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OUR PRIORITY ADVOCACY AREAS

The Australian Cystic Fibrosis Federation represents almost 3,900 Australians living with
cystic fibrosis, together with their families and carers. We work collaboratively across
Australia to improve health, wellbeing and life opportunities through advocacy, support,
research, and evidence-informed policy to achieve improved health and wellbeing
outcomes. 

We elevate the consumer voice to ensure lived experience guides policy, systems, research
and care. Our approach is consumer driven, evidence based and collaborative.

Our advocacy is prioritised to four key areas. 
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The Australian Cystic Fibrosis Federation is the collective national voice for the cystic fibrosis
community, bringing together Cystic Fibrosis Australia and the state and territory
organisations. By working together, we strengthen advocacy, share expertise, and
coordinate national priorities to improve health, wellbeing and life outcomes for all
Australians living with cystic fibrosis.



Consistent high-quality care
What is needed 
Individuals with CF deserve equitable access to consistent, high‑quality, specialised CF care,
regardless of where they live, their age, or their stage of disease. As more Australians live well into
adulthood with cystic fibrosis, healthcare systems must evolve to manage an ageing population with
increasingly complex health needs.

Public health services should be funded to deliver to equitable standards of care; and support should
be provided to regional Australians with CF to offset additional hardship related to travel to access
healthcare. 

Australians with CF should also have access to proven new therapies as quickly as any peer
internationally. Bridging funding should be used where needed to provide faster access to
potentially life-changing therapies.

Why this is important
Evidence consistently shows that specialist CF care improves health outcomes, reduces
complications, and supports longer and healthier lives.

To support this, Australian CF specialists maintain national Standards of Care for Cystic Fibrosis (‘the
Standards”) informed by clinical knowledge and decades of research. 

In practice, and despite best endeavours of health professionals, the Standards are not consistently
applied. Care provided can differ significantly depending on location, state or geography-based
infrastructure and technology, models of care and healthcare resources.

Despite advances in recent years, Australians also still experience delays in gaining subsidised
access to new treatments relative to some other countries. Processes for pharmaceutical assessment
and listing can be complex and time-consuming. Bridging funding would allow eligible patients to
access medicines immediately following therapeutic and safety (TGA) approval, providing faster
access to potentially life-changing therapies.

Current campaigns or submissions

The Standards support the minimum expected care, centred around properly resourced outpatient
hubs to function safely and effectively. Growth in patient numbers is placing pressure on hubs,
particularly in delivering regular, vital outpatient review and urgent assessments, whilst maintaining
infection prevention and control regimes.

In Australia, we are currently advocating for:
Replacement or redevelopment; and appropriate staffing, of specialist adult CF clinics where
required to ensure safe and timely care.
Faster and more predictable pathways from regulatory approval to subsidised access, including
bridging funding mechanisms following Therapeutic Goods Administration (TGA) approval.

Relevant information 

Standards of Care – Cystic Fibrosis Australia

Campaigns – Cystic Fibrosis Australia

https://www.cysticfibrosis.org.au/standards-of-care/
https://www.cysticfibrosis.org.au/campaigns/


Fair and equitable access to support 
What is needed 
All Australians with CF should have equitable access to health and disability supports as others in
similar circumstances.

CF should be recognised as a lifelong, complex multisystem condition, with its specific needs
embedded in government policy and scheme design, review, and evaluation.

Eligibility and pathways should be fair and non-discriminatory, without extra hurdles.

Once eligible, access should continue regardless of age or disease stage, without repeated proof of
health status.

Why this is important

International studies show the majority of people with CF experience hardship related to 
out-of-pocket costs for essential medicines, medical devices and healthcare. Many individuals and
families experience significant lifelong emotional, practical and financial burden living with CF.

Programs and support schemes can unintentionally add to this burden by:
catering to single‑system conditions, not complex multisystem diseases;
using narrow definitions of disability or permanence; and/or
not recognising CF specific risk factors, essential devices for people with CF nor contemporary
CF health-care practices.

Difficulty and delays in accessing scheme support can lead to individuals and families having to
compromise on therapies and self-care.

Current campaigns or submissions

The Australian CF Data Registry provides comprehensive data on multiple, ongoing areas of disease
being managed by people with CF and their carers, giving a window into the complex burden of
living with CF.

