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Background
Bladder cancer (BCa) is the fifth most 
common cancer in Europe and profoundly 
impacts patients and families. Despite its burden, 
BCa health literacy remains low across Europe, 
particularly in lower income countries.  
This hinders primary prevention, early symptom 
recognition, and informed shared decision-
making (SDM). High-quality education materials 
are essential to enhance health literacy and 
informed SDM.

Aim
As part of the EAU Patient Office-led BClear 
project (BCa Literacy for All: Advancing 
Knowledge and Care in Europe), this scoping 
review aims to (1) identify and synthesize existing 
BCa education materials, and (2) formulate 
recommendations for patients, the public, 
healthcare professionals, and future material 
development within BClear.

Methods
A scoping review was conducted following JBI 
and PRISMA-ScR methodology (PMID: 33038124). 
Eligible sources included education materials 
for the public or BCa patients (MIBC/NMIBC) 
covering prevention, diagnosis, or care aspects, 
in any format or European language (incl. English). 
A comprehensive search of scientific and grey 
literature was conducted, supplemented by 
citation tracking. Outcomes of interest included 
content, accessibility, readability, impact, 
and quality.

Results
Of 1253 titles screened, 35 met inclusion criteria. 
Studies were grouped by focus: any assessment 
of patient education materials (PEMs, n=24) 
and evaluation of perioperative education 
programmes (PEPs, n=11). Fig. 1 summarises target 
populations, PEM or study types, assessments, 
and corresponding tools. Overall, PEMs were 
often of poor to moderate quality, difficult for lay 
persons (readability above average levels), and 
lacked patient involvement in design or review, 
limiting comprehension and actionability. PEPs 
improved short-term physical and psychological 
outcomes, but evidence was mostly non-
European. Recommendations for three groups 
(Fig.1) were developed based on the synthesis of 
the included studies.

Conclusion
This scoping review identified a wide range of 
BCa education materials, though overall quality 
was limited. PEM assessments mainly rely on 
objective metrics, overlooking actual patient 
comprehension and usability. This review provides 
recommendations for public, patients, healthcare 
professionals and developers to inform the 
creation of educational toolboxes and decision 
aids within BClear.
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Public, BCa patients,  
(uro-) onco patients

BCa patients: radical cystectomy +  
urinary diversion, Caregivers

Education Material Studies Identified
n = 35

Perioperative Educational Programme (PEP)
n = 11

Public & Patients
 � Verify source reliability 
through references 
and accreditation

  �Specifically search 
for PEM provided by 
patient association

 � When using LLM, 
incorporate basic 
PROMs for simplified 
lay language and 
reliable references

 � Be aware that LLMs 
may censor contentor 
avoid sensitive topics

Healthcare Professionals
 � Actively refer patients to 
appropriate sources (text/
video)

 � Stay familiar with local 
(digital) resources

 � Check not only for 
quality, but also for 
comprehensibility

 � Use PEMs to facilitate SDM

 � Recognize patient’s 
use of LLMs and, when 
applicable, guide them 
with suitable prompt 
suggestions

PEM Developers
 � Focus on meeting 
informational needs, 
rather than purely on 
quality/readability

 � User-centered 
design approach

 � Ensure continuous 
updates

  �Incorporate specific 
elements to aid SDM

 � Go beyond 
education – 
empower users with 
clear action items
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eye-tracking, 
knowledge survey

UES, SES6G

UES, ECUDS,
30-item KAP

COHQOL-O,
WHOQOL-100

EORTC-QlQ-30,  
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Other outcomes

FKGL, SMOG,
FRES, CLI, GFS, ARI, 
FKRE, FRG, FORCAST, 
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Readability

Google, PageRank Alexa 
traffic, Rank DELICIOUS 
HERA tool, TAW tool

Popularity

FKGL, SMOG,
FRES, CLI, GFS,
ARI, FRG, 
SVM classifier 
(L-Score)

Readability
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CNA, Zarit 
Burden 
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Demographic, 
Complication 
rate
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PEM: Automated Readability Index (ARI), Flesch–Kincaid Grade Level (FKGL), Flesch–Kincaid Reading Ease (FKRE), Flesch Reading Ease (FRE), Coleman–Liau Index (CLI), Fry Readability Graph (FGR), DISCERN Instrument (DISCERN), Patient 
Education Materials Assessment Tool– Audiovisual version (PEMAT-AV), Gunning Fog Index (GFI), Simple Measure of Gobbledygook Index (SI), New Fog Count (NFC), Raygor Estimate Plot (REP), Huertas Formula – Inflesz Scale (HfIS), Shared-
Decision Making (SDM), Artificial Intelligence (AI), PEM: Automated Readability Index (ARI), Flesch–Kincaid Grade Level (FKGL), Flesch–Kincaid Reading Ease (FKRE), Flesch Reading Ease (FRE), Coleman–Liau Index (CLI), Fry Readability Graph 
(FGR), DISCERN Instrument (DISCERN), Patient Education Materials Assessment Tool– Audiovisual version (PEMAT-AV), Gunning Fog Index (GFI), Simple Measure of Gobbledygook Index (SI), New Fog Count (NFC), Raygor Estimate Plot (REP), 
Huertas Formula – Inflesz Scale (HfIS), Shared-Decision Making (SDM), Artificial Intelligence (AI).

DISCERN
PEMAT-AV
HONcode

Healthcare Professionals

  �Familiarize yourself with existing 
peri-operative education 
programmes (that could be 
adopted or recommended)

 � �When providing education, 
involve caregivers

 � When providing stoma-
education, use real materials

  �If PEPs are not available 
in your hospital, consider 
referring patients to patient 
organisations or peer support 
groups

PEM Developers

 � Design multi-component 
PEP, selecting the most 
suitable format for each 
component (video/
visuals/app/nurse-led)

 � Align with the local 
workflow and population

 � Incorporate peer 
support or modeling 
through patient 
advocates

  �Incorporate all phases: 
pre-, peri- and post-
discharge

Public & Patients

  �Involve your caregivers 
and/or family when 
receiving or searching 
for perioperative 
information

 � �As perioperative 
education can  
improve your 
outcomes, you may 
look for information 
yourself if it’s not 
offered, e.g. through 
your patient 
organisation or peer 
support group.

Interviews
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