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Executive 
summary
Chronic UTI Australia 

Incorporated is the only 

national patient organisation 

advocating for people with 

urinary tract infections (UTIs). 

From a modest start as a patient 

information website in 2017, 

the organisation was formally 

established in 2019 to represent 

the growing number of people 

in Australia who are suffering 

because they are failed by 

current UTI diagnostic and 

antibiotic treatment guidelines.

UTI is a common bacterial infection 

that at least half of all women will 

experience at some point in their life. 

For around a third of these women, 

UTIs continue to be a problem and 

some develop into a debilitating 

chronic health condition that can 

negatively impact all aspects of life. 

The cost of UTIs to the Australian 

health economy is $909 million each 

year. This is estimated to reach  

$1.6 billion within the next decade. 

As we witness common bacterial 

infections become increasingly deadly, 

it is imperative that we put UTIs on 

Australia’s public health agenda.

Chronic UTI Australia understands 

the urgency of addressing these 

issues and is working from a patient 

perspective to raise awareness and 

provide vital information to people 

suffering ongoing UTI problems  

(and their families and carers); 

to share relevant, up-to-date 

information with the medical 

community; and to connect with 

Australian and international UTI 

research groups.

Being a non-industry and non-

government funded organisation, 

Chronic UTI Australia faces many 

challenges and relies totally on 

the generosity of volunteers who 

are passionate about changing the 

current trajectory of UTI. One of 

our greatest challenges to date is 

reluctance from medical authorities 

to accept the role outdated 

diagnostic and treatment guidelines 

play in this growing health problem. 

Although these challenges  

may seem insurmountable for 

a newly established volunteer-

run organisation, we look to 

successful advocacy organisations, 

such as Endometriosis Australia. 

This organisation has completely 

transformed the outlook for  

people who suffer from another  

debilitating and traditionally 

neglected health condition.

Chronic UTI Australia’s concerns, 

plans and early achievements are 

outlined in this report. Our future 

success depends heavily on funding 

and ongoing volunteer help from  

our immediate community and  

those who realise the importance  

of achieving our goals.
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Chronic UTI Australia is a patient group 

advocating for better testing, diagnosis and 

treatment of all forms of urinary tract infection 

and awareness that people are developing 

chronic, embedded bladder infections due  

to current testing and treatment failures. 

Our  
story

Chronic UTI Australia (Incorporated) is a volunteer-

run national patient advocacy organisation focused on 

chronic urinary tract infection (UTI)—a poorly recognised 

and mistreated health condition.

The organisation grew from the experiences of a small 

group of Australian women who met online. Through 

sharing our stories of chronic UTI, and our difficulties 

getting appropriate diagnosis and treatment, we realised 

the number of people suffering with undiagnosed chronic 

UTI was much greater than commonly recognised. 

After several years working informally, we incorporated 

Chronic UTI Australia in 2018. In 2019, we registered the 

organisation with the Australian Charities and Not-for-

Profits Commission and were endorsed by the Australian 

Taxation Office for charity tax concessions and as a 

deductible gift recipient. 

We are the only national patient advocacy group 

representing people suffering from chronic UTI.

Chronic UTI 
Australia is the only 

national patient advocacy 
group representing people 
suffering from chronic UTI.

Our mission, 
goals and key 
messages
Our mission is to put urinary 

tract infection (UTI) on 

Australia’s public health agenda 

by advocating for awareness, 

recognition, education, 

research, and improved testing 

and treatment for all forms of 

UTI. Ultimately, we want to 

stop the underdiagnosis of UTI 

so that chronic UTI does not 

develop and cause needless 

suffering and destroy lives.

Our goals are to:

• Raise awareness and 

acknowledgement of chronic  

UTI throughout Australia. 

• Ensure existing UTI testing 

is recognised for its gross 

insensitivities and is replaced 

with improved and appropriate 

diagnostic tests. 

• Advocate for, and collaborate 

with professional groups on, the 

development of new diagnostic 

testing and treatment guidelines 

specifically for chronic UTI. 

• Advocate for, and collaborate 

with professional groups on, the 

development of new guidelines 

for UTI treatment that adequately 

address the 25-35 percent 

of patients who fail standard 

antibiotic therapy.

• Distribute relevant and up-to-

date information, research and 

resources about UTI, with the aim  

of supporting people (and their 

carers) living in Australia who have 

been diagnosed with, or suspect  

they have, chronic UTI.

• Help support and promote 

scientific UTI research globally, 

with the aim of finding more  

accurate diagnostic tools and fast, 

effective and safe treatments for  

all forms of UTI.

Our key messages—what we 
want people to know—are:

• ‘Gold standard’ diagnostic tests for 

UTI miss at least 50 percent  

of genuine infections. 

• Between 25-35 percent of patients 

prescribed standard antibiotic 

therapy for an acute UTI will fail 

treatment.

• Due to failure to detect infections, 

and the growing ineffectiveness 

of standard antibiotic treatment 

regimes, people may develop a 

chronic, embedded infection. 

• Leading chronic UTI clinics in the 

United Kingdom use microscopy 

to identify urinary signals—that is, 

white blood cells (pus) and epithelial 

cells—in immediately fresh, unspun 

and unstained urine to assist in 

diagnosing a recalcitrant UTI.

