their CF-related expenses. Eligible members
can claim up to $200 per year.

Building and
fostering CF
community
connections
The Hunter/Central Coast Cystic Fibrosis
Social Group was formed five years ago to
help connect people impacted by CF as a
way to foster support.
The group allows those impacted by CF
(such as mums, dads, people with CF,
grandparents) to connect, support one
another and build relationships with others
who know what they are going through.
Support from other people within the CF
community is like no other kind and everyone
can benefit from connecting with others in
a relaxed environment. The meet-ups take
place every few months, usually for Sunday
lunch at various locations on the Central
Coast and Hunter region.
Those who live around the Hunter/Central
Coast areas are welcome even if they attend a
Sydney clinic. People from outside this region
are also welcome if they wish to attend.
Let’s make sure none of us ever feel alone
again and let’s support one another through
our respective journeys.
The next event ‘Summer Catch Up’ is
organised for Sunday 20 January 2019 at
12 noon in the Hunter Valley. Join the social
group on Facebook to RSVP to the event
and to be included in future invites – search
‘Hunter/Central Coast Cystic Fibrosis Social
Group’ on Facebook.

This program will reimburse CF-related outof-pocket expenses such as vitamins and
supplements, fitness classes, programs and
equipment, and hospital parking.
Applications close 10 December 2018. If you
have any questions or would like to apply for
the Reimbursement Program, please contact
your Programs and Support Services team:
NSW:

(02) 8732 5700
nswsupport1@CFCC.org.au

Victoria: (03) 9686 1811
support@cfcc.org.au
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2018 Member Survey:
unpacking your
responses
Earlier this year we asked Cystic Fibrosis Community Care’s members to
participate in a survey. The responses gave us valuable feedback about the
programs and services we deliver, the information we provide, and about our
fundraising and events.
Of the 261 people who responded, the majority were
female aged between 30-49. Just over half lived in
Victoria and most were employed full time or part time.
The largest groups of people who participated were
adults with CF and parents of a child under 18 with CF.
You told us that most of you:
• receive and regularly read the Community Focus
magazine;
• receive the PASSwords e-newsletter; and
• think that the best way to communicate with you
is by email.
“I enjoy reading about other people’s journeys
with CF. New trial information is good to hear
about, and information on new or improved
equipment. Also what subsidies are available
always helps.”
– An adult who has CF
You told us you want to know more about:
•
•
•
•
•
•
•
•

research and treatments;
mental health;
aging and CF;
government and other supports;
travelling with CF;
nutrition;
personal stories; and
our services.

Our most popular events to attend included:
•
•
•
•
•

the 65k 4 65 Roses Walkathon (NSW);
Roses Day (NSW);
Great Strides Melbourne;
CFCC Community Conference (Victoria); and
support dinners in Victoria.

In NSW, just over a quarter of people had a good
understanding of our services. Around a quarter
of people had received support from us in the six
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months prior to the survey. While most people who
accessed services were generally satisfied, people
were slightly dissatisfied with financial assistance
provided and the health and wellbeing programs.
“Only one social worker and too many patients so
more funding is needed.”
– A parent of a child who has CF
“I’ve not used many services but we did receive a
nebuliser from our clinic which I appreciated.”
– A parent of a child who has CF
In Victoria, the three most helpful financial services
included the physiotherapy equipment grants,
the 20% reimbursement program, and fitness
participation grants. The three most helpful programs
included advocacy, the information and support line,
and the CF carrier screening education campaign.
“I wish when I was a young CF person, you were
around. We had absolutely nothing!”
– An adult who has CF
“Programs to support the individual with CF
shouldn’t be compromised to fund programs for
carers and families.”
– An adult who has CF
“Thanks for all the helpful things the team does. It
is much appreciated.”
– A parent of a child who has CF
The results also show us that despite meeting most
members’ needs, there are areas that can be improved.
These include better promotion and information
about services offered, identifying opportunities to
provide more financial support, and connecting with
others who have a family member with CF.
Thank you for all your feedback. Cystic Fibrosis
Community Care is using this information to plan
for 2019 and beyond so we can better meet your
needs and best support our community.

FUNDRAISING & EVENTS

Help support
CF families with
our Christmas Appeal
Ari Gough and his family are looking forward to Christmas 2018. Cystic Fibrosis
Community Care extends our thanks to them for sharing their family’s story for
this year’s national Christmas Appeal.
When we contacted Ari’s mum Jodie, she jumped
at the opportunity to share her family’s journey with
cystic fibrosis. Ari, 18 months, will be celebrating his
second Christmas this year and as every month goes
by his family learn a little more about managing their
lives with CF.
Ari was diagnosed with CF after results from his heel
prick test were reviewed. Jodie and Jamie had no
idea what CF was and had no family history. With
many hospitalisations during his first year Jodie
says the CF services they receive have really helped
and that it has been “nice to have the support of
someone who truly understands”.
We are very grateful to CF families across Australia
who are willing to discuss their personal experiences
with CF which help us raise awareness and funds.
Through sharing these first-hand accounts of life
with CF we can engage with our generous donors,
which ensures that we can keep delivering our vitallyneeded services and programs.

