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Cystic Fibrosis

Cystic fibrosis (CF) is the most common life threatening genetic condition in
Australia — and there is no cure.

One in every 2,600 Australian children is born with cystic fibrosis.

CF is a degenerative condition that affects many of the body’s systems, including the
lungs and digestion. Children diagnosed with CF live through daily physiotherapy and
medications, among other treatments, just to survive.

A better understanding of CF, improved treatments and support services have led to
dramatic improvements in the quality of life and life expectancy of young people with
CF. However, living with a chronic illness is stressful for all involved — physically,
financially, and emotionally.




For the Love of Life

Cystic Fibrosis Queensland

At Cystic Fibrosis Queensland (CFQ) our philosophy is a simple promise — ‘For the love of life’.

When you are living with CF, every day matters. ‘For the love of life’ means working together with
our clients to make each of these days the very best it can be.

Faced with a life threatening chronic illness, children and adults with CF and their families fight
daily against many challenges. We believe every person diagnosed with CF deserves the best
possible quality of life, and we are committed to providing the support to make that possible.

CFQ is dedicated to providing high quality care and services to children and young adults living
with CF and their families. We achieve this by giving our clients access to the equipment and
services they need to support their hopes.

CFQ is a not-for-profit charitable organisation supporting an increasing number of Queenslanders
affected by CF and their families. This covers a range of services including: emotional support
through counselling; practical support through equipment and accommodation; and advocacy,
research and education.

CFQ works closely with medical and allied health professionals and hospitals, on the behalf of our
CF Community, to ensure our clients receive the highest standards of care.




Our Vision

Lives unaffected by cystic fibrosis.

Our Mission

To provide the education, support and services that empower people in the cystic
fibrosis community to realise their full potential.
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President’s Report

During the past year, CFQ has certainly felt the impact of the global financial crisis.

Times have been tough, but we have continued to run a viable organisation and have continued
to provide services and support to all of our clients. These clients are not only located in
Queensland, but also in Northern New South Wales and the Northern Territory.

We have been able to achieve this with the support of our many sponsors, assistance from
charitable Foundations and Grants bodies, our many generous donors and the tireless hard
work of our fundraising team.

A significant achievement in the past year has been the opening of our second regional office
— located on the Sunshine Coast. This office provides a long overdue service to the Sunshine
Coast and Wide Bay region.

In 2009, Cystic Fibrosis Australia co-ordinated the development and publishing of the
document - ‘The Standards of Care for people with CF whilst in hospital'. Dr Scott Bell, Director
of Thoracic Medicine at The Prince Charles Hospital in Brisbane, was the co-chair of this
committee which included representatives from all over Australia. CFQ successfully launched
this document in Brisbane for the Queensland release.

It is heartening to know that there are many people dedicated to improving the lives of people
living with CF. We were, therefore, pleased to be invited to become a member of the State-
wide Respiratory Clinical Network — a division of Queensland Health - working with the
specific CF subcommittee.

CFQ is working with CF organisations from other states to form a strong and cohesive national
organisation. Board Presidents and the organisation's CEQO’s have held meetings throughout
the year to reach a better understanding of each state’s capacity and to discuss how a united
voice can be achieved.

CFQ has been the fortunate recipient of two bequests throughout the year — this is a lasting
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President’s Report

A variety of different circumstances have resulted in a number of changes to the makeup of
our Board. | would like to thank the outgoing members for their dedication and hard work and |
welcome those new members who have joined us. Our new Board exhibits an enthusiasm that
makes me feel excited for the year ahead.

The work of the Board is vital to the continuing success of this organisation and, on behalf of
all our clients and members, | thank each of them for continuing to donate their time and
expertise to our organisation.

CFQ fulfils many different roles and provides an extremely wide-ranging list of services to its
clients. It would be impossible to achieve this without the incredibly dedicated staff members
who constantly give above-and-beyond what is asked of them. | would like to thank each of
them for all of the extra effort they have given during this difficult year.

Damian Brown

President — CFQ Board of Directors




CEQO’s Report

Each year we see an increase in our number of clients — and this year was no exception. We
finished 2009 with just over 800 clients, which is a substantial increase from the past few
years. When we take into account the parents, siblings and, in many cases, the grandparents
of our clients — we are actually looking after around 4,000 people.

2009 has evoked many different emotions — it has been a difficult year to work in the not-
for-profit sector. A number of our regular sponsors and supporters were no longer able to
help us due to their own financial position. However, there were a number of companies who
were able to continue their support and we are very appreciative of this show of confidence.

