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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 2024 

CFSA Staff 

As at 31/12/2024 

  

Allison Smith Chief Executive Officer 

Carolyn O’Grady Member Support Coordinator 

 

CFSA Patrons 

As at 31/12/2024 

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 & CFSA raises funds, seeks grants, donations and sponsorship to support the financing of its member 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 2024 CFSA had 256 Financial Members 

CFSA Members received new 

equipment or parts, totalling of 

$27,870 

CFSA Members received a 

fitness subsidy with a total value 

of over $45,875 

Over $35,500 was provided in financial 
assistance to members. 

81 
CFSA Members received 

pharmaceutical subsidies 

totalling over $21,493 

in 2024 

75 103 
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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 

As President and Chair of Cystic Fibrosis South 

Australia, it is both an honour and a responsibility I 

take seriously to represent our members, lead our 

Board, and work alongside an outstanding team of 

professionals and volunteers committed to 

delivering meaningful support to our community. 

The past year has been one of both progress and 

pressure. With the continued rollout and access to 

life-changing modulator therapies such as Trikafta, 

we are witnessing a significant shift in the cystic 

fibrosis landscape. These medical advancements 

are extending life expectancy and improving daily life 

for many living with CF. However, they also bring 

new, complex challenges—career planning, family-

building, long-term health management, and 

navigating adulthood with a chronic condition once 

thought to limit life drastically. 

As a Board, we are focused on ensuring CFSA 

evolves to meet these changing needs. We are proud 

to support the launch of CF Pathways, a key initiative 

that began in 2025. This future-focused mentoring 

and guidance program pair members with mentors 

who have lived experience, offering tailored support 

through education, employment, fertility, emotional 

wellbeing, and more. It represents a strategic 

investment in the lived experience model of care and 

reflects our commitment to walking alongside our 

members at every life stage. 

In 2024, I am pleased to report that every eligible 

member request for support was met—a tremendous 

achievement during a period of financial hardship 

across the state and nation. This included over 

$140,000 in direct member assistance across medical 

equipment, pharmacy, fitness, cleaning, education, 

and emergency financial relief. Our members rely on 

us for stability, advocacy, and responsiveness, and 

it’s a credit to the CFSA team that we continue to 

deliver with compassion and efficiency. 

The Board recognises that this was not an easy year 

operationally. rising costs, increased service 

demand, and only 3% of CFSA’s income coming 

from government funding have made the 

environment particularly challenging. Despite this, 

CEO Allison Smith and Member Support 

Coordinator Carolyn O’Grady have led with 

unwavering dedication, ensuring that CFSA 

remained member-first and impact-driven. On behalf 

of the entire Board, I extend my deepest thanks to 

both of them for their professionalism, innovation, 

and tireless service. 

We are also grateful to Variety SA, whose generous 

partnership this year enabled critical support for 

children living with cystic fibrosis. Their ongoing 

commitment is helping us reduce the burden on 

families navigating a difficult path. 

We have increased our fundraising this year and we 

need to continue to work hard at this as well as 

seeking to improve Government funding to continue 

to meet the needs of our members that also continue 

to increase. We are also working hard to build on CF 

Australia, it needs to restructure to meet the 

demands of a changing environment to be a more 

ready and flexible organisation to meet the needs of 

a landscape that is very different to what it was even 
a few years ago. 

Finally, to our members, donors, volunteers, and 

community supporters—thank you. Your trust and 

generosity ensure that CFSA can continue to deliver 

on its mission and adapt to meet the future with 

confidence. 

Peter James Summers OAM  

Chair and President  

Cystic Fibrosis South Australia 

President’s Report 
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CEO’s Report 

 

 

 

 

 

 

Allison Smith 
Chief Executive Officer 
Cystic Fibrosis South Australia (CFSA) 
 

2024 has been a year of meaningful progress and 

change for Cystic Fibrosis SA. We welcomed 50 

new members, reflecting the growing need for 

tailored services and trusted community 

support. CFSA provided over $140,000 in direct 

assistance to individuals and families impacted 

by cystic fibrosis across medical equipment, 

pharmacy support, fitness, cleaning, education, 

and emergency relief. 