In Australia, we are currently advocating for:
changes to the National Diabetes Subsidy Scheme to ensure appropriate access for people with
CF related diabetes (CFRD).

Relevant information

CF Data Registry – Cystic Fibrosis Australia

Campaigns – Cystic Fibrosis Australia

https://www.cysticfibrosis.org.au/cf-data-registry/


Advancing research and therapies
What is needed

Advancing research in cystic fibrosis (CF) is critical because it directly drives longer, healthier lives
and addresses the significant unmet needs that still exist. 

We believe Governments should implement measures to support sustained, coordinated investment
in cystic fibrosis (CF) research in support of better patient outcomes. This includes the full pipeline
from formative research to clinical trials, translation and real-world implementation.

This should be coupled with ongoing investment in national data assets, including the CF Data
Registry, to support evidence-based decision-making, post-market surveillance and improved health
outcomes. 

Why this is important

Cystic fibrosis is a complex, life-limiting condition requiring continuous innovation to improve survival
and quality of life. While recent scientific breakthroughs, particularly in modulator therapies, have
transformed outcomes for many people with CF, there is still no cure for CF. 

Investment in research, and underlying national data infrastructure, should be commensurate with
the complex nature, and lifelong individual and health-system impact of CF. National data
infrastructure informs research priorities and helps ensure that Australia remains at the forefront of
CF care and research.

Currently Australia’s geographic location, limited trial availability and resource constraints can
restrict the ability to participate in innovative research and inform findings. Sustained and
coordinated investment in research will help address this challenge and maintain Australia’s strong
track record. 

Research also underpins earlier diagnosis, improved models of care, and more effective treatments.
Without ongoing investment, stalled progress increases the risk of preventable disease progression,
declining quality of life, and increased hospitalisations. 

Current campaigns or submissions

In Australia, we are currently advocating for:
Increased Federal Government investment in CF research, including targeted funding for
therapies that address unmet need, such as treatments for rare mutations and non-modulator
responsive populations, including the full commitment to be expended by the Medical Research
Future Fund (MRFF) 
Strengthening and ongoing funding of the Australian CF Data Registry to support research,
clinical care improvements and health system planning.

Relevant information 

Cystic Fibrosis Data Registry 

Research Trust – Australian Cystic Fibrosis Research Trust 

https://www.cysticfibrosis.org.au/cf-data-registry/
https://www.cysticfibrosis.org.au/cf-data-registry/
https://www.cysticfibrosis.org.au/research/
https://www.cysticfibrosis.org.au/research/


Empowering, inclusive environments
What is needed

A greater awareness and understanding of CF across workplaces, schools and the broader
community, including the unique and often invisible impacts of the condition, is needed, including: 

policies, systems and community environments that enable people with cystic fibrosis (CF) to
participate in education, employment and social life without discrimination or unnecessary
barriers; 
flexible, person-centred supports that enable individuals with CF to balance healthcare needs
with study, work and family life;
stronger protections and practical supports to reduce infection risks, including appropriate
adjustments in shared environments; 
inclusion of the CF community voice in the review and design of policies that affect their lives
(such as genetic testing, chronic disease frameworks, digital health initiatives)

Why this is important

Living with CF involves intensive daily treatment, frequent medical appointments and ongoing
infection risk management, all of which can impact participation in everyday life. Environmental
health also impacts people with CF and respiratory conditions. These challenges are often not
visible, leading to misunderstanding, stigma and insufficient support in education, employment and
community settings.

Without appropriate adjustments, people with CF may face barriers to completing education,
maintaining employment or engaging socially, which can affect financial security, mental health and
overall wellbeing. Carers and families also experience significant demands, often balancing
complex care responsibilities with work and other commitments.

Inclusive and flexible environments enable people with CF to contribute fully to society while
managing their health effectively. Increased awareness and understanding help reduce stigma,
support earlier intervention and foster communities that are safe, supportive and responsive to
individual needs. 

Ensuring that people with CF and their families are actively involved in decision-making leads to
more effective, practical and sustainable solutions that reflect lived experience.

Current campaigns or submissions

In Australia, we are currently advocating for:
Strong action to reduce harmful vaping and enhance clean air, supporting both the CF and
general community in improved health outcomes.

Relevant information 

Advocacy

https://www.cysticfibrosis.org.au/advocacy/
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