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Executive Summary

Postural Orthostatic Tachycardia Syndrome (POTS) bas presented a growing challenge to the Australian
healthcare system, with a notable surge in diagnosis exacerbated by the impacts of the global SARS-CoV-2
pandemic, The substantial increase in POTS cases places strain on health services, demanding wrgent attention
and comprehensive strategies to address the unigque needs of affected individuals and the burden on
healthcare resources,

The Australian POTS Foundation [APF) stands as the sole representative body for Australians effected by POTS
and related autonomic nervous system disorders. Governed predominantly by individuals with lived
experiences of POTS, the APF focuses on advancing outcomes through research, clinical education, advocacy,
and suppodt.

To support our Foundation in responding to the increased community and health sector needs, we request the
Australian Government prioritise funding in the 2024,/2025 Federal Budget to assist us to:

1.Work with our community to identify, map and document health risks, soctic-ecomomic burdens, and
barriers to accessing existing healthcare and disability schemes,

2.Expand our patient registry bo a nationwide platform; ensuring a sustainable data resource that represents
all Australians with POTS and which informs health policies and facilitates the development of effective
strategies for POTS management.

5. Build capacity for key stakeholders by developing and disseminating customised educational resources
aimed at promoting health liberacy, self-advocacy, and workplace engagement. This action aims to
empower individuals with POTS; reducing barriers to diagnosis and improving symptom management.

Im addition to these immediate measures, the APF urges the Australlan Government to Invest in the future by:
4, Allocating funding from the Medical Research Future Fund to POTS research; incentivising and promoting

POTS research ensuring that Australia positions itself to reduce the health and socioeconomic impacts of
the rising incidence of POTS.

These measures are imperative to address the challenges posed by the increasing prevalence of POTS and will
contribute significantly to improving outcomes for effected individeals in Australia,
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About The
Australian POTS
Foundation [APF]

The Australlan POTS Foundation (APF) is a consumer-led, not-
for-profit, DGR-1, health promotion charity registered with
the Australian Charities and Mot-For-Prafit Commission.

The board of governance maintains a TO% representation of
individuals with lived experience of POTS, with a deliberate
focus on female representation, reflecting the community we
represent. The APF is the sole body to represent the needs of
Australians with Postural Orthostatic Tachycardia Syndrome
(POTS) and other autoromic nedvous system disarders.

Dur mission is to improve outcomes for those with POTS by
promoting  dedicated, consumer-led research, clinical
education, advocacy, and support for our community and key
stakehnolders, Qwr charitable purposes (detailed in point 6 of
aur constitution) work to promote and protect human rfights
by acting as an advocate for people disabled by POTS and
thesir families. Qur community members encompass Australian
imndividuals living with this condition as well as key
stakeholders including health professionals, farmilies and
carers of those with POTS,

The Australian POTS Foundation is the only registered
charity representing the unique needs of those with
POTS and autonomic disorders in Australia.

This unigue position highlights the APF's pivotal role in
advocating for and supporting the thousands of Australians
affected by this debilitating, chronic health condition,

“Sufferers struggle with delays to diagnosis, few effective treatments

and little support to learn how to manage their condition.

We have much work to do, and the POTS Foundation 15 a gant leap forward
o

for those living with this challenzing and complex condition.”
& SN
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Postural Orthostatic Tachycardia
Syndrome and Autonomic Disorders

POTS is an automomic nervous system disorder most
commanly triggered by viral infection. The candition
predominantly affects women of childbeanng age
and results in debilitating symptoms which impact
cognitive, cardiac, respiratory, gastrointestinal, and
bladder fumction, often resulting in profound
functional disability.

With the advent of the COVID pandemic the
prevalence of POTS has increased from  an
estimated 1.5% to 3.5% of the total population®,
This means that =800 000 Australians are currently
estimated to be affected by POTS. This surge in
prevalence  has intensified the burden on the
Australian  health system and the community
demands for assistance from the APF?,

SrprriRiesrl b LLicke

fatigue, racing
heart and
bladder
dysfunction.

people are living
with POTS in

Australia

90%

of sufferers are

child bearing age

Cympanma snglosde

brain foqg,
systemic pain,
shortness of

breath. ‘ '
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People with POTS face Australians with POTS on
significant impediments in average lose
accessing care and support
through federal health and

disability schemes in personal income a year

Their carers lose

$21,000

yearly

60%

of people who

get POTS from Y
COVID are unable d Out of pocket costs for
to return to work e =l treatments averages

