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About us 
What is Cystic Fibrosis? 
 
Cystic Fibrosis (CF) is the most common recessive genetic condition affecting young Australians. 

Primarily affecting the lungs and the digestive system, CF results in ongoing damage to lung tissue 

and can also cause malnutrition, bowel and liver disease, diabetes and osteoporosis.  

Who are Cystic Fibrosis South Australia? 

Cystic Fibrosis South Australia Inc (CFSA) is the single representative body for all people with CF in 

South Australia.  
 
We started our journey in 1970 when a group of passionate parents of children with CF joined 

together to create a support group. They recognised that working together to access the best care 

and medications would give their children the best chance at life.  

Organisation Details 

About this report 

This report is designed to give our stakeholders a comprehensive overview of the activities and 

finances of Cystic Fibrosis SA Inc. in 2025 

CFSA Staff 

As at 31/12/2025 

  

Allison Smith Chief Executive Officer 

Carolyn O’Grady Member Support Coordinator 

 

CFSA Patrons 

As at 31/12/2025 

The Honourable Frances Adamson AC and Mr Rod Bunten 

Mr Phil Hoffman AM KSJ 

Business/Charity Licences Australian Business Number 32 285 368 919 

Deductible Gift Recipient 900 137 117 

Charity Licence Number CCP3218  

Registered Office Level 3 / 85 North East Road  

Collinswood South Australia 5081 

Telephone: 0422 760 682 

Email: cfsa@cfsa.org.au 
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Strategy 2022-2025 

Governance CFSA business is grounded in sound governance principles including transparency, statutory compliance, 

accountability and evidence-based decision making 

Members 

Services 

Provide services and subsidies to assist PWCF with focus on; financial relief from costs associated with CF; 
the correct equipment and medicines are provided and; encouraging physical activity. 

Advocacy Regularly communicating CF community concerns to all levels of government, key stakeholders and 

disability groups, with members engaged and informed CFSA supports CFA’s national advocacy programs 

Research 

  

CFSA funds research programs and supports local research initiatives in conjunction with our Hospital 

Partners and will contribute to undertaking research through the Australian Cystic Fibrosis Research Trust. 

Fundraising & 

Awareness 

CFSA raises funds, seeks grants, donations and sponsorship to support the financing of its member services, 

operations and the development of new services. 

Outcomes 

Pillars & Goals 
Member Services 

Provide range of relevant services 

and support for the CF 

community.  

 

Governance 
Promote strong governance 

frameworks that provide 

confidence to members, 

donors, supporters and 

stakeholders.  

 Research 
Supply support for 

understanding CF, its 

characteristics and 

treatments.  Advocacy 
Strive to be the voice for 

people living with Cystic 

Fibrosis and their families.  Fundraising & Awareness 
Develop sustainable fundraising and 

awareness raising that supports CFSA’s 

services   

The CF community is, and will always remain, the focus of CFSA. We will continue to provide support,  advocacy, 

promotion, and fund research relevant to people affected by CF. 

Our 2022-2025 strategy will guide us in meeting the needs and expectations of the CF community. The plan will be 

reviewed regularly to ensure that we remain on track whilst remaining agile enough to respond to the changing needs 

of our members and the CF community. 
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Services Delivered  

We help people living with cystic fibrosis in 

South Australia to lead better and longer lives. 

Our services include medical support, health & wellbeing, employment, 

education and community support. They are designed, not only for those living 

with CF, but also to help parents, siblings, grandparents, friends, partners or 

spouses and families. In 2025 CFSA had 229 Financial Members 

CFSA Members received new 

equipment or parts, totalling of 

$29,806 

CFSA Members received a 

fitness subsidy with a total value 

of over $41,000 

Over $35,300 was provided in financial 
assistance to members. 