• People with untreated chronic UTI 

endure considerable pain, distress 

and disabling symptoms, often for 

many years. 

• Research shows that once 

accurately diagnosed and 

appropriately treated with a 

protracted course of full-dose 

antimicrobial therapy, chronic UTI 

patients can recover. However, 

there is a desperate need for 

alternative safe, effective and 

affordable treatments.

Gold standard  
urine tests miss

at least  
50% 
of genuine UTIs

Key Statistics

Chronic UTI Australia Inc.  |  chronicutiaustralia.org.au Chronic UTI Australia Inc.  |  chronicutiaustralia.org.au

Inaugural Annual Report 2019/20 4 5Inaugural Annual Report 2019/20 

https://www.chronicutiaustralia.org.au
https://www.chronicutiaustralia.org.au


Chronic UTI is a painful and debilitating condition that is poorly 

recognised. It is typically untreated or inappropriately treated. 

Undiagnosed or poorly treated UTIs not only cause ongoing  

pain and suffering, they can lead to serious kidney infections, 

prostatitis and even sepsis. 

Due to proven deficiencies of UTI tests, people with chronic  

UTI are often misdiagnosed with incurable urinary syndromes  

such as ‘interstitial cystitis’, or other pelvic pain syndromes,  

and subjected to unhelpful and potentially damaging treatments 

and interventions.

These patients who fall through the cracks often experience 

ongoing pain and devastating impacts on their mental and  

physical wellbeing and quality-of-life.

About  
Chronic UTI

Chronic UTI is a painful and 

debilitating condition that, up until 

now, has flown under the radar in 

Australia. Many people suffering from 

this form of bacterial infection have 

no idea it exists and, surprisingly, 

neither do their doctors. 

People with chronic UTI suffer 

physical symptoms like intense and 

constant bladder and pelvic pain, 

extreme, ‘around the clock’ urine 

frequency and other symptoms such 

as urgency and incontinence. 

Once bacteria become embedded 

in the bladder wall, these symptoms 

can, and do, go on for years. This 

is due to the failure of standard 

UTI tests to detect many genuine 

infections and the existence of 

bacteria that have evolved to fester 

painfully inside the bladder. 

As the condition progresses, the 

patient’s mental health often suffers. 

People’s lives are destroyed: they lose 

their ability to work; they can’t parent 

their children as they would like to 

or enjoy normal social activities and 

events with friends and family; or 

even have normal sexual intimacy 

with a partner. They stop contributing 

to society as they once did and, 

reluctantly, they find themselves a 

burden to a healthcare system that 

does not help them. 

Patients are commonly prescribed 

painkillers, including opiates, and 

other medications such as bladder 

relaxants. They often submit to 

painful, invasive procedures, such as 

bladder instillations and nerve blocks. 

These are non-curative treatments 

aimed to help manage symptoms. 

Studies show they achieve ‘limited 

symptom relief’ while carrying a 

considerable risk of potentially 

serious side effects.1 2 3 

The distress of people with chronic 

UTI is too often compounded by 

being treated dismissively by general 

practitioners, urologists and other 

specialists who are not up-to-date 

with the current science and do  

not recognise chronic UTI as  

a real condition.

Key Statistics

of acute UTIs fail to 
respond fully to standard 
antibiotic treatment

Up to 
35%

Problems in the diagnosis and  
treatment of urinary tract infections

Despite robust research 

evidence, most health 

practitioners are unaware that:

• Urinary dipsticks, used by GPs 

as a first-line UTI diagnostic 

tool, are grossly insensitive 

and miss up to 70 percent of 

urinary infections.4 Midstream 

urinary cultures (MSU), 

considered the ‘gold standard’ 

to identify bacteria, are shown 

through research to miss 

from 50-80 percent of urinary 

infections.5 Recent research 

in the United Kingdom has 

found MSU cultures cannot 

distinguish chronic UTI patients 

from normal, asymptomatic 

controls.6 

• There are more than 50 peer-

reviewed papers since the 

1980s highlighting problems 

with UTI treatment, guidelines 

and dipstick and MSU tests, but 

medical authorities ignore the 

evidence.7 8 9 10 11 12 13 14 15  

• People who present with 

symptoms of a UTI will most 

likely be prescribed a short 

course of first-line antibiotics, 

such as trimethoprim 300 mg 

orally at night for three days or 

nitrofurantoin 100 mg, six-hourly 

for five days. However, research 

has found that between 20–30 

percent of patients will fail such 

treatment16 and may go on to 

develop complications of an 

embedded infection. 

• For those who have standard 

culture tests that grow resistant 

pathogens, guidelines provide 

alternative antibiotics that can be 

prescribed. However, there are 

currently no treatment guidelines 

for the sub-group of patients 

who fail, or do not fully respond 

to, standard UTI therapy and fall 

outside these parameters (e.g. 

those whose MSU culture reports 

are interpreted as ‘negative’).

