
·so% of people with cysticJibro.sis won't live pasttheirlc3te thirties. 

We have a vision of people living lives unaffected by CF, a mission to improve the quality of life for 
people with CF and their carers and a goal to support services, education and research to benefit 
people with CF, · · · · · 

Cystic Fibrosis (CF) is Australia's most common, life shortening 
recessive genetic condition. 

CF is a multi-organ disease that affects primarily the lungs and 
digestive system and means intensive daily treatment and 
multiple medications for the majority of people living with CF. 
The average life expectancy is only 37. 

A typical day for a person with CF can include up to 40 tablets, 
an hour of physiotherapy and breathing exercises and nose 
flushes. Many can develop CF related diabetes which means 
additional insulin injections and blood sugar testing. 

CF ACT provide a range of consumer led support services and 
educational resources that create independence and reduce the 
burden of living with cystic fibrosis. 

Funds raised for CFACT go towards providing essential items 
used in the care and treatment of CF. These include vitamins and 
other nutritional supplements, in-home care, medical equipment 
and sports subsidies. 

"" Cystic Fibrosis ACT has been really pivotal in our CF 
experience. My husband and I have both been involved with the 
Association and it has become a really valuable source of 
support and community. Says Kates Mum Ellen. 

Cystic Fibrosis ACT receives no government funding and relies 
on community fundraising and donations. 

Please support our work. 

CF Statistics 

• 1 in 25 carries the CF gene 
in Australia. 

• 

• 

• 

• 

There are over 3,294 people 
in Australia with CF. 

For the first time in 2014 it 
was record that over 50% 
are now adults. 

A person with CF spends on 
2hrs each day on treatment, 
when they are well. 

80% of new diagnosis have 
no family history. 

For more information see the 
2074 77TH ANNUAL REPORT 

AUSTRALIAN CYSTIC FIBROSIS 
DATA REGISTRY 

available on our website. 

Cystic Fibrosis ACT is a registered not-for-profit charity (ABN 85 099 080 082) with Deductible Gift Recipient (DGR) and tax-exempt status. Charity Fundraising Number 
70760. Donations over $2 are tax deductible. 



r 

Our focus .is to enable people with cystic fibrosis to life productive and long lives. 
We work directly with.the individuc1I and their hospital team to deliver 

essential items for medical treatment and supporting therapies 
such as nutritional supplements, equipment andsport and fitness programs. 

Our Core Objectives 

• To develop partnerships that support quality improvement of 
local health services that ensure local suffers access the same 
specialised health care available across Australia. 

What we are doing? 
Partnering with Cystic Fibrosis Australia and the National CF 
Directors to advocate for and support the Cystic Fibrosis Peer 
Review that we benchmark local services to the national Standards 
of Care for Cystic Fibrosis in Australia. 

• To develop collaborative partnerships to support the circle of 
care between health and community services. 

What we are doing? 
Working closely with Canberra Hospital and Health Services -
Cystic Fibrosis teams in both Adults and Paediatrics to connect 
prescribed treatment plans to the practical tools required to 
administer and encourage adherence to medical treatment. 

• To actively provide and support early intervention services, 
information and therapies that will improve the quality of life 
for suffers with a key focus on hospital avoidance and early 
discharge. 

What are we doing? 
Providing essential services from diagnosis throughout life that 
reduce damage in the early stage of cystic fibrosis. Research 
shows that access to the right treatment and therapies can ensure 
people with cystic fibrosis have less hospital admissions, reduced 
antibiotic use, can contribute better to their community and live 
longer lives. 

CF in the ACT 

• There are 100 people with 
cystic fibrosis in the ACT 
and surrounding region. 

• The largest population are 
young adults currently in 
medium severity lung 
disease. 

• The cost for treatment on 
the individual is between 
$3-30,000 per year. 

• The mean annual health 
care cost for treating CF 
is US $15,571.* 

• Costs for patients with mild, 
moderate, and severe 
disease are US $10,151, US 
$25,647, and US $33,691, 
respectively.* 

• Lifetime health care costs 
are approximately US 
$306,332.* 

*Van Goo!, K. et.al. 2073, 76(2), 345-
55, 2 Understanding the Costs of Care 
for Cystic Fibrosis: An Analysis by 
Age and Health State. 