64 
CFSA Members received 

pharmaceutical subsidies 

totalling over $16,000 

in 2025 

124 102 
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President’s Report 
 

 

 

 

 

 

 

 

Peter James Summers OAM, CJSJ, FAICD, DipCD, 
MAOQ, Assoc. Dip Marketing  
Chair and President, Cystic Fibrosis South Australia 

A Little History 

When I joined Cystic Fibrosis SA in 2019, I came as 
something of an outsider — I had no prior experience with 
the organisation and, frankly, knew little about cystic 
fibrosis itself. I commenced as President in 2020, I was 
asked to step into the organisation’s leadership to help 
restructure CFSA and bring a stronger business 
management focus to its operations. I thank Gerry 
Kandelaars for his wise council and assistance; it made my 
understanding of the organisation much easier over the 
years.  

One of the earliest and most visible changes was the 
decision to relocate our operations. The Sturt Street 
premises had become unsuitable — the environment was 
simply not safe for our staff — and on 1 September 2021 
we moved to the ABC Building, providing a professional 
and secure home for the team. 

The years of my presidency have also coincided with a truly 
historic period for people living with cystic fibrosis in 
Australia. The listing of Trikafta on the Pharmaceutical 
Benefits Scheme on 1 April 2022 was a landmark moment, 
providing life-changing CFTR modulator therapy to 
Australians aged 12 and older with specific mutations. That 
access was progressively expanded — to children aged 6 to 
11 in May 2023, and to children as young as 2 in August 
2024. Most recently, Alyftrek was listed on the PBS on 1 
February 2026, extending access to approximately 3,200 
Australians with CF aged 6 and older. These developments 
have fundamentally changed what it means to live with 
cystic fibrosis and have reshaped much of what CFSA does 
and how we do it. 

Reevaluating 

Coming into the role without preconceptions was both a 

challenge and an advantage. What I found was an 
organisation that had served its community with great 
dedication, but one where some long-standing board 
members found it difficult to embrace change. Many had 
deep personal and community connections to cystic 
fibrosis — connections that were genuinely valuable, but 
which at times made it harder to take the organisation in 
the direction it needed to go. The way things had always 
been done carried significant weight, and the process of 
reform required patience, persistence, and no small 
amount of diplomacy. 

At the same time, the world for people living with CF was 
changing rapidly. The arrival of CFTR modulator therapies 
on the PBS meant that many in our community were, for 
the first time, facing the prospect of a longer and more 
productive life. This was cause for tremendous celebration 
— but it also meant that CFSA needed to evolve. The 
traditional model of support, built around managing a life-
limiting illness, was no longer sufficient on its own. 

CF Pathways was my response to this new reality. Designed 
as a mentoring and support program, it was created to 
help individuals navigate the new opportunities and 
challenges that came with improved health outcomes — 
guiding people through life stages that previous 
generations with CF could scarcely have imagined. We 
were proud to launch CF Pathways at Government House 
with the support of our Patron, Her Excellency Frances 
Adamson AC, and we remain deeply grateful for her 
commitment to CFSA during her term, she has been a 
shining light of support at all times but especially during 
our remembrace services held in the gardens of 
Government house. 

Our Board 

When I reflect on the board I am leaving behind, I do so 
with genuine pride. The transformation has been 
significant. The board I inherited was well-meaning but 
shaped by years of tradition and personal attachment. The 
board I leave is structured, capable, and equipped to lead 
CFSA confidently into its next chapter. 

Over the course of my presidency, I have held both the role 
of President and Chair, an arrangement that gave me the 
authority needed to drive the reforms the organisation 
required. Over time, through natural transition and 
deliberate renewal, the board has been entirely refreshed 
with new members who bring the skills, objectivity, and 
energy that a modern not-for-profit organisation demands. 

It is precisely because the board is now in such good shape 
that I feel the time is right to step away.  

President’s Final Annual Report 
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President’s Report 
My work here was always about building something that 
could stand without me — and it can. That, more than 
anything else, is the outcome I am most proud of. 

