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Foreword

We all know how it feels when

we’re bursting for the loo.

It's frustrating and panic-inducing if a

toilet isn’t nearby. People living with an

overactive bladder (OAB) experience

this unpleasant sensation all too often.

OAB is a common condition in both men
and women, affecting around 12% of the
population in the UK.' The prevalence
rises with age.? Given the population

is getting older, the number of people
living with OAB is increasing.® Around 4.5
million people in England have OAB and
by 2035, this number is estimated

to reach over 7 million.**

The symptoms of OAB can differ from person
to person and they might change over time.®
Patients may experience a sudden desire

to urinate, going to the toilet every couple

of hours, waking up multiple times during
the night to urinate and even involuntary
leakage.®

Quality of life can be severely impacted

by OAB.2 Travelling may be difficult due to
concerns around locating the nearest toilet.
At home, there can be an increased amount
of washing and ironing due to urine leakage.
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Cinema visits, sports games and flights might
affect patients who feel on edge if they are
unable to sit in an aisle seat for easy escape
should they feel the urge. Individuals with
OAB may feel distress, inconvenience, loss
of self-esteem and self-control. Personal
relationships may be affected too.

Patients are at the heart of everything we do
at Bladder Health UK and raising awareness
backed by evidence helps to facilitate change
and to bring benefits to the sufferers.

This report aims to address the lack of
quantifiable patient data in an area of
growing importance. We hope to stimulate
discussion and encourage people to
understand the disruption OAB can cause. The
more openly we talk about the condition, the
more patients will be able to get their lives
back on track.



Executive summary

OAB can significantly impact a person’s quality of life.?

Whilst people may notice the symptoms and actively make
adaptions to try and relieve them, delaying booking a doctor’s

appointment and opening up to them is all too common.”

The key challenges include:

Low patient recognition of OAB Defaulting to ‘coping’ mechanisms

Awareness of OAB is limited. g/\u People with undiagnosed OAB are
This means a high number of @ likely to try and self-manage their

patients are living with OAB symptoms with techniques such

without knowing what it is.® as using incontinence pads and
~ While many people experience symptoms, few pelvic floor exercises.”’°In addition, they make lifestyle
make a connection to the condition being modifications like drinking less, which can hinder them
something that is manageable with medical help.? from getting the correct medical interventions and

care that they need.”"°

Shame associated with A slow diagnosis pathway
O Abido sl concifign o w Once a person has decided to see
o OAB can have a significant impact a doctor, it can still take time to
on patients, but the desire to i receive an OAB diagnosis as this
conceal the condition means they ] can often take several visits. Our
are not always willing to speak to their doctor.’ : research suggests it might take women longer than
Feelings of embarrassment are common among men to be diagnosed.”?

people living with bladder problems, resulting
in poorer outcomes.’

With OAB cases on the rise, we are at a tipping point in the UK.® Unless urgent action is taken, these

challenges will become more difficult to address.’ To improve outcomes in OAB, we are calling for people to:

Understand Speak more Recognise See a doctor
the symptoms openly about any adaptions right away if
of OAB rather OAB to remove they’re making OAB symptoms

than putting it down to stigma associated with to manage their OAB, are suspected and have
ageing or for women, bladder problems, putting their quality the confidence to talk
childbirth including with their of life at risk, rather about how the condition
families and friends than seeking medical is affecting everyday
guidance and treatment situations
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Overactive bladder (OAB): The facts

What is OAB?