• For someone in Australia with 

recurrent UTI (i.e. repeat UTIs 

that test positive using standard 

cultures), existing treatment 

guidelines include a trial of 

long-term prophylaxis (low-dose 

antibiotics to prevent further 

infections), self-start therapy or 

post-intercourse prophylaxis.17

• Research shows a 3-day course 

of antibiotics is similar in effect to 

a prolonged course (5–10 days) 

in achieving symptomatic cure 

but is not as effective in achieving 

complete bacterial eradication.18

• Mounting scientific evidence 

suggests patients with lower urinary 

tract symptoms (LUTS) may harbour 

a UTI despite negative tests.19 

• In our 2019 survey of 340 people 

with frequent or chronic UTI 

symptoms, Chronic UTI Australia 

found that 92 percent had 

returned negative tests despite 

having symptoms. And 85 percent 

said their symptoms improved 

with antibiotics despite having 

negative tests.20

Key Statistics

used by GPs in the clinic as 
a first-line UTI diagnostic 
tool, are grossly insensitive 
and miss up to 70% of 
urinary infections. 

70% 

Urinary 
dipsticks

Who gets chronic 
UTI, and why?
Most chronic UTI patients are 

women, but the condition also 

affects men and children. 

It is uncertain why some people 

develop a chronic UTI, but 

researchers tell us that having an 

acute UTI is the biggest risk factor. 

Most people in Australia living and 

suffering with chronic UTI have never 

been properly diagnosed and have 

not received an effective, curative 

treatment. 

As simplistic as it sounds, it boils 

down to problems with adopting a 

laboratory test that was never designed 

to diagnose the disease in the first 

place, and lack of awareness in the 

community that chronic UTI exists.

Once bacteria become embedded 
in the bladder wall, these 
symptoms can, and do,  

go on for years. 
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Why is UTI an 
important public 
health issue?

Chronic UTI Australia believes 

UTI is an increasing public 

health problem due to a 

‘perfect storm’ of factors: 

doctors are increasingly under 

pressure to limit their antibiotic 

prescribing; antibiotics are 

becoming less effective in 

clearing acute infections; and 

doctors often dismiss patients’ 

symptoms because negative 

results from discredited tests 

falsely reassure them that there 

is no infection. 

Urinary tract infection  
is very common

UTI is one of the most common 

human bacterial infections with over 

150 million people worldwide affected 

each year.21 This is expected to 

increase with our ageing population.

About 250,000 Australians are 

diagnosed with a UTI each year,22  

with UTIs accounting for 1.2 percent 

of all problems managed by Australian 

general practitioners.23 If you consider 

the failures of UTI testing, the real 

number is undoubtedly much higher.

Among healthy young women with 

their first UTI, 24 percent will have a 

recurrence within six months. If they 

have a history of one or more UTIs, 

the risk of recurrence rises to 70 

percent in that same year.24

Urinary tract infection results 
in lost productivity and a 
significant burden on the 
health care system

Failure to detect and properly treat 

many UTIs not only affects the health 

of millions worldwide, but results 

in lost productivity and a significant 

financial burden on health care 

systems.

In 2013–2014, kidney infections 

and UTIs accounted for 12 

percent of potentially preventable 

hospitalisations in Australia25.

Urinary urgency incontinence (UUI) 

affects 15–22 percent of people in 

the United States,26 with a staggering 

estimated cost of US$76 billion 

annually. If even a fraction of these 

patients has a treatable bacterial 

aetiology, better diagnosis and 

treatment could lead to enormous 

reductions in human suffering, lost 

productivity and healthcare costs.

Paradoxically, concern about 
antimicrobial resistance 
is driving a need for more 
antibiotics

Antimicrobial resistance (AMR) is not 

a recent phenomenon.  Resistance 

is an evolutionary inevitability and 

bacteria have been changing and 

adapting for thousands of years. 

It is worthy to note that a serious 

influence on AMR is not just antibiotic 

overuse, but also the underuse and 

misuse of antibiotic treatments27.   

Concern about AMR is causing 

doctors to prescribe courses of 

antibiotics that some researchers 

and clinicians suggest are too 

short to clear many UTIs28. This 

undertreatment can result in a need 

for more antibiotics in the longer 

term because sub-inhibitory courses 

can lead to AMR and chronic, 

difficult-to-treat infections.

The appropriate use of antibiotics to 

treat acute and chronic UTIs should 

not be a significant contributor to 

AMR, either in individuals or society.  

The prime source of AMR is the 

agricultural industry where countries 

such as China, the United States, 

India and Brazil are responsible 

for the largest consumption of 

antimicrobials by ‘food animals’29. 

Also of great concern is recent 

research from the United Kingdom 

presented in a 2020 conference 

paper.  The data suggests treating 

chronic UTI based on every day 

MSU culture sensitivity results may 

increase AMR risk27.

New treatments for chronic 
UTI are on the horizon

Chronic UTI Australia wants to see 

alternatives to oral antibiotics for the 

treatment of acute and chronic UTI.  

There is current research into phage 

therapy, urinary bacteriotherapy and 

early research into immunotherapy 

to treat chronic UTI, but the most 

promising treatment for chronic UTI 

to date is nanoparticle technology.  

