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Peter James Summers OAM, CJSJ, FAICD, DjpCD,
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 |

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 it 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, | am pleased to report that every eligible
member request for support was met i 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,

C

and emergency financial relief. Our members rely on
us for stability, advocacy, and responsiveness, and
itds a credit to the
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
from government funding have made the
environment particularly challenging. Despite this,
CEO Allison Smith  and Member Support
Coordinator Car ol yn
unwavering dedication, ensuring that CFSA
remained member -first and impact -driven. On behalf
of the entire Board, | 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 € V
a few years ago.

Finally, to our members, donors, volunteers, and
community supporters i 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
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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-
engagementi 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 i career
planning, family -building, financial

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
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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 20232024, 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

To our members, families, supporters,
volunteers and donors il 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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Project N Assessing the outcomes of regional lung ventilation

following the commencement of highly effective modulator
treatment in children with cystic fibrosis
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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.
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