Third Party Influences 

Funding has been, and remains, one of the most persistent 
challenges facing CFSA. The COVID pandemic created 
extraordinary financial pressure, traditional community 
fundraising events became impossible almost overnight, 
and the cost of maintaining services fell heavily on an 
organisation that was already operating lean. Throughout 
that period, I am proud to say that CFSA never closed its 
doors. Our dedicated staff transitioned to working from 
home and continued to serve our community without 
interruption, a testament to their commitment and 
resilience. 

Adding to the financial burden was a legacy issue inherited 
at the outset of my tenure. It was discovered that a 
significant underpayment of staff wages had occurred 
under the previous administration, leaving CFSA with a 
legal and moral obligation to make good on those back 
payments. Rectifying this took considerable effort and 
placed additional strain on the organisation’s finances for 
well over a year, at the same time as we were navigating 
COVID, rebuilding our fundraising model, and restructuring 
the organisation. That we came through this period 
financially intact is something I regard as one of the quieter 
but more significant achievements of my presidency. 

The ongoing cost of living pressures have meant that 
community fundraising has not returned to what it once 
was, and this remains a challenge we continue to navigate. 
In response, I made a deliberate strategic decision to shift 
our fundraising model away from reliance on events and 
towards institutional fundraising — building more 
sustainable, longer-term income streams that are less 
vulnerable to external disruption. 

This approach has begun to bear fruit. In a significant 
milestone for an organisation with a fifty-year history, CFSA 
secured a state government grants for the very first time. 
While the amount has been modest, the principle is 
important and we will continue to pursue increased 
government support as circumstances allow. We are also 
deeply grateful to the trusts and philanthropic supporters 
who have stood by CFSA during the most difficult 
fundraising periods — their generosity has been quiet, 
consistent, and absolutely vital to our ability to keep 
serving the CF community. 

Working with our National Body 

My involvement with CFSA has never been limited to South 

Australia alone. I also serve on the National Board, a role I 
will continue beyond my presidency here, and one that I 
believe is increasingly important at this particular moment 
in the organisation's evolution. 
 
The relationship between the national body and the state 
organisations has not always been straightforward. There 
have been genuine tensions, differing views on roles, 
responsibilities, and direction — and these have at times 
created friction that has made it harder for the broader CF 
community to be served as well as it deserves. Both bodies 
bring legitimacy and purpose to what they do, and both 
see their roles as distinct. That is understandable. But it is 
also a dynamic that requires careful and respectful 
navigation if we are to move forward together. 
 
Change at the national level is now being contemplated, 
and I welcome that. It will not be easy — structural change 
rarely is, particularly when strongly held views are involved 
on all sides. But I believe it is necessary, and I intend to 
contribute constructively to that process. My hope is that 
the experience I have gained in driving change here at 
CFSA — learning when to push, when to listen, and how to 
bring people along — will serve me well in that broader 
context. 
 
A Thank You to our Staff 

No president achieves anything without the people who 
turn up every day and make the organisation work. I have 
been fortunate, particularly in the latter part of my tenure, 
to have had exactly the right people beside me. 

My time as President has seen three Chief Executive 
Officers. It is Allison Smith, our current CEO, whom I wish 
to acknowledge most particularly. Allison brings a quiet 
professionalism and a tireless work ethic that has been 
invaluable to CFSA. She has not only helped guide the 
organisation through a period of significant structural 
change but has been a genuine partner to me personally — 
helping me navigate the many challenges we have faced 
together. Her counsel has been steady, her commitment 
unwavering, and CFSA is a better organisation for her 
leadership. 

Under Allison's guidance, and in keeping with our 
commitment to financial sustainability, we have made the 
difficult but necessary decision to streamline our staffing. 
That we have been able to reduce our team while 
maintaining the full range of services we provide to the CF 
community is a genuine achievement — and a reflection of 
the calibre of the people who remain. 