This treatment, which is ready for 

clinical trials, administers antibiotics 

straight into the bladder. Once in 

place, the nanoparticles are activated 

and antibiotics are released at 

the source of the infection where 

they can eradicate the intracellular 

bacterial reservoirs30. 

While we await these exciting 

new treatments, the reality is oral 

antibiotics are often the only effective 

treatment for patients with acute, 

recurrent and chronic UTI.  It is 

unethical for this patient group 

(of mostly women) to be targeted 

with antibiotic treatment that is 

denied, delayed or reduced to meet 

antimicrobial stewardship targets.

Most chronic UTI 
patients are women, but 
the condition also affects 

men and children. 
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Serious urinary tract  
infections are an increasing 
health problem

In 1998, 23,306 Australians were 

admitted to hospital for UTI. At that 

time, Australia had a population of 

18,705,600. This equates to a rate 

of 1.25 UTI admissions per 1,000 

population (see below). By 2017, 

despite a trend towards higher 

admission thresholds generally, 

the rate of people admitted to 

hospital for UTI was 2.27 per 1,000 

population. This represents a growth 

of 81.6 percent between 1998 and 

2017. The increases were present 

in both sexes and crucially, across 

all age groups—indicating that they 

were not an artefact of the ageing 

population.

UTI-related hospital  
admissions have  
increased by

more  
than  
80%
over the past 20  
years in Australia

Urinary tract infection 
(UTI) is one of the most 
common human bacterial 
infections, affecting

150 
million
people worldwide each year.

Key Statistics Key Statistics
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The many 
faces of 
Chronic UTI
Anyone can develop a chronic UTI and researchers 

say the biggest risk factor is having had a UTI. 

Although chronic UTI impacts mostly women,  

men and children can also fall victim.
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Imelda Wilde
Cofounder,  
Chair and Spokesperson 

Imelda has a long history of UTIs, 

which in part provides a driving 

force for her work with Chronic 

UTI Australia. As a physiotherapist 

working in rehabilitation, who often 

sees patients with chronic bladder 

pain and infections, she would love 

there to be improved UTI testing and 

treatment for this patient population.

Imelda enjoys connecting with UTI 

researchers and heads of medical 

associations in Australia to try and 

facilitate change, and has been involved 

in media articles to raise awareness of 

this poorly understood condition.

Management 
committee
Although we volunteer our  

time to Chronic UTI Australia, 

the members of our 

management team are  

all skilled professionals in  

other areas of our lives. 

Between us, we have qualifications 

and experience in journalism, public 

relations, business management, 

physiotherapy, social research, health 

policy, management of government 

health programs, social work, and 

economics and finance.

We are all affected by chronic UTI, 

either personally or as a family 

member of someone who is suffering. 

Our management committee’s 

members have been affected by 

chronic UTI for between three and 

thirty-eight years and are strongly 

committed to helping others. 

Andrea Sherwin
Cofounder and  
Public Officer

Andrea’s UTIs began in the 1980s, 

although her first experience with 

unreliable test results was much later. 

Several years ago, she developed a 

UTI that did not go away. She was 

later diagnosed with a chronic UTI  

by a leading chronic UTI specialist.

To help understand her own 

condition, she began researching  

and learning about chronic UTI.  

She developed a good understanding 

and connected with a network of 

people in different countries with a 

shared focus. Andrea realised there 

was a lack of accessible information 

for people searching for answers and 

the idea of an Australian chronic UTI 

information website came to life.

She is acutely aware of the 

widespread suffering endured by 

those who are unable to obtain an 

accurate diagnosis and access the 

treatment that has allowed her to 

live normally again. This awareness, 

and her personal experience, drives 

Andrea to push for much needed 

change in UTI understanding, 

diagnosis and treatment in Australia.

Andrea has a bachelor’s degree  

in public relations and journalism  

and contributes her experiences  

of small business management,  

agri-business communication  

and event coordination.

Jack Lewis
Treasurer

Jack’s interest in chronic UTI stems 

from the experiences of his sister, 

who has been undergoing treatment 

for bladder pain and frequency for 

several years. Her current treatment 

has yielded steady progress. 

However, this was only possible after 

a painfully extended diagnosis period 

and several incorrect diagnoses.

Jack has held roles in finance and 

accounting for the last five years 

and is currently employed as an 

investment banking associate. 

His experience includes business 

accounting, strategic advice, and 

planning for clients ranging from small 

and medium enterprises to publicly 

listed multinational corporations. 

He holds a Bachelor of Commerce 

with Honours (Economics) from the 

University of Melbourne.

Deirdre Pinto
Cofounder and Secretary

Deirdre is supporting her daughter 

in her chronic UTI treatment. Her 

daughter saw a leading international 

chronic UTI specialist in September 

2017 and is making good but slow 

progress with her antibiotic treatment. 

The treatment has allowed Deirdre’s 

daughter to resume a normal life.

Deirdre has been a government 

policy analyst and program 

manager (in health and community 

services areas) for over 30 years. 

Most recently, she has worked 

in the mental health area of the 

Victorian Department of Health and 

Human Services. She is currently 

on secondment to the Royal 

Commission into Victoria’s Mental 

Health System.