>$500 a month

6.9 years 70 %

diagnostic delay attend an Emergency report symptoms

. fpie Department on average 5 were dismissed as
in Australia times prior to diagnosis | anxiety

- 35%

| report a reduction in a
lﬁ!ﬂ% one’s work hours for

%‘hiving

68%

face moderate
to extreme

limitations in
perfarming

daily activities

Only 6%

of those applying for the NDIS
are successful in
their applications
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The Australian POTS Foundation |
Achievements to Date

Established the first Australian patient registry for POTS in collaboration with the University of
Adelaide

Presented a submission (o the Australian Parliament Inguiry into Long COVID and Eepeated
IAlECLiGns. presenting comipellin a reseanch ',h:_'-wL.ll-lr"_- the préevalence af PO % in I_|,'.".|_4 LI

Established and facilitated the Long COVID Consumer and Commumnity Advisory Body which
informed the recent round of Long COVID MRFEF grants exemplifying our commitment 1o
consumer driven research.

Raised over $300,000 to support the foundation's crucial work in community support

Achieved growing recogmition nationally and internationally with multiple imditations te
prasent awr research at medical conferences.

Expanded its reach through various platforms, with over 20,000 users engaged via our
weEbsite and social media channels

Collected over 5,000 signatures on a petition, urging funding for critical POT5-refated
research mitiaties in Australia

Sew Page 14 fof the full Bt of atatigic nedeeences Page 7 of 14
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Summary of Recommendations

POTS presents wnigue challenges for patients, clinickans, and caregivers, and there is an urgent need for
targeted initiatives to enhance awaneness, diagnosis, understanding and treatment of the syndrome,

Gulded by the latest advancements in POTS research and driven by our commitment to improving the lives of
individuals affected by POTS, we are seeking a modest allocation of $900 000 in funding spread over the mext
three years, which we will aim to match through fundraising and engagement of philanthropic partners.

This comprehensive approach will empower us to make a lasting impact on the POTS commumnity and health
SECtor in Australia, as set out in the following 4 detailed recommendations.
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Mapping Inequity and
= Socio-Economic Burden

Objective | To systematically map and document health risks, socio-economic burden ineguities, and barriers to
healthcare and disability access for those affected by POTS and their carers.

& |n collaboraticn with existing research partness from the University of Adelaide, South Austratian Health
amd Medical Research Institute (SAHMRI), RMIT, Burnet Institute and Deakin University, we will research
the economic burden and financial toxicity of POTS. Our aim is to identify disparities but also contribute
essential data to economic research, facilitating a holistic understanding of the challenges faced by
individuals with POTS in pricnty populations.

= Through consumed engagement methodologees, we wall actively involve community members in exploring
and documenting their experiences with federal healthcare access, education, workplace environments,
and disability support schemes, ensunng 2 fTocus on priorty populations. This data wall enfich and infarm
government health and disability policies that affect persons with autonomic disorders,

Fimancial Allocation: $3000000 over three years to facilitate community and researcher engagement and data
collection which will inform development of policies, resources and health guidelinegs.

Research 2024-25 S 100,000
Research 2025-26 $100,000
Research 2026-27 5100000

“I have had POTS symptoms for 23 yvears but only
recently was diagnosed due to lack of education
and a medical code for the disease.

There are treatments available that have
helped me manage and improve the
symptoms which could have made a
difference to my life decades ago had
they been recognised.”
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Expanding the POTS
© Patient Registry

Objective | To develop a sustainable source of socioeconomic and health data that informs future health policy
and initiatives.