OAB is a common problem that affects how the bladder behaves.® It is characterised by a
spontaneous and sudden squeezing of the muscle in the wall of the bladder, even when
there isn’t much urine in the bladder.® The bladder muscles seem to give wrong messages
to the brain causing the bladder to feel fuller than it actually is.® As a result, the bladder
contracts too early when it is not very full, and unexpectedly.® This involuntary contraction

creates the urgent need to urinate, often at inappropriate times.*

Prevalence Symptoms
* OAB affects men and ONge; OAB is characterised by a group 0 O
women of all ages’ q—P @ of 4 main symptoms:® ©
¢ It is estimated that 12% I I * Urgency (sudden and compelling desire to
of the population in urinate, occasionally referred to as ‘latch key
the UK is impacted by OAB, with urgency’ in reference fo the urgent need you might feelto pass
prevalence increasing with age' urine as soon as you get home and put your key in the front door)
¢ Around 4.5 million people have * Frequency (going to the toilet more often than eight times a day)
OAB in the UK* * Nocturia (waking up more than once a night to urinate)
* Urge incontinence (small or large quantities of involuntary
loss of urine)®

k Costs
Primary care o
Around 317,000 doctor appointments are made : Th: COISt o; 9AB
for OAB per month, translating to approximately 009 ctn ;sl
3.8 million appointments each year® SPRC IY
g ' £3.7 billion
per year®
Secondary care * OAB-related falls leading to
An estimated 390,000 additional falls are reported hospitalisafion forpver 65..:'!5
each year for those over 65 related to OAB, resulting forecast to.cost £246;7 0l
in around 22,600 hospital admissions® sach yeal inlkegi gy

.Lobk.ing ahead
* A 43% increase in the number of people with OAB in England is predicted by 2035,
linked to the ageing population®

* Numbers of people living with OAB in the UK are forecast to rise from around 5 million today
to over 7 million by 2035°

* Costs from OAB are set to rise to more than £5 billion in England by 2035°

* If no action is taken, direct costs from OAB covering medical consultations, clinical depression and the use of
incontinence pads are set to rise by £2 billion in England by 2035°

* The costs from falls related to OAB resulting in hospitalisation in England are estimated to increase over three
fold to £830 million by 2035°
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OAB patient insights snapshot

In December 2023, Astellas conducted a survey * of OAB patients

in the UK to understand their perspectives on living with the

condition, including pre- and post-diagnosis and management.”

The UK-wide results of the survey found:’

O

=

*500 people living with OAB responded to the ohline‘questionndire,‘ 2 ;
Country breakdown of respondents: England (426), Séotldhﬂ (4]:),,Wa|e_s (25), Northern Ireland (8)7
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65% stated that, on
average, they needed
to urinate more than 7
times a day prior fo a
diagnosis with OAB’

63% of people felt OAB
negatively impacted their
sleep, 44% their social life,
42% their mental health,
and 38% their work’

47% of people with OAB have
wet themselves because they
couldn’t find a public toilet’

Over a quarter (28%) of patients

“have never confided in family or

friends about their OAB journey’

28% of respondents had to
wake up more than 5 times
a night to go to the toilet, on
average, prior to diagnosis’

32% avoid social situations
due to their OAB, with a similar
percentage avoiding unfamiliar
places (30%) and avoiding
certain foods and drinks (28%)”

45% waited more than 6 months
before making an appointment to
see their doctor about their OAB
symptoms, and 24% waited for
more than a year’

85% of people with OAB
believe working with their
doctor or continence service
has improved their lifestyle’



An exploration of the key survey findings

The urge to urinate is frequent and unpleasant

On average, prior to diagnosis, 65% stated that they
needed to urinate more than 7 times a day, while 28%
of respondents had to wake up more than 5 times a
night to go to the toilet.” Men are more than twice as
likely to wake up more than 5 times a night from their

OAB than women.”

How would you describe the sudden
and strong urge to urinate?

