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Supplemental Material
Supplemental Table 1. SM Review Key Search Terms

Concept Key Search Terms 

Patient experience “patient,” “survivor,” “story,” “journey,” “narrative,” “experience,” “diary,” 
“blog,” “forum” 

Bladder cancer “bladder cancer,” “urinary cancer,” “nonmuscle invasive bladder cancer,” 
“NMIBC”

Bladder cancer treatments “bacillus Calmette Guerin,” “BCG,” “surgery,” “cystectomy,” “radical 
cystectomy,” “treatment,” “therapy”

Patients’ treatment: satisfaction “satisfaction,” “fulfil*,” “*happy,” “expect*”

Patients’ treatment expectations 
and preferences: treatment 
administration

“preference,“ “expect*,” “treatment,” “therapy,” “intravesical therapy,” 
“surgery,” “operation,” “chemotherapy,” “immunotherapy,” “injections,” “IV”

Patients’ treatment expectations and 
preferences: treatment outcomes

“preference,” “expect,” “effective,” “cure,” “remission,” “improve 
symptoms”

Patients’ treatment: decision making “treatment,” “therapy,” “choice,” “choose,” “decision,” “options,” 
“priorities”

Impact of patient treatment burden 
on patients’ families

“treatment,” “therapy,” “impact,” “burden,” “effect,” “caregiver,” “family,” 
“family life,” “family activities,” “relationships”

Supplemental Figure 1.  NMIBC Symptoms Most Frequently Mentioned by Contributors (21/38)
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“I began seeing a lot of blood in my urine and noticed 
a sudden urgency to wee.”

Patient, male, age NR

“I decided to wait [to urinate] till I got home, ran up the 
stairs, and boy was it painful and suddenly lots of blood.”

Patient, female, age 58 years

Note: Contributors may have reported > 1 NMIBC related-symptom 



Supplemental Figure 3.  Key Factors Considered Prior to Procedure and Treatment Decisions

PRO = patient-reported outcome; QOL = quality of life; TX = treatment.

Supplemental Figure 2.  Procedures and Treatments Used for NMIBC (n = 32/38)

Note: Contributors reported more than 1 procedure and/or treatment, which is reflected in the numbers of contributors. Only NMIBC 
procedures and treatments mentioned by ≥ 5 contributors are included.
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“When we were making 
the decision, I was really 
focused for a desire for a 

positive outcome, which drove 
most of my decision making

...for me whatever gave 
him the highest survival 

rate was my goal.” 
CG, female, 

age NR

“A big part of my life and 
my wife’s life...is all of our 

outdoor things we like to do and 
we’re very active people…so that 

shoves me more towards the 
quality-of-life side of things.” 

Patient, male, 
age 68 years

“Unless we can do 
something about the 
pain, I cannot do this 

[continuing BCG].” 
Patient, male, age NR

“I’m certainly prepared to 
face a radical cystectomy, 
but I want to exhaust my 

alternatives.”
Patient, male, age 

68 years

“The doctor could tell me 
one way or the other, the 
success of either course of 
treatment, but there really 

wasn’t anything from a patient 
perspective. So, I continued 

with the treatment.” 
Patient, male, age NR

“We decided to try 
many different types of 

therapies, you know, kind of 
combination of the best of east 

and west, so we were seeing 
people that were already 

schooled in bladder cancer.” 
CG, female, 

age 67 years

“If we have to postpone 
the BCG vaccine for a week 

or 2 just to be on the safe side, 
that’s what’s gonna give, 

not postponing the 
COVID-19 vaccine” 
Patient, female, 

age 69 years

“He was determined to 
keep his bladder even when 

he was asked by his new 
consultant, ‘Why do you want 
to keep a bladder that does 

not work properly?’” 
CG, female, age 64 years

“I have CIS, and it’s responsive 
[sic] very well to BCG, so there 

wasn’t, for any moment, a 
consideration of anything else.”

Patient, male, age NR