The focus for CFSA in 2024 was re-

engagement—with our members, clinical teams, 

and the broader community. We made this a 

priority by listening to our members, 

strengthening relationships with the CF Clinics, 

and meeting regularly with external stakeholders 

to better understand and respond to the 

changing needs of our community. 

The cystic fibrosis landscape is evolving, and so 

too must we. With the life expectancy of our 

members continuing to increase, we are seeing 

new and complex challenges emerge—career 

p l a n n i n g ,  f a m i l y - b u i l d i n g ,  f i n a n c i a l 

independence, and long-term wellbeing. In 

response, CFSA is investing in a refreshed 

operational model and strategy to remain 

relevant, responsive, and future-focused. 

A major milestone this year was the eligibility of 

Medicare-funded genetic carrier screening for 

cystic fibrosis (effective 1 November 2023). This 

marks a critical advancement in prevention and 

early awareness, and we applaud this step 

forward in national health policy. 

We are also developing CF Pathways, a 

structured mentoring and guidance program 

designed to support members navigating the 

extension of life brought about by modern 

therapies. This will launch in 2025 and be 

shaped by lived experience, peer support, and 

professional insights. 

In 2023-2024, we were proud to partner with 

Variety SA, whose generous funding of $40,000 

supported children living with cystic fibrosis 

and their families through vital health and 

wellbeing programs. This partnership has had a 

profound impact, helping us relieve the burden 

on families and ensure that young people with 

CF are not left behind. We extend our sincere 

thanks to Variety SA for their continued belief in 

our work. 

We also gratefully acknowledge the support of 

our major donor, whose financial contribution in 

2024 allowed us to extend our services at a time 

when demand has never been greater. Their 

generosity has directly improved the lives of 

many of our members. 

A heartfelt thank you must also go to Carolyn 

O’Grady, our Member Support Coordinator.  

To our members, families, supporters, 

volunteers and donors—thank you. We look 

forward to continuing this important work 

together in 2025. 

Allison Smith 

Chief Executive Officer 

Cystic Fibrosis South Australia 
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Research 

Project — Assessing the outcomes of regional lung ventilation 

following the commencement of highly effective modulator 

treatment in children with cystic fibrosis  

Principal Researchers: 

Dr Andrew Tai & the WCH CF 

Team $5,000 
GRANT FUNDING 

Research is a pillar of CFSA and along with the Australian Cystic Fibrosis Research Trust (ACFRT), we are 

committed to fund research to advance our understanding and treatment of cystic fibrosis and to provide 

better support for those with CF and their families. We are consistently looking for projects that we believe 

will make a difference to the lives of people living with CF.  

In 2024 we funded one project and we look forward to reporting back to our members on the progress that 

these projects will make over the next 12 months. 

This project was funded by the Jean Dunlop portion of the Vera Lane Trust. 

 

This study using novel lung imaging software to provide a new understanding of lung ventilation 

is ongoing. Ethics of the study was secured and to date we have recruited 7 subjects with cystic 

fibrosis who have had their baseline assessment prior to commencing trikafta and some who 

have completed their follow up scans. We are currently analysing the data and have submitted an 

abstract to present preliminary results at the North American cystic fibrosis conference in Seattle 

in Oct 2025. We are grateful for the support provided by CFSA research grant to undertake this 

study which we hope to shed new light on a novel way of measuring lung function in children 

with cystic fibrosis.  

A/Prof Andrew Tai 
MBBS, FRACP, PhD 
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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 

Andrew Hodge 

Resigned 2024 

Carl Aiken OAM JP KGSJ 

Board Member 

 
David Briggs 

Vice President 

Danielle Gibb 
Treasurer 

Simon Horwood 

Board Member 

Captain R.S Pearson CSC KJSJ RAN (RETD)  

Board Member 
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Grants 2024 
Thank you to our generous grant providers in 2024 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 

$5,000 for the purchase of Nebulisers 

$5,000 

Masonic Charities & The Grand Lodge of Freemasons 

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

provided $10,000 for medical support. 