OAB negatively impacts many aspects of life

Shockingly, nearly half of people
with OAB (47%) have wet themselves
because they couldn’t find a toilet in
public.” People report many aspects
of their life being negatively impacted
including their sleep, work, romantic
and socidal life and their mental health.”
* Men are more than likely to
experience issues at work resulting
from OAB compared to women
* Women’s mental health is more
likely to suffer than men’s

What aspects of your life were impacted by OAB before diagnosis
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Lifestyle modifications are common

Prior to an OAB diagnosis,

60% of respondents tried to
drink less, and 28% chose to
avoid certain foods and drinks.”
While the decision to drink less
seems logical to reduce the need
to go to the toilet, cutting down
on fluids is not an effective way
to manage the symptoms of
OAB.” A reduced fluid intake
makes urine more concentrated
and is likely to make symptoms
worse or lead to more serious
complaints.®

In fact, avoidance behaviours
are frequent — not only with
what is consumed but avoiding
unfamiliar places (30%) and
social situations (32%).” Giving
up on visiting fgmew places and
seeing people is not the answer
when mahaging OAB.”

Men are more likely to avoid
social situations and certain
foods and drinks than women.”

 pre-emptively than men.

Mental  Romantic / Other
Health dating life

Preparation becomes more
important for people living with
OAB, with 32% of respondents
mapping out toilet locations on
travel routes, for example.’

Women are almost twice as
likely to try pelvic floor exercises,
more than twice as likely to use
incontinence pads, and tend to
map out toilets on travel routes

and go to the toilet
‘ 7




An exploration of the key survey findings

It can take years for OAB patients to seek help

Approximately a quarter (24%) of people with OAB
waited more than a year to make an appointment to
see their doctor.” This corresponds to over one million
people who may be living with symptoms of OAB but
are delaying asking for medical help.*”

Men are more likely than women to book a doctor’s
appointment immediately — perhaps because men
have concerns around the changes in their body being
a sign of prostate cancer, or women viewing symptoms
as a natural consequence of ageing or childbirth.”

This lack of proactivity in speaking to a doctor could
be connected to embarrassment.” Only 15% of people
discussed their OAB symptoms with a close family
member or friend before diagnosis, and 28% have
never told a family member or friend about their
condition — even after diagnosis.”

People not talking about their OAB with those closest
to them, paired with avoidance behaviours such

as missing out on social occasions, highlights the
potentially isolating nature of OAB.”

Men and women are equally as likely to tell their
family and friends about their OAB symptoms

pre- and post-diagnosis.’

With women’s mental health more likely to suffer with
OAB than men, this further underlines the importance
of addressing the potentially isolating impact OAB can
have on women specifically.”

What triggered you to seek help?

Frequent need
for urination

Impacted sleep

Incontinence

Friends/family advice
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Daily life affected

Embarrassment

Uncomfortable

Social life affected




Case study

Emily first started experiencing OAB
symptoms whilst she was still in school,
noticing a heightened urgency than her peers
and occasional leakage. After a few months
of her symptoms persisting, Emily decided
enough was enough and went to see her
doctor. Given her age, it took a little while
for Emily to be referred; however, her OAB
diagnosis was confirmed following several
tests that took place over a couple of months.

Like many, Emily had little awareness

of OAB when she started to experience
symptoms, assuming it was a condition

that only people in their 60s had. Emily’s
symptoms significantly impacted her life prior
to receiving her diagnosis, feeling like she
was unable to participate in certain activities
and constantly “feeling stressed and worried
that I'd be in school and have an accident.”
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At this time Emily felt like she needed to
keep her condition a secret from her friends,
considering it embarrassing.

Thankfully, her diagnosis and subsequent
work with her doctor has meant that Emily is
much better able to control her symptoms and
manage her condition. Whilst Emily still has

to plan around her OAB, including having a
radar key (which allows access to staff toilets
and locked public toilets), it no longer dictates
her day or prevents her from living her life to
the fullest. In Emily’s case, her diagnosis made
her feel much more comfortable in opening
up to her friends, family and work, who

have supported her to better manage her
condition.



An exploration of the key survey findings

An OAB diagnosis is not straightforward and can take time

It took 47%
U— of people with
OAB more
g than 3 months
to receive
a diagnosis, and 26% of

patients required more than 3
doctor visits before they were
diagnosed with OAB.”

Remember...