President’s Report cont’d 
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President’s Report 
Among them, Carolyn deserves special recognition. She has 
risen to every challenge placed before her and has become 
an absolutely integral part of how this office functions. Her 
growth and dedication have been a pleasure to witness, 
and I have no doubt she will continue to be a cornerstone 
of CFSA's operations. 

 

My wishes for the Future 

As I prepare to step back from the presidency, my wishes 
for CFSA are simple but heartfelt. 

First and foremost, I hope for a smooth and successful 
handover — one that gives my successor the strongest 
possible foundation from which to lead. The groundwork 
has been laid. The board is sound, the staff are exceptional, 
the finances are more stable than they have been, and the 
organisation has a clearer sense of purpose than when I 
arrived. All of that is ready to be built upon. 

Beyond the transition, my greatest wish is for CFSA to 
thrive. To continue evolving as the needs of the CF 
community evolve. To secure the funding and government 
support that this organisation so richly deserves. To see CF 
Pathways grow and touch more lives. And to play its full 
part — alongside the national body and the broader CF 
community — in making the most of this extraordinary 
moment in the history of the disease, when for the first 
time in its history, people with cystic fibrosis can genuinely 
look forward to long and fulfilling lives. 

It has been an honour. I leave with pride in what we have 
achieved, confidence in those who will carry it forward, 
and deep gratitude to everyone who has been part of this 
journey. 

Peter Summers OAM CJSJ 

President’s Report cont’d 
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CEO’s Report 

 

 

 

 

 

 

Allison Smith 
Chief Executive Officer 
Cystic Fibrosis South Australia (CFSA) 
 
2025 has been a year of adjustment and focus for Cystic 
Fibrosis South Australia. While membership numbers were 
slightly down, this reflects the changing cystic fibrosis 
landscape, with improved health outcomes influencing 
how and when individuals engage with support services. 
This reinforces the importance of ensuring CFSA remains 
relevant and responsive across all stages of the CF journey. 

Demand for support has remained consistent, and CFSA 
has continued to deliver targeted assistance across 
medical, wellbeing and financial areas. Support has been 
focused on being practical, sustainable and aligned to 
current member needs, particularly in the context of 
ongoing cost-of-living pressures. 

A key milestone in 2025 has been the launch of CF 
Pathways. This program reflects a shift towards supporting 
the broader life impacts of cystic fibrosis, recognising that 
people are living longer and facing new challenges beyond 
clinical care. As the program establishes, the priority has 
been on building awareness and ensuring it is 
appropriately structured to support members when 
required. 

We acknowledge and thank our mentors who have 
volunteered to be part of CF Pathways. Their willingness to 
contribute their lived experience provides a strong 
foundation for the program as it develops. 

The treatment landscape continues to evolve, with 
advancements such as the PBS listing of Alyftrek 
contributing to improved health outcomes. As life 
expectancy continues to increase, so too does the need for 
support that addresses long-term planning, wellbeing and 
quality of life. 

Financial sustainability has remained a key priority 
throughout the year. CFSA has taken a disciplined 
approach to managing expenditure and reviewing service 
delivery, with a clear focus on working towards a break-
even position and reducing the operating deficit. This 
approach is essential to ensure the organisation remains 
sustainable and able to continue supporting members into 
the future. 

We acknowledge and thank the South Australian 
Government, Variety SA, the CMV Staff Foundation, 
Masonic Charities supported by the Grand Lodge of 
Freemasons SA & NT including Lodge St Alban No. 38, and 
the Liquor Industry Golf Club (LIGC) for their valued 
contributions throughout the year. 

I would also like to acknowledge Peter Summers for his 
ongoing guidance and support, and Carolyn O’Grady for 
her continued work with our members. 