A big help this year has been the financial assistance received from Trusts and Foundations.
The largest of these was from the NIB Foundation and Royal Children’s Hospital to finance a
Community Home Based Physio Pilot Program. This program will operate in the Brisbane
area during 2010 in conjunction with the Royal Children’s Foundation. Other grants have
enabled us to continue providing programs including the supply of respiratory equipment,
Sibling Activity Days and providing items for the Boredom Buster Bags.

As a means of sustaining not-for-profit organisations, the Federal Government offered cash
grants. We were fortunate to be one of two groups who received this funding and this will
sustain us until June 2010. This grant allowed us to re-employ staff in positions which had
been vacant for some time. We now have fully staffed offices in Brisbane, Cairns and the
Sunshine Coast.

In August, CFA and CFQ ran the biggest (and most successfull) Australian Cystic Fibrosis
Conference in Brisbane. Five speakers from the USA and Great Britain added an extra
element to the presentations. We are in the process of finalising a DVD of these
presentations for purchase by parents and health care staff.

Unfortunately, consultation over the new Children’s Hospital came to a halt during 2009.

| am very proud of the DVD and information booklet we produced for parents/carers of a CF
baby. This was achieved with great co-operation from the staff at the Royal Children’s and
Mater Hospitals. | feel this video will be an invaluable tool for all clients but especially for

those living outside of the Brisbane area. 8




CEQ’s Report

Our Support Services Manager represented all Australian Cystic Fibrosis Associations at
the Federal review of Disability Parking. The outcome of this meeting will be advised during
2010.

We always say that organisations such as ours would not continue to operate without our
wonderful volunteers — and this is most certainly true! Volunteers ensured that we could
run our major events, helped with our administration needs and kept our two bookshops
and thrift shop running. This year we also had the assistance of corporate volunteers. Delfin
Lend Lease and Brisbane City Council staff made dramatic improvements to our office
space and ExxonMobil did the same for Rose Cottage. We thank them sincerely for their
assistance.

The hard work of both the Board and our staff has ensured that CFQ has survived 2009! |
would like to congratulate all of them for their continuing dedication and commitment to
this organisation. Their efforts have allowed us to continue to maintain and provide our
extensive range of services to our clients.

Jane Andersen

CEQO — Cystic Fibrosis Queensland




For the Love of Service

Service's Report

As with the rest of CFQ, 2009 has been a busy year for services staff.

We have updated our Support Services Guide to present our services in a Program Management
format. We currently have 4 Program areas:

Client Support:

Our Client Support Program is based on early intervention and prevention. We aim to provide
services to our clients that will ease the stress of living with CF. For example, Support Officers visit
children in hospital to deliver Boredom Buster Bags and takeaway lunches or arrange massages
for adult clients.

Family Support:

Our Family Support Program aims to reduce the stress on families from constantly caring for a
child with a chronic illness. It provides an outlet for the primary carer and siblings to meet with
others in a similar situation.

Respiratory Care:

The treatments for CF include physiotherapy and exercise. Both of these are vital to prevent the
progression of the disease in the lungs and to enhance the quality of life and longevity of the
client's life. Physiotherapy is usually performed twice daily as it works with the medications to help
clear the lungs and increase the flow of oxygen to the rest of the body. We provide clients with a
range of respiratory equipment (at no cost to the client).

Education and Resource Development.

The experience of attending school for children with CF is not always positive. CFQ supports our
clients through the provision of educational information to increase awareness for the school
community. Information packs and school talks are offered to all schools with a CF child so they are
aware of the child’s special requirements. This program incorporates development of resources and
training for both staff and clients.
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For the Love of Service

Service's Report

Services Statistical Information:

During 2009, CFQ support staff were involved with the following:

Contact with 1,272 clients and families at clinics

Contact with 1,149 clients on the ward during their hospital stay

Instigated 709 phone calls and sent 209 emails to clients and families

Delivery of 227 Boredom Buster Bags to children in hospital

Supply of 361 Take Away lunches

Provision of 328 items of respiratory equipment and 132 physical activity subsidies at a total
cost of $19,800

e The subsidising of 197 massages for adult clients during hospitalisation

e Liaison with 32 schools to provide information for teachers and other children about CF

e Our cottage was utilised by 68 clients and families for a total of 221 nights.

By moving to a Program Management philosophy we have been able to make decisions that allow us
to target our services specifically to the needs of our clients.

Prior to the 2009 Conference, we took the opportunity to meet with our counter-parts from the other
states and New Zealand to discuss the similarities and differences of how we provide services to our
clients. As a result, we have decided to consult with each other several times per year (via
teleconferencing) to discuss areas of mutual interest and concern.

