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PRE-DIAGNOSIS

“Something wasn’t right.
| kept pushing but no one
took it seriously at first.”

“She had to push for
tests; we were told it
was probably just a UTL.”

Symptoms mistaken for
something minor

Long wait times for appointments
Insurance is hard to understand

Concerns not taken seriously

Know when to see a doctor

Speak up if not being heard

Symptom awareness materials

Bladder Cancer Advocacy Network’s
(BCAN) patient advocacy resources
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BLADDER CANCER

Patient Journey Mappi

DIAGNOSIS

PATIENT

“It didn’t feel real. | didn’t
look sick, but my world

flipped overnight.”

“I held it together, but
after my family slept,
| broke down.”

Hearing “cancer” is very shocking
Long wait times for test results

Medical words are hard to
understand

Difficult to take in bad news

What cancer stage means for you

Deciding who to tell, what to say

Clear communication

Information in plain language

TREATMENT CHOICE

“Deciding whether to
remove the bladder or
try to preserve it was
terrifying. | didn’t know
what was best for me.”

“We read studies all night—
we were terrified to make
the wrong call.”

Too much information at once
How to pick the right treatment
Worried about side effects

Costs and insurance are stressful

Choosing between all the different
types of drug therapies or surgery

Balancing treatment and daily life

Decision aids

Shared-decision making and
second opinion resources

PATIENT

“The chemo brain was
never mentioned — |
thought | was developing
dementia.”

CAREGIVER

“I had to learn how to
change the catheter and
manage supplies—it was
daunting.”

Managing pain and tiredness
Treatment plans getting interrupted
Care team not well coordinated

Coping with body changes

Handling treatment side effects

Navigating daily life while
receiving treatment

Knowing when to change treatment

Symptom management

Transportation assistance
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“People think you're fine
after surgery—but you’re
always waiting for the
next scan.”

“Every 6 months feels like

holding our breath for a

verdict.”

Scan anxiety (“scanxiety”)

Feeling alone or isolated

Stressed about going back to work

Adjusting to bladder changes/loss

When and how to get back to

daily activities

Adjusting to a “new normal”

Clear survivorship plan

Physical therapy

RECURRENCE

“When it came back, |
felt betrayed by my own
body. But | asked better
questions.”

“It was like deja vu. We
never even unpacked from
the first time.”

Feeling scared and frustrated

Figuring out next treatment steps

Being emotionally worn out

Hoping while facing the
possibility of cancer re-recurrence

Options if first treatment fails

Considering palliative care options

Emotional support

A good team of medical
professionals who work together