Working together with other state CF organisations also
strengthens our impact. We appreciate the commitment
of our agencies Action Words and Jade Koch Creative
Services for their part-sponsorship of our campaign.
Ari’s struggle with CF will be life-long. We are here
to support families like Ari’s but can not do it alone.
Please make CF your reason to give this Christmas.

Donate in New South Wales

blowcfaway.org.au/event/nswchristmasappeal2018
To donate over the phone call (02) 8732 5700,
or you can mail a cheque to our Sydney office.

Donate in Victoria

everydayhero.com.au/event/VICxmasappeal2018
To donate over the phone call (03) 9686 1811,
or you can mail a cheque to our Melbourne office.
If your family would like to participate in awareness
and fundraising campaigns in the future, please
contact our Donor Coordinator on (02) 8732 5700
or at donors@cfcc.org.au.
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‘A Night For CF’:
Kicking up our heels
for a great cause
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FUNDRAISING & EVENTS
Over 500 guests attended our Gala Balls
in Sydney and Melbourne to raise money
for the fight against cystic fibrosis, and
to support the programs and services of
CF Community Care.
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Great Strides 2018:
Three huge events!

18

FUNDRAISING & EVENTS
Great Strides season is one of our favourite
times of the year and the CF community
came out in force for these fun events. Over
2,000 Great Strides participants worked up
a sweat in Sydney, Bendigo and Melbourne –
in both rain and shine – to raise $150,000.
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FUNDRAISING & EVENTS

A community that cares
Just a few of our amazing community
fundraisers from NSW and Victoria.
Uni of Sydney Science Revue
Every year, the University of Sydney Science
Revue performs an hilarious sketch comedy
showcase. All proceeds from their ticket sales
are donated to CFCC.

Breakers Country Club
Breakers Country Club hosted a comedy night
and raised $8,250. McPherson Plumbing,
who had also held a golf day, donated an
additional $5,250 from their raffle.

$13,500 donation

$3,000 donation

Breathe Easy Cocktail Party

Frozen Butt Ride

The fourth annual Breathe East Cocktail
party was a fantastic night with wonderful
entertainment, food, auction items and raffles.

54 riders on 50 motorbikes from Newcastle,
Central Coast and Sydney took on the
1,200km Frozen Butt Ride challenge.

$7,231 donation

$5,700 donation

Edenhope College

Thomas Holt

The school held a fundraising day, including
selling merchandise and holding a sausage
sizzle to raise money for CF.

Thomas, a Year 6 Student in Albury, held a
sausage sizzle in August after being inspired
by seeing a girl with CF on The Project.

$423 donation
Singleton Postie Bike Bash
Craig Skillen, Kieran Nugent, Dan Kramer and
Ruth Rogers put together the Singleton Postie
Bike Bash. CFCC received $4,500 from their
ride from Uluru to Singleton plus $500 from
their Bunnings Crazy Hair Day.

$5,000 donation

$863 donation
A Night With Elvis
Australia’s foremost Elvis impersonator
wowed the big crowd at Melbourne’s Lakeside
Convention Centre.

$8,460 donation
Montmorency Secondary College
The College’s CF Colour Run, organised by
the students, had a massive 550 registrations.

$7,200 donation
Uni of Sydney Science Revue
Every year, the University of Sydney Science
Revue performs an hilarious sketch comedy
showcase. All proceeds from their ticket sales
are donated to CFCC.

$3,000 donation
Wattle Grove Hotel
Every month Wattle Grove Hotel selects a
charity to benefit from their community night,
and in June they selected CFCC.

$1,526 donation
20

Reddam House Primary School
Reddam House Primary School has
participated in Crazy Hair Day since 2014 and
has raised over $7,300.

$2,081 donation this year
Open Garden Weekend
The lush gardens of Gleanncoill in Gippsland
were open, with proceeds going to CFCC.

