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Education materials on bladder cancer:
a scoping review and recommendations for future initiatives
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Bladder cancer (BCa) is the fiftth 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.

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
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healthcare professionals, and future material
development within BClear.
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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.
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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 & Patients

9 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

>

b
>

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

2 Ensure continuous
updates

9 Incorporate specific
elements to aid SDM

> Go beyond
education —
empower users with
clear action items

Public & Patients

9 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, eg. through
your patient
organisation or peer
support group.

Healthcare Professionals

9 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 locall
workflow and population

Incorporate peer
support or modeling
through patient
advocates

Incorporate all phases:
pre-, peri- and post-
discharge
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0z U 6 i e i G o ClE) e s B e i 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 (GFl), 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 (Al), 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 (Al).
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