CFSA remains focused on delivering practical support, 

maintaining financial sustainability, and adapting to the 

changing needs of the cystic fibrosis community. 
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President’s Report 
 

 

 

 

 

 

 

 

 

 

In 2025, Cystic Fibrosis SA proudly launched CF Pathways, a 
new mentoring and support program designed to respond 
to the changing needs of people living with cystic fibrosis. 
With advances in treatment, many people with CF are now 
living longer and planning for futures that once felt 
uncertain. While this is an incredible step forward, it also 
brings new challenges around education, employment, 
relationships, independence, health management, financial 
planning and long-term wellbeing. 

CF Pathways was developed to provide practical, person-
centred support to help members navigate these life stages 
with confidence. The program connects people living with 
CF, carers and family members with trained mentors who 
can offer guidance, encouragement and lived or 
professional experience. It is designed to complement 
clinical care by focusing on the broader life impacts of CF 
and helping participants set goals, build confidence and 
access appropriate supports when needed. 

The official launch of CF Pathways in 2025 marked an 
important milestone for CFSA and the South Australian CF 
community. Hosted at Government House by CFSA’s 
Patrons, Her Excellency the Honourable Frances Adamson 
AC, Governor of South Australia, and Mr Rod Bunten, the 
launch brought together members, clinicians, mentors, 
supporters and key stakeholders to recognise the 
importance of this new initiative. 

CF Pathways reflects CFSA’s commitment to evolving with 
the needs of our community. It is more than a mentoring 
program — it is an investment in the future of people living 
with CF and their families, helping them to plan, grow and 
feel supported as they move through every stage of life. 

CFSA would like to sincerely thank Corey, Kyle, Zoe, Glenys 
and Lester for generously volunteering their time, 
experience and knowledge as part of the CF Pathways 
mentoring program. 

Each mentor brings their own unique perspective, whether 
through lived experience, parenting, health, nursing, 
transplant, advocacy or supporting families through the 
challenges of cystic fibrosis. Their willingness to give back 
and support others in the CF community is greatly 
appreciated. 

We are also continuing to welcome new mentors to CF 
Pathways. If you have lived experience of CF, are a parent 
or carer, or have professional skills that could help support 
someone in our community, we would love to hear from 
you. Your experience could make a real difference to 
someone navigating their own CF journey. 

To find out more or express your interest in becoming a 
mentor, please contact Carolyn at CFSA. 

CF Pathways 
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Governance 

The Cystic Fibrosis SA Board provides leadership on vision, strategy, compliance, risk management and financial 

sustainability. We thank the following Board Members for volunteering their time, guidance and governance of CFSA 

throughout the year, ensuring our organisation remains strong, member-focused, and future-ready.  

Our Board 

Peter Summers OAM CJSJ  

President 

Carl Aiken OAM JP KGSJ 

Board Member 
Danielle Gibb 

Board Member 

Simon Horwood 

Board Member 

Captain R.S Pearson CSC KJSJ RAN (RETD)  

Vice President 

 
David Briggs 

Resigned 

 
 

Emma Wheeler 
Treasurer 

 
Graham Storer 

Board Member 
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Grants 2025 
Thank you to our generous grant providers in 2025 for your invaluable support of Cystic Fibrosis SA. 

We are deeply grateful to Variety SA, SA Health, Masonic Charities & The Grand Lodge of Freema-

sons SA & NT with the support of Lodge St Alban No.38, CMV Foundation with the support of Mer-

cedes-Benz Unley, and the LIGC Golf Day. Your contributions have made a real difference in the lives 

of South Australians living with cystic fibrosis, helping us deliver critical programs, equipment, and 

support services to those who need it most.  

The Government of South Australia/SA Health provided 

CFSA with $30,000 for medical support. 

$30,000 

The CMV Group and Staff Foundation along with the 

support of Mercedes Benz Unley, provided CFSA with 

$7,000 for the purchase of Flash Glucose Monitors 

$7,000 

Masonic Charities & The Grand Lodge of Freemasons 

SA & NT with the support of Lodge St Alban No.38 

provided $20,000 for CF Pathways 

$20,000 

The Liquor Industry Golf Club of SA Inc provided CFSA 

with $6,250 for nebulisers. 