$10,000 

The Liquor Industry Golf Club of SA Inc provided CFSA 

with $5,000 for fitness equipment. 

$5,000 
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On behalf of the Board of Cystic Fibrosis South Australia 

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

of CFSA and the Vera Lane Memorial Trust, for the year 

ended 31 December 2024. 

The overall result for the year for CFSA per the audited 

financial statements, is a deficit of $148,207 (2022: $238,856 

deficit). 

As reported in 2023, the changeover of CEO saw 2023 

being a year of change, where we anticipated seeing the 

full financial impact of these changes to be reflected in the 

2024 financial statements. As expected, the result of an 

overhaul of operations including a review of expenses and 

strategic fundraising goals in 2023, the profitability of 

CFSA has increased by around $90,000. 

Total income has increased in 2024 when compared to 

2023, mainly due to a focus on fundraising events, 

continued hard work by the CEO in seeking out and 

applying for grant funding, and increased donations from 

the community. The CEO has continued a strong focus on 

fundraising strategies and community engagement which 

has overall resulted in the highest income CFSA has 

reported since 2020.  

Overall expenses have again decreased in 2024 when 

compared to 2023. As an example of the illustration of 

some of the strategic changes made in 2023, employee 

benefits expenses have reduced as a result of 2024 being 

the first full year of the reduced FTE employees as 

implemented by the CEO, as well as 2023 wages including 

the final payout of our previous CEO. The 2024 expense is 

what we would expect the annual expense to be for the 

coming years. 

Member support expenses have increased as expected, 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. This illustrates 

CFSA’s ongoing commitment to its members and reflects 

the dedication of the CEO in ensuring the funds which 

have been raised are being outlaid where it matters most – 

directly to members.  

The statement of cash flows shows an overall cash inflow 

of $46,627 when compared to a net cash outflow of $50,227 

in 2023. This turnaround is due to the abovementioned 

increase in funds raised, and further decrease in 

employee and administration expenses. Further, included 

in this increase in net positive cash flow, is a reduction of 

cash drawn from Vera Lane Trust, which has been a goal 

of the board for the last 

few financial years. We 

hope 2025 sees an even 

further reduction in 

these drawings.  

During the 2024 financial year, the board made the 

decision to move the portfolio of individual listed 

investments held within CFSA, over to Halpins Wealth to 

review and manage going forward on an investment 

platform. This only occurred towards the end of the 2024 

year, and we therefore expect to report higher growth in 

the listed investments across capital growth and return in 

the 2025 financial year.  

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.  

As per prior years 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. 

I would also like to thank all staff and board members of 

CFSA for their dedication and support over the past four 

years as my time as treasurer. When I took on this role in 

May 2021, just after COVID, and after the government 

assistance such as JobKeeper had ended, I wasn’t 

prepared for how different the financial landscape of the 

not for profit sector would look for the foreseeable future. 

I had initially intended to take on the Treasurer role for 2 

terms (4 years), but after the first year, my goal shifted to 

aiming to continue presenting annual financial statements 

for CFSA until I could report on a break even profit, or 

better. Unfortunately, I haven’t been able to reach that 

goal as I have decided not to continue the role for a third 

term. However, I am happy to be stepping down at the end 

of CFSA’s most profitable year since 2020. Although I am 

stepping down from the Treasurer role, I intend to remain 

on the board, as I am passionate about CFSA and excited 

to be involved in the future of the organisation. I wish the 

incoming Treasurer all the best and hope to see that break 

even point I’ve been wishing for in the coming years!   

Danielle Gibb, Treasurer, Cystic Fibrosis SA 

Treasurer’s Report 
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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.  



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 