$8,531 donation

VOLUNTEER CORNER

Lily’s colourful
creations
My name is Lily and I am 15 years old.
I am currently at high school in year 10.
I was diagnosed with cystic fibrosis
via a heel prick test at 2 weeks old and
have been going for regular check-ups
at the Royal Children’s Hospital in
Melbourne ever since.
I have only ever been admitted to hospital twice in
my life for a tune-up, which I am told, is extremely
lucky. I live in a small town with my mum, dad and
older brother. I enjoy playing sports like netball
and bike riding and am always looking for a new
experience or something to do.
Over the past couple of years, I have been more
and more interested in travelling and getting out into
the community, and understanding more about the
CF community. In the past, I fundraised for CF but I
wanted to do something closer to the hospital and
help the patients during their stay.
So when a major school project came up in which we
could choose to create, learn, build or fundraise for
basically anything our heart desired I jumped at the
chance to do something CF-related.
I wanted to do something that both challenged my
creative side and helped many people. I remembered
when I was in hospital that the simple thing of having
my own doona and pillowcases made the whole stay
feel a little bit more homely and the hospital room not
as drab. Having tie-dyed in the past, my mother and I
set out to tie-dye 65 pillowcases and donate them to
Cystic Fibrosis Community Care, with the end goal to
brighten up the patients’ stays.
It was definitely challenging and to help fund the
project I held a Bright Colours Day at school and
a sausage sizzle with the help of my friends and
donated the remaining $650 to CFCC. This was a big
step for me as I do not always like to broadcast the
fact that I have CF. However, after a successful Bright
Colours Day and many cold nights spent tie-dyeing I
finally got all the pillowcases packaged and delivered
to CFCC. Later that week I presented my project in
front of my year level at school. The pillowcases are

Lily surrounded by her tie-dye creations

still being handed out today to CF patients in
hospitals in Boredom Buster Bags, and I have been
told they are a hit.
More recently, in the school holidays I travelled to
Fiji with 20 other students from my school and a
couple of teachers to help and rebuild part of a local
kindergarten damaged in a cyclone. This experience
was life-changing for me and being my first time
overseas, I was worried that I might not be able to go
at all due to my CF. But the hospital and school were
amazing in providing me support and I felt completely
comfortable and safe and I am now so glad I decided
to go on the journey. Now that I know nothing can
limit me I plan on going on a similar trip with school
to Laos next year to help a local village.
I have also completed work experience at the
same place that my pillowcases were delivered
to, Cystic Fibrosis Community Care. I wanted to
experience what it was like behind the scenes and
I am interested in event management and helping
others, so it made perfect sense to come to a place
that helps so many people just like me. The people
at CFCC were extremely welcoming and I had a
chance to do some engaging and interesting tasks
such as writing this article. It has really given me an
opportunity to see what the working world is like
outside of school.
I am looking forward to my VCE studies, and though
I am unsure of exactly what I want to do after high
school I hope that it is something to do with in
helping people or local communities.
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Biggar View
by Susan Biggar

Nearly 15 years ago our family fled Melbourne’s icy,
flu-laden winter for a week in warm Rarotonga. Our
two boys with CF were – finally – both healthy. We
happily took our eyes off the ball, pushed all health
issues to the back of our brains, and turned off the
parent panic monitor. So, we were stunned when our
youngest son, with no pre-existing health issues, was
diagnosed with pneumonia during a house visit by a
gentle black-bag-toting Island doctor.
As a parent, this story rates high up on my guilt
index. Right alongside the Saturday night I decided
not to take the same child to the Emergency
Department until the following morning after he
suggested his arm might be broken. It was.
When I speak with other parents, they often relate
similar guilty anecdotes, wracked with angst over any
real or perceived impact of living in a family impacted
by illness. Am I immune to the other kids’ health
worries? Do we raise them differently than the child/
children with CF? If so, can we do anything to
prevent it?
And from the healthy child’s perspective, will they
think we care less about them? Are they likely to
play up health conditions for attention or have an
abnormal relationship with health issues generally?
These are some of the questions that may keep us
awake at night…
There is some unsurprising evidence that mothers
spend more time with their child who has CF than
with the other children. Somewhat surprisingly,
given how much of it must be spent doing things
like physio, those mothers describe that time more
positively than the time spent with the healthy
siblings1. This may be cause for us to reflect.
There is also evidence that greater illness severity is
associated with a higher level of family psychological
and emotional distress. In families where a child is
very unwell, the emotional weight on all members of
the family is often crushing.
However, there is plenty of good news too. Many
CF siblings seem to turn out fine. Maybe even better
than fine. Several studies of CF siblings found they
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rated their quality of life higher than siblings of
healthy children in most areas (physical functioning,
behavior, mental health)2,3. Other studies involving
interviews with CF siblings provided evidence of
healthy family cohesion and positive views of family
functioning4.
From my first-person anecdotal accounts from
healthy adults who grew up with a CF sibling, none
of this research surprises me. These adults often
reflect positively on the challenges of their childhood,
believing they learned greater empathy, compassion
and respect for the difficulties faced by others.
What is my lay take-home message? There is an
important reminder to be aware – how could we not
be? – that living with CF takes its toll on all members
of the family. Because of that, we all could use some
extra TLC. And, finally, if they say their arm is broken,
believe them.
Differential treatment of siblings: interview and diary analyses
comparing two family contexts. Quittner AL, et al. Child Dev. 1994

1.