Since 2009, Deirdre has been 

involved in advocacy for a rare 

neurological disease, through the 

Rasmussen’s Encephalitis (RE) 

Children’s Project, which is based in 

the United States. Deirdre supports 

a related patient organisation, 

Hemispherectomy Foundation 

Australia. She has also served as 

secretary to the board of Positive 

Women Victoria, which is a support 

and advocacy group for women 

living with HIV/AIDS. 

Deirdre’s experiences have led 

to her strong interest in the way 

people unite around marginalised 

or stigmatised health conditions, 

to support each other, share their 

experiences and knowledge,  

and advocate for changes that  

will improve the lives of others.  

In 2015, she completed a large 

research project for a Master of 

Philosophy (Population Health) 

degree, exploring the experiences  

of more than 100 Australian not-for-

profit organisations devoted to rare 

diseases. She has since published  

the findings of her study in peer 

reviewed journals. 
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Chair’s 
statement
Chronic UTI Australia is a 

newly established organisation 

and the only national voice 

for Australians suffering from 

urinary tract infections (UTI). 

I am excited to present our 

organisation’s first annual report.

Although it is disheartening to see  

the ever-expanding number of people 

seeking help and information about 

this condition, it reinforces just how 

necessary it is to have an advocacy 

organisation speaking on behalf of 

those affected. 

COVID-19 created some challenges 

for our planned activities in 2020. 

However, during this time we 

managed to continue with a modified 

awareness program to ensure we stay 

connected with our community. We 

have done this by providing ongoing 

communication through our online 

and social media channels and 

by continually growing our online 

subscriber membership. It is important 

to note that since COVID restrictions 

started in Australia in March, visits to 

our website and email enquiries have 

not reduced. As we expected, not 

even a global pandemic can sideline 

the ongoing suffering from UTIs and 

the drive people have to find answers.

The change in focus has allowed us 

to spend time on our management 

procedures to ensure we have sound 

governance, good communication 

and clarity about our objectives. 

We have also re-evaluated and 

streamlined some of our approaches 

to meeting our goals to raise 

awareness and push for improved UTI 

testing and treatment in Australia. 

Over the past 12 months we received 

endorsements by the Australian 

Charities and Not-for-Profit 

Commission (ACNC) as a national 

health promotions charity and charity 

tax concessions by the Australia 

Taxation Office. This places us in  

a good position to move forward  

with our advocacy work.

Throughout the year we have 

continued to connect with UTI 

researchers in Australia and abroad. 

We conducted a preliminary 

online patient survey attracting 

340 respondents to help us better 

understand our patient group. We 

launched a ‘Books for Doctors’ donor 

project that will be completed in the 

first quarter of 2021. We have also 

been fortunate to partner with our  

first business sponsor who is 

enthusiastic about helping us  

raise awareness in Australia.

Although we or our loved ones 

are now all at various stages of 

recovery—having found doctors 

who are willing to listen and provide 

effective treatment—we are aware 

that many thousands of Australians 

are not so lucky. We are also strongly 

committed to supporting research 

aimed at identifying quicker and 

safer treatments for chronic UTI and 

reducing the reliance on antibiotics  

to treat infections.

Over the coming year I believe it 

is important to further strengthen 

our base and our broader networks, 

including building positive 

relationships with other organisations 

and individuals. We are looking at 

ways to encourage more voluntary 

involvement from people in our 

community and welcome hearing 

from anyone who has an interest 

in being involved. We have planned 

activities that rely on funding and 

we continue to look at funding 

opportunities to allow us to further 

the work of the organisation. 

I am grateful to my committee 

members, with whom I work closely. 

We are a small and friendly—but 

tenacious—team, with a broad range 

of professional skills that allows us  

to work very effectively together.

Imelda Wilde

Cofounder,  

Chair and Spokesperson

The year  
in review
Communication 
with patients
We are in contact with large numbers 

of people who have chronic UTI 

via online support groups that are 

forming in various countries. These 

include an Australian/New Zealander 

support and education group with 

close to 700 members to date  

and a rapidly growing membership. 

In 2019-20 we continued to  

develop our information resources 

for people who have, or suspect 

they may have, chronic UTI.  

This work includes:

• A high quality, well researched 

website to provide information for 

people who have, or who suspect 

they might have, a chronic UTI. 

The website is actively monitored 

and regularly updated. In 2019-

20, we particularly focused on 

enhancing the content of our 

‘treatment page’ to reflect new 

research on current and emerging 

treatments. 

www.chronicutiaustralia.org.au/

treatment/

• Produced a monthly blog and a 

subscription-based newsletter.

www.chronicutiaustralia.org.au/blog/

• Maintained an active online  

social media presence on Twitter, 

Facebook and Instagram. 

www.twitter.com/ChronicUTIAus 

www.facebook.com/ChronicUTIAus/ 

www.instagram.com/ 

• Continued to distribute our 

‘Understanding Chronic UTI’ 

information booklet to people 

seeking information about  

chronic UTI.

• Despite the challenges of the 

global COVID-19 pandemic to 

some of our planned activities in 

2020, we have continued to grow 

our online subscriber membership.
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Patient survey
In December 2019, we conducted 

a preliminary online patient survey 

attracting 340 respondents. The 

survey sought to better understand 

the cost of recurrent, chronic UTIs 

to the individual (repeated medical 

visits, time off work/study) the health 

system (medical visits, diagnostic 

tests, surgical procedures and 

UTI related hospital admissions) 

and society in general (loss of 

productivity). 

