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CONCLUSIONS

Co-created plain language lexicons can broaden access to GU cancer research

Plain language lexicons can support better communication by encouraging healthcare 
professionals to use language that enables informed, 
shared decision-making

Ongoing evaluation will assess how well these lexicons support understanding and 
continued engagement in research among people living with GU cancer

CONCLUSIONS

GU, genitourinary.
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INTRODUCTION

• Inclusive cancer research and care requires involving people across a range of literacy levels 
and life experiences1

• Technical terminology can unintentionally limit the full participation of people with lived experience of 
cancer in research and care2

• Plain language lexicons provide commonly understood terms and definitions that support understanding 
and engagement3,4

INTRODUCTION

GU, genitourinary. 

1. Holden CE, et al. PLoS ONE 2021;16(11):e029815. 2. Dews SA, et al. Curr Med Res Opin 2024;40(2):279-291. 3. Ježek E. The lexicon: An introduction. Oxford University Press; 2016. 
4. Warde F, et al. Can Med Educ J 2018;9(2):e52-e59. 

To make genitourinary (GU) cancer research more accessible 
by using non-technical language that is more readily understood by the public

OBJECTIVE
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METHODS

• A four-step co-creation5 process was undertaken with people living with GU cancer, 
advocates, and company stakeholders (Figure 1)

• Lexicons were developed for bladder and prostate cancer

• Johnson & Johnson facilitated the process to help make research easier to access 
and understand for people living with GU cancer

METHODS

GU, genitourinary.

5. Greenhalgh T, et al. Milbank Q 2016;94(2):392-429.

Identifying 
the problem

1

Social media

Patient education 
resources

Virtual interviews

Developing & 
refining

2

Virtual 1–1 
co-creation sessions

Testing 3

Test the language

Finalizing 4

Completed lexicons

Align on the utility

Figure 1: Lexicon development process
 FIGURE 1 Lexicon Development ProcessFIGURE 1

Lexicon Development Process

Update and evolve 
over time in response to 
feedback
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RESULTS
RESULTS

• A total of 146 terms were included in the lexicons

• The lexicons were designed to mirror the experience 
of living with GU cancer; example terms aligned with 
the journey are shown in Figure 2

• Following rollout in 2025, the lexicons have supported 
researchers in using terms designed to be more inclusive of 
lived experience perspectives and improve accessibility of 
research data

• The lexicons have been used by cross-functional teams on 
projects including advisory boards, surveys, and publications 

• The lexicons also serve as a reminder of the importance of 
using appropriate language to promote informed shared 
decision-making

RESULTS

GU, genitourinary.

Prostate cancer

84 terms

Bladder cancer

62 terms

“Talk to me like a person, not a 
diagnosis. A little empathy helps me 

face the hardest moments”

Prostate Cancer Survivor
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RESULTS
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Initial symptoms and testing

Technical term:
Genetic alteration

Plain language term:
DNA change

Rationale/use:
Avoid ‘mutation, mutant, 
or alteration’; reduces stigma 
and avoids confusion

Surgical treatments

Technical term:
Radical cystectomy

Plain language term:
Bladder (and other sexual organ) removal 
surgery

Rationale/use:
Provides an explanation of the impact of 
radical cystectomy beyond the bladder, 
impacting quality of life

Non-surgical treatments

Technical term:
Anti-tumor effect

Plain language term:
Slow or stop the growth of a tumor

Rationale/use:
Avoid ‘war language’ like ‘fighting’ or 
‘attacking’ which can be viewed as 
toxically positive

Diagnosis

Technical term:
Castration-sensitive 
prostate cancer

Plain language term:
Prostate cancer that responds to 
hormone-lowing treatment

Rationale/use:
Avoid using ‘castration’ in all cases 

Clinical trial terminology

Technical term:
Complete response

Plain language term:
No cancer after treatment

Rationale/use:
Alternative, simpler language

Treatment side effects

Technical term:
Neutropenia

Plain language term:
Low count of a type of white blood cell

Rationale/use:
Alternative, simpler language

Long term treatment and monitoring

Technical term:
Surveillance

Plain language term:
Monitoring

Rationale/use:
Alternative, simpler language

Figure 2: Lexicon structure and example 
terms from the bladder 
and prostate cancer lexicons

This
 m

ate
ria

l is
 di

str
ibu

ted
 fo

r s
cie

nti
fic

 pu
rpo

se
s o

n J
&J M

ed
ica

l C
on

ne
ct,

 an
d i

s n
ot 

for
 pr

om
oti

on
al 

us
e



KEY TAKEAWAY
KEY TAKEAWAY

CONCLUSIONS
CONCLUSIONS

INTRODUCTION
INTRODUCTION

METHODS
METHODS

RESULTS
RESULTS

APPENDIX
APPENDIX

 FIGURE 2 Lexicon Structure and Example TermsFIGURE 2
Lexicon Structure and Example Terms

NAVIGATION

Alex Filicevas, Keith Crawford, Jola Ignaciuk, and Michelle Hull

Fostering Inclusive Language for Genitourinary Cancer Research: 
A Multi-Stakeholder Co-Creation Effort

 FIGURE 1 Lexicon Development ProcessFIGURE 1
Lexicon Development Process

Presented by A Filicevas at the 2026 American Society of Clinical Oncology Genitourinary Cancers Symposium (ASCO-GU); 

February 27, 2026; San Francisco, CA, USA

APPENDIX

REFERENCES:
1. Holden CE, et al. PLoS ONE 2021;16(11):e029815. 

2. Dews SA, et al. Curr Med Res Opin 2024;40(2):279-291. 

3. Ježek E. The lexicon: An introduction. Oxford University Press; 2016.

4. Warde F, et al. Can Med Educ J 2018;9(2):e52-e59.

5. Greenhalgh T, et al. Milbank Q 2016;94(2):392-429. 

DISCLOSURES:

• Alex Filicevas: Employment: World Bladder Cancer Patient Coalition, which receives funding from Astellas, AstraZeneca, Bristol Myers Squibb, EMD Serono, 
Johnson & Johnson, Merck & Co., Pfizer, Roche, and Seagen; Volunteer Board Membership: All.Can International (up until May 2025), which receives funding from Amgen, Bristol Myers 
Squibb, Johnson & Johnson, Illumina, and Roche.

• Keith Crawford, MD, PhD: Employment: Prostate Health Education Network; Consultancy: American Cancer Society, Novartis, Pfizer.

• Jola Ignaciuk and Michelle Hull: Employment: Johnson & Johnson.

ACKNOWLEDGMENTS:
We thank the people living with GU cancer, advocates, caregivers, clinicians, and researchers who provided valuable insights toward the development of these plain language lexicons. This work 
was sponsored by Johnson & Johnson. Medical writing support was provided by Simon R. Stones, PhD, ISMPP CMPP , of Amica Scientific, and funded by
Johnson & Johnson.

APPENDIX

This
 m

ate
ria

l is
 di

str
ibu

ted
 fo

r s
cie

nti
fic

 pu
rpo

se
s o

n J
&J M

ed
ica

l C
on

ne
ct,

 an
d i

s n
ot 

for
 pr

om
oti

on
al 

us
e


	Slide 1: Fostering Inclusive Language for  Genitourinary Cancer Research:  A Multi-Stakeholder Co-Creation Effort
	Slide 2: KEY TAKEAWAY
	Slide 3: CONCLUSIONS
	Slide 4: INTRODUCTION
	Slide 5: METHODS
	Slide 6: RESULTS
	Slide 7: RESULTS
	Slide 8: APPENDIX