$6,250 
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Emma Wheeler 

Treasurer 

Cystic Fibrosis South Australia (CFSA) 
 

On behalf of the Board of Cystic Fibrosis South Australia 

Incorporated (“CFSA”), I present the financial statements 

of CFSA for the year ended 31 December 2025. 

The overall result for the year for CFSA per the audited 

financial statements, is a deficit of $130,873 (2024: 

$148,207 deficit). 

Although our numbers are consistent with prior years, 

2025 has been a tough year due to the cost of living crisis. 

Total income has decreased in 2025 when compared to 

2024, with the cost of living crisis meaning we had less 

donations received, whilst fundraising events have 

remained steady. The positive is grant funding has 

increased this year, which is due to the CEO’s continued 

hard work in applying and seeking out grants. The CEO has 

continued a strong focus on fundraising strategies and 

community engagement. 

Overall expenses have again decreased in 2025 when 

compared to 2024. This is in line with the strategic 

decisions that were made in 2023. The slight increase in 

employee benefits expense is only due to the CPI increase 

to wages and increase to superannuation percentage, and 

still is lower than in 2023 and previous after the reduction 

of FTE employees. 

Member support expenses are slightly lower than prior 

year, but still high as the cost of living continues to put 

financial pressure on society. CFSA is proud to have been 

able to again support our members financially, while 

reducing excess costs elsewhere in the organisation. We 

are anticipating that this will decrease in the future years 

with the change to subsidy policy that has been 

implemented. Although this may decrease, CFSA still has 

an ongoing commitment to members and the CEO is still 

ensuring funds raised are going directly to members. 

The statement of cash flows shows an overall cash outflow 

of $6,043 when compared to a net cash inflow of $46,627 

in 2024. This turnaround is due to the abovementioned 

decrease in funds raised. Although in a net negative cash 

flow, there is still a reduction of cash drawn from Vera 

Lane Trust which has been a goal of the board for the last 

few years. We will continue in 2026 to aim for a further 

reduction in these drawings. 

The listed investments have had a steady growth in the 

2025 financial year, being the first full year these 

investments are managed by Halpins Wealth on an 

investment platform. We look forward to the continued 

capital growth and return on these investments over the 

years. 

The Vera Lane Trust continues to see growth in both its 

capital portfolio and income returns from the capital, 

noting that as funds are drawn and transferred to CFSA, 

the capital naturally reduces. 

I would like to take this opportunity to recognise the strong 

community donations and fundraising activities which 

remain ongoing. The raising of these funds, and the 

donations continuing to be made by our community are 

instrumental in allowing CFSA to continue to provide 

advocacy and services to CFSA members. To every 

community member who has donated money, attended a 

fundraising event, or donated their time, I would like to 

personally thank you all. 

As my first year as Treasurer, I would also like to thank the 

staff and board members of CFSA for their support over 

this last year. I have been very grateful for your ongoing 

dedication to CFSA and assisting me in my role. I am 

excited to further assist CFSA and am looking forward to 

being able to assist more and continue the previous 

Treasurer’s goal of aiming for a break even profit. 

Treasurer’s Report 
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Financial Report Financial Report 
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Thank you 

We thank the following organisations for their ongoing services 

and support 

There are so many people who support Cystic Fibrosis SA – donors, volunteers, supporters, 

community fundraisers, participants, advocates, health providers… and the list goes on. Thank 

you all so much. Thank you for your time, gifts, encouragement and especially, thank you for 

caring about people with cystic fibrosis.  



 29 CYSTIC FIBROSIS SA INC 

 



Telephone 

0422 760 682 

Email 

cfsa@cfsa.org.au 

Website 

www.cfsa.org.au 

Address 

Level 3 / 85 North East Road  

Collinswood South Australia 5081 