The survey found that:

• Thirty-three percent of 

participants had experienced 

persistent (intermittent or 

ongoing) UTI symptoms for 2-5 

years, with another 55 percent 

experiencing their symptoms for 

more than 6 years.

• Ninety-two percent of participants 

had experienced UTI symptoms 

while returning a negative urine 

culture.

• Eighty-five percent of participants 

had experienced an improvement 

in their UTI symptoms after taking 

antibiotics, despite having a 

negative urine culture.

• Over a third of participants had 

seen their GP 6-9 times for UTI 

symptoms in the past year. 

• Seventy one percent of participants 

had been referred to a urologist for 

their persistent UTI symptoms.

The results will be used to help 

design a comprehensive quality-of-

life survey to ascertain the broader 

impact of recurrent and chronic UTI.

Communication 
with other patient 
organisations
We are currently Australia’s only 

patient advocacy organisation 

representing people with UTIs. 

As a new organisation, we have 

focused on connecting and building 

relationships with patient-focused 

organisation that could potentially 

support our work. 

PainAustralia has offered support 

by promoting our information 

across their extensive social media 

and communication channels. The 

organisation featured an article, 

written by one of our management 

team, which told the tragic story of a 

neonatal death caused by a mother’s 

undiagnosed chronic UTI. This can 

be read here.

We also communicate closely with 

patient volunteers who run the 

various UTI-related online support/

education groups and have access 

to a combined membership of over 

8,000 people.

Communications 
with medical 
professionals  
and researchers
We have previously reached out to 

and/or connected with professional 

and research groups, such as Royal 

Australian and New Zealand College 

of Obstetricians and Gynaecologists 

(RANZOG), Jean Hailes for Women’s 

Health, Pelvic Pain Australia, Royal 

College of General Practitioners 

(RACGP), Urological Society of 

Australia and New Zealand (USANZ), 

Kidney Health Australia, Chronic 

Pain Australia, Australian Doctors’ 

Federation and Women’s Health 

and Research Institute of Australia 

(WHRIA) and ‘GPs Down Under.’

As a result of our advocacy work,  

we are receiving email enquiries  

from GPs who are starting to 

recognise chronic UTI in their 

patients but struggling to access 

evidence-based information so  

they can help these patients. 

We were encouraged by our most 

recent communication with RACGP. 

Due to our efforts, the organisation 

has communicated research about 

problems with current UTI testing  

to its members. The RACGP’s letter  

of reply to us said:

“The RACGP tries to keep 

abreast of any new evidence-

base that will be beneficial to 

GPs and the Australian public. 

The new research you have 

alerted us to has recently been 

communicated to our members 

in our regular newsletter and 

we will continue to monitor  

this area of medicine.”

In mid-2019, RACGP published  

an article in NewsGP highlighting  

the problems with UTI testing.  

The article can be read here.

We are in regular contact with 

several Australian and international 

UTI researchers, as we aim to remain 

abreast of any new developments 

in the science of chronic UTI. We 

were happy to have facilitated a 

joint project between Australian 

and English researchers through 

our understanding of their work 

and connecting the two teams 

together. Our organisation obtains 

information from trusted and 

respected clinicians and researchers 

and we make efforts to maintain 

communication with them. 

In 2019-20, we were invited to  

write letters of support for the 

activities of several UTI research 

groups. We were pleased to write 

in support of a funding submission 

for a leading UTI research group in 

the United Kingdom and to provide 

supporting information for a funding 

submission for a UTI research team 

in New South Wales. We also wrote 

a letter of support for a Western 

Australian research group, which 

will hopefully allow it to continue its 

research to develop an innovative, 

non-invasive diagnostic toolkit for 

neglected bladder conditions like 

chronic UTI. 

One of our management committee 

members was invited to contribute 

her own UTI story for a newsletter 

article featuring UTI research at the 

Hudson Institute of Medical Research. 

The story can be read here. 

Grant applications 
Having registered the organisation 

with the Australian Charities and Not-

for-Profits Commission and being 

endorsed for charity tax concessions 

and as a deductible gift recipient by 

the Australian Taxation Office, we 

began our efforts to raise external 

funds in 2020.

We compiled a database of potential 

grant makers and made a list of 

similar organisations that are 

successful grant recipients.

Our major grant applications in 2020 

were to the Australian Communities 

Foundation, can be read here and 

the ANZ Community Foundation  

can be read here. 

We also established a user-friendly 

‘Donate’ facility on our website, and 

associated Paypal and bank accounts 

to allow us to receive donations from 

members of the public. 

Media
We have created a high-quality 

media kit to support our engagement 

with the media. Our media activities 

in 2019-20 were curtailed due to the 

COVID-19 pandemic. However, we 

actively contributed to the following 

articles highlighting the current 

problems with UTI testing and 

treatment.