The Australian POTS Registry was established as a ‘proof of concept’ through investigator led work at the
University of Adelaide. Over three years the registry has enrolled >300 participants, predominantly from South
Australia. Data from the registry has been published in multiple high standing internaticnal peer reviewed
jourmals and has infarmed submistions to Australian parliamentany Beanngs:

* Building on three years of research work, expansion of the registry to a nationwide platform will allow for
an enriched view of epidemiological aspects of POTS in Awstralia. This objective will enhance
understanding of sociocultural, geographic, and health risk profiles of those with POTS,

L :_-E'-.'-e::.]glng existing parmnerships with CAHMEl and the Liniversity of adelaide, the e Istry will he
expanded to include multiple clinical enrolment sites across Australia ensuring a nationwide

rpresentation and fostenng parnerships with cincians and medical imstitutions acrass different states,

Financial Allocation: 3450,000 over three years to facilitate the expansion of the Australian POTS Registry,

Patient Registry 024-25 $150,000
Patient Registry 7025-26 £150,000
Patient Registry 2026-27 $150,000

“An illness doesn't need to be life
threatening, to be utterly life changing.
[ am deeply appreciative of the care provided by
my family, my team of caring health
p]’-llfl.'ti?i-i.unﬂ!i and the incredible people at the
Australian POTS Foundation for
providing the gateway to recovery and
living well with POTS.”
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Development of
Educational Resources

Objective | To enhance the capacity of those affected by POTS and key community stakeholders by:
Using co-design and consumer engagement methodologies, we will;

« Develop customised community educational resources which promote health literacy, self-advocacy and
workplace engagement, enhancing access and inclusion for our community.

# Develop a suite of key stakeholder educatiomal resources with an aim to reduce barriers to diagnosis,
improve symptom management and improve health outcomes

« Equip anmd train climcal educators to promote awareness and understanding of autonomic disorders
amongst health professionals.

The wse of online and digital platforms for delivery of these initiatives will ensuré national accessibility
overcoming geographical barriers to equitable care for priority populations with POTS

Resource Allocation: $150,000 over three years to create and disseminate educational resources targeting
clinicians, patients, carers, workplaces, and educational institutions.

Education Resources 202435 $100,000
Education Resources 202526 £25,000
Education Besources 2026-27 £215,000

*Educating myself via an
Australian POTS Foundation free online
webinar, was my pathway to a diagnosis

by a cardiologist - after languishing
for almost a year untreated,
because no ‘pathway’ presently exists in our

medical system for this really quite
common illness.”
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© Investment in Research

Objective | To reduce the health and sociceconomic impact of POTS in Australia through innovative and
clinically translatable research initiatives.

The APF urges the allocation of funds from the Medical Research Future Fund to specifically encourage and
incentivise Australtan POTS research, Funds should be directed towards development of;

« Competitive and prestigious researcher programs to retain, sustain and grow the pool of high-guality
researchers in Australia; individuals who hawve excelled or show potential to excel in POTS and autonamic

disarder research,

= Consumer led research that characterises the prevalence, risk profile, epidemiological, socio-economic and
long-term impacts of POTS im Australia with an emphasis on women and girls.

o Consumer co-design research that explores the effectiveness of interdisciplinary models of management
and POTS,

o Pre-clinical stwdies that explore the biomechanisms of POTS 1o enable the effective development of
treatments,

&« Mational climical trials and Australian arms of internaticnal clinical trials.

& |nvestment to establish, build and awdit naticnal care pathways.
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Building Capability for
Long-Term Sustainability

The Australian POTS Foundation is committed to
building mtermal capability and systems for Long-
term sustainakility, This includes the
implementation of a clear and camprehensive
strategic plan aligned with the evolving needs of
the POTS community, strengthening governance
structures through regular reviews, leadership
development., and  a  foocus  on financial
sustainability.

Diversification of funding sources are regularly

explored, including grants, donations,
partnerships, and other potential income streams,
Evaluation framewaorks for all programs ensure
effectiveness and data-driven  decision-making,
while the utilisation of technology for streamlined
imternal proCesses, commuanication, and data

management enhances our efficiency.

As we navigate the complex landscape of POTS advocacy, the APF remains resolute in its mission, poised to
make enduring advancements that positively impact the lives of those affected by POTS.

“There is an urgent need for dedicated efforts to improve the understanding of
the causes of POTS, as well as its diagnosis and treatment.

The Australian POTS Foundation has the potential to raise awareness of
POTS in Australia and to improve health outcomes of many who
suffer from this debilitating condition.”

Page 13 of 14




ALUSTRALIAM POTS FOUNDATION PRE-BUDGET SUBMISSION | IAMUARY 1074

Contact

Author:

Marie-Claire Seeley,
Chief Executive Officer | Australian POTS Foundation
Email: admini@potsfoundation.org.au

Website: potsfoundation.org.au
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