During 2009 we participated in an allied health training day held in Townsville. Discussion included
stem cell research and paediatric care. Along with the parent of a client and an adult client, we
attended a symposium of medical students at the University of Queensland to answer their questions
on chronic illness.

In 2009, Sibling Activity Days were changed to a one day format and were held during the school
holidays. This change enabled us to include over 60 children across the state and were a huge
success. One child commented that they enjoyed the day because ‘it was all about us!”

The opening of the Sunshine Coast office has enabled us to review the support we offer in this region.
We have also begun discussions with Nambour Hospital to identify how shared care arrangements can
be utilised by our clients.

We continue to develop and maintain strategic alliances and collaborative partnerships with other
charities including Livewire, Make a Wish Foundation and Variety. We are currently developing such an
alliance with Spiritus Home Care to enable our clients to access their services.

Alma Brown ’l ’l
Support Services Manager — Cystic Fibrosis Queensland




For the Love of Fun

Fundraising Report

Fundraising is a tireless and never-ending task — but it also contains the word ‘fun’ and that is
what we try to make it!

At CFQ, we receive a minimal amount of funding from Government on an ongoing basis and rely
heavily on bequests, broader community support, grants, sponsorships and fundraising events to
achieve the rest of our budget.

As a disease CF does not discriminate — it affects people from all walks of life. Our portfolio of
fundraising initiatives reflects this diversity and allows us to involve many different people
throughout Queensland and beyond in our aim to continue to provide practical and emotional
support to families from across the state.

The heart of CFQ’s fundraising efforts lies in the support of the broader community and
corporate sector each year. In 2009 we raised near $200 000 through third party events and
initiatives that selected CFQ as a beneficiary. Plus, given the tough times for most in 2009, we
truly appreciated the extent of direct donations received through our Tax and Christmas appeals.
We are particularly grateful for the significant funds gifted to CFQ as a bequest and in
memorandum for a loved one in 2009.

Celebrating its twentieth year, the 2009 CFQ Ball and Auction held in Brisbane was again one
of our most successful fundraising events. In 2009, guests experienced elegant décor,
exceptional entertainment, fabulous food and great company at the Balle De Classique
Grandeur. In light of the GFC, we were still pleased with the attendance, sponsorship support
and outcome of this prestigious event.

This past year we held “For the Love of Life” Luncheons in Brisbane, on the Gold Coast and the
Sunshine Coast. The Luncheons are heavily patronized by the corporate community and offer a
great networking opportunity as well as consistently raising much needed funds. They also
provide the chance to showcase one of our CFQ Ambassadors as the guest speaker. These
events were made possible through the involvement of our major event partners, Macquarie
Bank, Fellinis and Caloundra RSL.
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For the Love of Fun

Fundraising Report

The Tour de Kawana held on the Sunshine Coast attracted strong support from the general,
corporate and elite bike-riding communities. This year's event was a great success with over
600 participants involved. Both the official lunch and riding event enjoyed very strong media
coverage in the local area and was bolstered by the involvement of event sponsors, ANZ,
Schultz Toomey O'Brien, Investa, Kawana Shopping World, Home Central, Prime Radio, WIN
Television and Sunshine Coast Daily. The continued growth of this initiative is a credit to the
very dedicated and enthusiastic organizing committee.

Under the banner of the international CF event — Great Strides — CFQ and event partner, LJ
Hooker, conducted twelve successful walkathons across the state on 13 September 2009.
Many of our clients participated in this along with their family and friends. The local focus of
this event continues to drive its popularity and fundraising success.

Our annual merchandise campaign, Hearts & Roses Day, expanded in 2009 to include the
running of ‘Go Red fundraising events by the community, inspiring fundraising online.
Campaign awareness and participation benefited from the involvement of the event partners,
Flower and Hart Lawyers, Prime Radio, ANZ and The Coffee Club. Excellent media coverage
was received for a number of these events.

Launched in 2008, the Young Hearts Committees were formed to engage young professionals
to help raise the profile of CFQ, plus develop further vital funding. Committees are now
established in Brisbane, the Sunshine Coast and Cairns, hosting a range of exciting events. The
2009 events calendar included cocktail parties and movie nights.

Thanks to our continued partnership with the Lord Mayor's Community Trust and Brisbane City
Council, the CFQ Bookshops at Nundah and Salisbury have defied the economic downturn by
showing positive, healthy growth in 2009. The combined efforts of staff and volunteers across
both outlets help established greater than $150,000 in funds.

We also wish to thank the dedicated team of volunteers whose tireless efforts ensure that the
Bundaberg Thriftshop continues to capture significant funding for CFQ every year.