• An 2019 ABC news article,  

which can be read here

• An article in the January 2020 

edition of Women’s Health 

magazine, which can be read here

Organisational 
policy and financial 
management 
We maintain a suite of organisational 

policies, which is growing as our 

organisation becomes increasingly 

formalised. In 2019-20, we: 

• Revised our Rules of Incorporation 

to reflect our new charity status 

with the Australian Charities and 

Not-for-profits Commission.

•  Developed a Chronic UTI Australia 

Social Media Policy and Procedures 

document and associated Social 

Media Guidelines for Volunteers. 

• Finalised the following policies: 

 »  Workplace Discrimination 

Harassment Policy.

 »  Conflict of Interest Policy  

and Procedures.

 »  Ethical Fundraising Policy  

and Procedures.
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Financial 
statement 
Income and expenditure statement for the year ended 30 June 2020

$ Notes 2020

External grants  250

Internal grants 2 3,193

Revenue from ordinary activities  3,443

Insurance expenses  (1,737)

Website & design expenses  (773)

Project expenses  (119)

Other expenses  (566)

Surplus / (Loss) before income tax  248

Income tax revenue / (income tax expense)  -

Surplus / (Loss) after income tax  248

Statement of financial position as at 30 June 2020

$ Notes 2020

Cash assets  248

Pre-paid assets  -

Total current assets  248

Fixed assets  -

Total non-current assets  -

Total assets  248

Payables  -

Total current liabilities  -

Total non-current liabilities  -

Net assets  248

Retained surplus  248

Total members’ funds  248

Statement of cash flows for the year ended 30 June 2020

$ Notes 2020

Receipts from sponsors  3,443

Payments to suppliers   (3,195)

Net cash provided by / (used in) operating activities  248

Payment for property, plant and equipment  -

Net cash flow used in investing activities  -

Net cash flow provided by / (used in) financing activities  -

Net increase / (decrease) in cash held  248

Cash at beginning of financial year  -

Cash at the end of financial year  248

Notes to the financial statements

Note 1:

This financial report is a special 

purpose financial report prepared in 

order to satisfy the financial reporting 

requirements of the Associations 

Incorporation Reform Act 2012 

(Vic). The management team has 

determined that the association  

is not a reporting entity. 

The financial report has been 

prepared on an accruals basis and is 

based on historic costs and does not 

take into account changing money 

values or, except where specifically 

stated, current valuations of non-

current assets.

Note 2:

Throughout the financial year, 

certain costs associated with the 

activities of Chronic UTI Australia 

were met personally by members of 

the management committee. Where 

this has occurred, the members’ 

contribution has been recognised  

as a grant to the organisation.
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Books for doctors
Our ‘Books for Doctors’ project 

is aimed at raising awareness and 

sharing current clinical information 

about diagnosing and treating UTIs 

with doctors throughout Australia.  

For a $40 donation, we will send a 

copy of Professor James Malone-

Lee’s book, ‘Cystitis Unmasked’, to a 

doctor’s clinic of the donor’s choice. 

The book,  

to be available  

in February/

March 2021,  

is the first of its 

kind to explain 

the history of 

UTI diagnosis 

and treatment 

protocols and 

why this is causing harm to many. 

The book dispels age-old UTI myths 

and assumptions which are conveyed 

to people suffering from bladder 

symptoms in the form of ‘facts’, ‘tips’ 

and ‘advice’ by well-meaning friends 

and family, doctors and other trusted 

sources. It covers ground-breaking 

research that has completely changed 

how the bladder and UTIs are 

understood. And most importantly, 

the book provides a practical path 

forward for clinicians to recognise  

and treat this neglected patient group. 

Financial 
statement 
Treasurer’s 
report
In the 2019-20 financial 

year, the majority of costs 

associated with Chronic UTI 

Incorporated’s activities were 

met personally by members of 

the management committee. 

Where this has occurred, the 

members’ contribution has 

been recognised as a grant  

to Chronic UTI Incorporated.

Jack Lewis

Treasurer

Additionally, Chronic UTI Australia has 

attracted several donations, totalling 

$250, which have resulted in a surplus 

to the group and positive cash 

balance at year end. 

The organisation has recently secured 

the sponsorship of Feel Better Box,  

an Australian online retailer. We are 

very grateful to the founder of Feel 

Better Box, Sarah Willmott, for her 

generous support.

Chronic UTI Australia has also applied 

for several grants to fund specific 

projects, which may generate 

additional income in 2020-2021. 

Since the end of the financial 

year, the management team has 

developed and agreed a spending 

policy for the organisation, which 

governs the approval process for 

expenses, payment of expenses and 

how committee members can claim 

expenses incurred to complete the 

activities of Chronic UTI Australia.

Project plan 
2020-2022
We have a clear vision for 

our next steps. Our planned 

advocacy projects, subject  

to funding, are as follows.

Second seminar
Part of our strategy is to raise awareness 

within the medical community so that 

Australian health practitioners are in a 

better position to recognise, diagnose 

and treat patients suffering this cruel 

and painful condition. Our first seminar 

was held in Melbourne in March 2019. 