A doctor may conduct numerous tests to help diagnose

OAB, including physical examinations and testing a

person’s pee — in addition to the patient being asked to
create a bladder diary over time or being referred to a
team of specialists (and the assessments recommended

Men are more likely to
receive a diagnosis in the
first 3 months compared to

&4

wait over a year for a diagnosis than men.”

women, and women are
almost twice as likely to

Furthermore, men are more likely to receive
an OAB diagnosis in the first 3 doctor visits
compared to women, and women are five
times more likely than men to have over 10
visits before receiving a diagnosis.”

may vary depending on the patient).5"?

These findings
support previous
evidence suggesting
health inequalities
exist for women
when managing their bladder health,
facing more challenges than men as

they navigate the health system.””

This can mean that multiple appointments may be
needed to reach a diagnosis, and people with symptoms
of OAB should not be disheartened or deterred from
returning to their next appointment if they do not receive
a diagnosis in their first appointment.’?

An OAB d:agnos's can bnng rehef and an improved

quality of life

85% of people with OAB believe
working with their doctor or

continence service has |mproved Ak \:

-.thelr hfestyle’ S

Men are more Iikely' than women to notice a’major’
improvement in their symptoms and almost twice
as likely to report an |mprovement in thenr quullty

of ||fe

|dyou know...?

s

48% of patients have more peace of
mind after a formal diagnosis of OAB,
with relief (43%), reduced concerns
about leakages (25%) and décreqsed
worry about where the toilet is (19%)

frequently mentioned as reasons for feeling like they:
have returned to a normal lifestyle’

83% of respondents said their one piece of advice for people who
think they might have OAB is to see a doctor as soon as possible.”
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Country breakdown of results

&

England Scotland Wales Northern Ireland
Needed to urinate more than 7 times Had to wake up more than 5 times Have wet themselves because they
a day before diagnosis a night prior to diagnosis couldn’t find a public loo

Waited more than 6 months before ~ Waited over 2 months for an OAB OARB pdtients believe working with
making a doctor appointment diagnosis after contacting their doctor their doctor has improved their life

H ld'a family member
or friend al?oq’tithéir OAB’
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Conclusion

Millions of people are living with the
symptoms of OAB, without knowing
what it is or that it is a manageable
condition — sacrificing their quality
of life rather than seeking medical
help. If people don’t know what OAB
is and that they don’t need to simply
accept their symptoms — in a society
where there is a stigma associated
with bladder conditions — what
action can we take to ensure that the

~ impact of OAB does not continue to

rise? It is time to take back control
of our nation’s bladder health.

This report paints a picture of the unmet patient needs
in OAB and provides a snapshot of the current state

of the nation for people living with this condition.
Ultimately, this report should inspire action to be taken
across the UK. The scale of the problem means we
must act now.

As the survey shows, OAB can severely impact
people’s sleep, work, romantic life, willingness to
socialise and mental health.” It can make people

feel worried, frustrated and embarrassed.” With a
shocking number of people wetting themselves in
public because they couldnt find a toilet in time, the
desperate situation many people are facing across
the UK is brought into sobering focus.’ '

While there are challenges around the recognition of OAB, societal stigma and delays in patients coming forward

to speak to their doctor, areas of opportunity do exist to improve the patient experience and outcomes:

Facilitating more open conversations
with the general public to shake the
entrenched embarrassment associated
with OAB and help people talk openly
about the impact OAB has on their
quality of life.

Helping people realise the sacrifices
they are making to accommodate
symptoms of OAB and drawing on
this energy to seek medical help.

Empowering people with

symptoms of OAB to both
recognise them and to not
simply accept them.

Encouraging people to seek
medical help quicker, and to
return to follow-up appointments
even if they do not get answers

in their first appointment.

We must harness these opportunities now to drive more positive outcomes for people with OAB
in the future. The first step is for people who suspect they might have a bladder problem to speak

to their doctor as soon as possible.
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