Finally, despite the tough economic climate, proudly our Development team grew in 2009 with
the appointment of Marketing and Fundraising Coordinators in Cairns and Sunshine Coast, plus
a new Business Development Manager in Brisbane. We are looking forward to expanding our
fundraising in all markets, engaging new supporters and growing the level of funds raised in
2010!

Kamyra Laurenson
Business Development Manager — Cystic Fibrosis Queensland ] 3




For the Love of Grants

Grants

Funding through Grants is an important element of our fundraising activity. It allows CFQ to
continue to provide the many services and support functions we offer to our clients — in fact, we
wouldn't be able to continue to operate without this form of support.

From 1/4/2009 — 31/12/2009 CFQ has received $ 538,396.76 from various Trusts and
Foundations to fund our programs.

During 2009, we received specific grants to assist with:

purchasing respiratory equipment

continuing our Home Respiratory Care Program

to employ a Support Officer for North Queensland
purchasing produce for our Boredom Buster Bags
providing takeaway lunches to clients while in hospital

to continue to run Sibling Activity Days

to produce an educational DVD for Adolescents and their families
to establish the CF Community Based Treatment program
to assist with the set up costs of our Sunshine Coast office
to finance the Physical Activity Subsidy

to upgrade our online support and education program

Funding has been received from Breakwater Island Casino Community Benefit Fund, Perpetual
Trustees (Various trusts and foundations), Lend Lease Foundation, St George Foundation, The
Reef Hotel Casino Community Benefit Fund, The lan Potter Foundation, The Honda
Foundation, NIB Foundation, Trust Company Ltd, Sunshine Coast Regional Council, auDA
Foundation Pty Ltd, Brisbane Broncos Charities Fund, Collier Charitable Fund, Department of
Education, Employment, and Workplace Relations, Sunshine Foundation, Optus Connecting
Communities and Jupiter's Casino Community Benefit Fund. In addition to this was the funding
received from the Federal Government's Jobs Fund.
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For the Love of Partners

Partnerships

PRIME RADIO

Prime Radio Group provide cash and promotional support through their station located at
Cairns, Townsville, Mackay, Rockhampton, Gladstone and the Sunshine Coast.

BDO KENDALLS
BDO Kendalls provide CFQ with financial advice.

MCCULLOUGH ROBERTSON LAWYERS
McCullough Robertson Lawyers help CFQ with any legal work required.

STAY 247.COM

Stay 247.com donate $1 from each booking made on their website to CFQ at no extra
cost to the customer.

IN-KIND SUPPORTERS
MOBIL CAIRNS

Mobil Cairns supply fuel for the CFQ Cairns support services car enabling them to visit
clients through North Queensland.
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For the Love of Volunteers

Volunteers

Without the assistance of volunteers, CFQ would not have been able to run the many events and
activities that were so vital to our fundraising efforts during 2009. These volunteers are called on
to help in a variety of different roles.

Our volunteers are many and varied in age, experience, availability and fitness and we take all of
this into consideration when suggesting tasks for them. They fill a variety of roles — including
assisting at our annual Ball and Lunches, working at the Tour de Kawana Bike Ride and manning
fundraising stalls.

At the 2009 Ball we had 26 volunteers join with our staff to work at the event. All the volunteers
attend a pre-event training session where they meet the CFQ staff and learn the duties they will
have on the night. These include selling raffle tickets, working at the Silent Auction and assisting
with the Live Auction. The initial training is re-enforced at the event with a briefing session held in
the Ballroom before guests arrive.

The Tour de Kawana Charity Cycle required approximately 35 volunteers to work with our staff.
Many volunteers assisted at the registration desk ensuring all participants were signed up and
ready to start. Others manned the water stations, sold merchandise or assisted in the sponsor’s
hospitality tent.

We also offered long or short term volunteering work placements assisting with administration
duties in the CFQ office during this year.

Corporate volunteer groups assisted by performing maintenance duties at our office as well as
Rose Cottage. In 2009, 12 staff from Delfin Lend Lease painted the Kate Street office. plus
installed cabinetry and undertaking extensive landscaping in our garden. This was followed up four
weeks later with 4 staff from the Brisbane City Council who painted the rooms Delfin couldn't
access when they were there.

ExxonMobil supported us by sending 10 volunteers to Rose Cottage where they painted,
gardened and generally tidied up this very important facility.

CFQ operates two Bookshops and, as in other years, we relied heavily on volunteers to help with
the running of these. The CFQ Thriftshop in Bundaberg is totally maintained by volunteers. The
income from these ventures is an important contribution to our fundraising efforts.

Our events take place from Cairns to Coolangatta and our volunteers come from right
across the state. They are truly one of our best assets and are invaluable to the work
we do right throughout Queensland. ] 6







































































