Siblings of children with cystic fibrosis: quality of life and the
impact of illness, Havermans T, et al Child Care Health Dev. 2011.

2.

Belgian siblings of children with a chronic illness: Is their quality
of life different from their peers? Havermans T, et al. 2015.

3.

Siblings of children with cystic fibrosis: perceptions of the impact
of the disease. Harder L and Bowditch B. Children’s Health Care
10:4, 116-120.
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Memories of
Gary Quick
by Jenny McKay (Gary’s ‘big sis’)

Born with Cystic Fibrosis in July 1961, my little
brother Gary was a true Aussie battler.
His celebration of life was attended by 300 people in
April this year, proving what an inspiration to all that
he was.
From a cheeky toddler, I can only remember a little
brother who never complained, loved playing tricks
and was always positive and jovial despite his daily
struggles.
Music was his first and last love and had been so
beneficial for him. He started learning piano when he
was 10 years of age and soon became a maestro. He
not only played in at least 16 bands around Geelong
and Melbourne (my children were so proud of their
rock star uncle!) but also composed a lot of music.
He had his own busy music studio to record tapes
and CDs, and he accompanied several Geelong
theatre productions. Keyboard was his real passion,
but he also played drums and guitar.
Gary worked at Telecom in Geelong for 14 plus years,
part time at the end.
Alfred Hospital visits became more frequent so he
was put on the transplant waiting list in mid-1997. He
was so excited and fortunate when, 18 months later,
he received new life-saving lungs. He was so grateful
to the donor family and the transplant team for their
generous gift, and Gary became a huge advocate for
organ donation.
He wrote for the Heart and Lung Transplant Trust’s
magazine in 2016 after his 17 year anniversary,
saying what a change his transplant made to his
life. A new lease of life made it possible to go out
with friends and family, play in gigs again, sing on
recordings, and he became so chatty.
After the double-lung transplant, Gaz completed a
Diploma in Music Performance (Jazz and Popular)
and received an outstanding achievement trophy.
Another of his great loves were his 3 ‘kids’, his
dogs Jazmyn, then Bluey and Roxy. They were very
spoiled and he was so devoted to them. He loved the
outdoors, the beach, the Barwon River walks and the
many visits to our country farms to catch up with his
nephew, nieces and their families.

He would accept challenges; enjoying constructions,
jigsaws, photography, always learning more creative
computer skills and reading. Gaz was a perfectionist
and very methodical, and he was always busy.
One of the tributes at the service was from a mate
who played in a band and called him ‘Big Fella’ – not
for stature, but for his heart, spirit and determination.
Another friend added that he never said a bad word
about anyone, and loved laughter.
The Blues Club arranged a wonderful ‘Living Legend’
tribute concert in his honour last year and he played
a couple of tunes with each band.
His favourite quotes were:
“Worse things can happen.”
“A day spent without making someone laugh or at
least smile is a complete waste of 24 hours.”
“A dog is a man’s best friend.”
“Music was my first love and it will be my last.”
He will be so lovingly remembered, not only from
his family but by his many friends, especially Gwen
(‘Foxy’) who was a great support to Gaz since
they met in 2001. We will always remember his
never-ending humour, positive nature, his talents,
perseverance and compassion.
We must thank the Royal Children’s Hospital, the
Alfred, Grace McKellar and Geelong Hospitals for
their excellent care. How fortunate were we that the
donor family gave Gaz that extra time with us all and
our sincere gratitude extends to them also.
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What’s on 2019
January 2019
CFCC offices re-open (VIC/NSW)

2 January

February 2019
7 February
18 February
23 February
28 February

Geelong Support Dinner

(VIC)

Teachers CF training day (VIC)

65k 4 65 Roses Walkathon (NSW)

CFCC Membership due (VIC/NSW)

March 2019
Peaks 4 CF (VIC)

TBC

Fundraising – Tin rattling (VIC)

TBC

Support dinner (NSW)

1 March

Christine Doran 65 Roses Luncheon (VIC)

6 March
21 March
31 March

Northwest Metro Support Dinner (VIC)

HOLIDAY CLOSURE
Please note that
Cystic Fibrosis Community
Care’s Melbourne and
Sydney offices will both
close for the Christmas
break on Friday
21 December 2018 and
re-open for business
on 2 January 2019.

CFCC AGM (TBC)

More respirable aerosol delivered to a
patient’s lungs and faster than any other
nebulising system! Means better clinical
results and increased patient adherence!
Technipro PulmoMed Pty Ltd.
1800 26 22 13 • info@pulmomed.com.au