Titled ‘Should we trust UTI testing?’ and 

featuring Dr Sheela Swamy, a leading 

UTI clinician/researcher from the 

United Kingdom. This event attracted 

around 30 participants, mostly 

health practitioners (GPs, nurses, 

physiotherapists, naturopaths) and 

patients/carers. This event was fully 

funded by our organisation’s volunteers.

While the global COVID-19 pandemic 

has stalled our plans for a second 

seminar, we plan for this to occur 

once a COVID vaccine has restored 

community confidence in gatherings 

and domestic and global travel 

returns to normal.

Our second seminar will be designed 

specifically for health practitioners 

in Australia. The seminar will allow 

practitioners to access the very 

latest information about chronic 

UTI—including how to recognise, 

diagnose and treat these complex 

infections in a patient population that 

is currently being misdiagnosed or 

poorly treated. Leading international 

chronic UTI experts will be invited to 

present the latest research and clinical 

developments and will be involved 

in an interactive Q&A and discussion 

session with health practitioners.
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Campaign to  
give patients  
a face and voice
Chronic UTI Australia proposes to 

give chronic UTI patients a face and 

voice. We are hoping to create a 

multifaceted campaign that highlights 

the impacts of this disease and how 

it destroys lives. The campaign will 

provide resources for people who 

have, or suspect they have, a chronic 

UTI, and build community awareness 

of the neglect and mistreatment of so 

many people, most who are women. 

We want doctors and decision makers 

to acknowledge chronic UTI and 

accept that it is time to address this 

disease. We want sufferers to finally 

understand their symptoms have 

an identifiable cause and that it is 

possible to get their life back once 

properly diagnosed and treated. 

Our proposed campaign has  

three main elements:

1. A ‘name and a face’ video

Our planned ‘name and face’ video 

campaign will introduce the disease 

through the faces and voices of  

real chronic UTI sufferers. 

The project would produce a 

series of short, professionally made 

videos suitable to be shared on our 

website, on social media, at medical 

conferences and, subject to further 

interest from mainstream media,  

on television. 

The video will present brief personal 

stories of chronic UTI patients in  

a range of age groups; for example, 

parents of babies and children with 

chronic UTI, adolescents, women  

and men in their middle years  

and elderly sufferers. 

Many of the patients featured will  

have suffered with an undiagnosed 

chronic UTI for many years before 

being correctly diagnosed and treated 

for the condition. We expect they  

will share experiences of misdiagnosis 

and inappropriate treatments, and 

describe serious impacts on their 

health and wellbeing, and their 

families and careers.

Despite this, we will put forward  

a message of hope. The video will 

highlight how people found the right 

medical help and the difference to 

their lives once properly diagnosed 

and appropriately treated for their 

embedded infection. The people 

featured may not all be completely 

cured and off treatment because it 

is important to convey that there is 

currently no ‘quick fix’ treatment for 

chronic UTI and this is one area that 

needs to be urgently addressed. 

2. ‘Hearing patient  
voices’ survey 

Our ‘hearing patient voices’ survey 

would capture novel information 

about the impacts of chronic UTI on 

people’s quality-of-life. This would be 

a first-of-its-kind survey in Australia. 

While valuable from a research 

perspective, the data collection 

would be only a means to the goal of 

providing ‘actionable’ information for 

Chronic UTI Australia’s advocacy work. 

To ensure the quality of the survey:

•  Development of the survey 

questionnaire would be led by 

a member of the Chronic UTI 

Australia management committee 

who is experienced in the 

development of survey instruments 

for health and social research. 

•  Input on the survey questions 

would be obtained from clinicians, 

researchers and patients known  

to Chronic UTI Australia.

•  A draft survey questionnaire  

would be trialled with a small 

sample of patients known to 

Chronic UTI Australia.

•  The online survey would be 

hosted by a professional research 

company using secure servers.

3. ‘Animated explainer’ Video

We aim to develop an animated 

explainer video to communicate the 

facts about chronic UTI to describe to 

patients (and others) the process by 

which bacteria become embedded in 

the bladder wall and why the infection 

is difficult to detect using existing 

diagnostic tools. The animation will 

use language and visuals that are 

engaging and easy to digest. 

Thank 
you
We are grateful for the support of  

many patients, their families and  

carers, and individual medical 

practitioners and researchers. We are deeply indebted to Sarah Willmott, 

the Founder of Feel Better Box,  

www.feelbetterbox.com.au,  

for her generous sponsorship  

of Chronic UTI Australia.
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Common 
Triggers

Common 
Symptoms
These can 
include some, 
or all, of the 
symptoms 
you’d expect 
during an 
acute UTI 
and can be 
constant or 
intermittent.

Chronic UTI is a treatable condition

A chronic urinary tract infection (UTI) involves 
bacteria that have burrowed into the cells lining 
the urinary tract. They do this to hide from the 
body’s immune system and antibiotics. This makes 
chronic UTI difficult to diagnose and treat using 
standard guidelines. Sexual 

intercourse

Alcohol and foods 
that individuals are 

sensitive to

Vigorous 
exercise 

Internal 
gynaecological 

procedures

Stress

Pain  
(bladder/pelvic 
/urethral/vulval)

Pressure  
(bladder/pelvic)

Urgency and frequency

Voiding problems

Incontinence 

What is a 
ChronicUTI
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