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•	 Involving a patient author on industry-sponsored publications is not common practice in Japan
•	 Patient authors were involved in two publications reporting the findings from two Nippon Boehringer Ingelheim  

(NBI)–sponsored qualitative studies in Japan involving in-depth interviews with patients (Figure 1). To broaden reach 
of the findings, the primary publications were submitted in English, with a secondary publication in Japanese 

	ശ Both patient authors were Japanese and did not speak English
•	 The objectives of this analysis were to:

	ശ Share experiences of medical publication professionals working with non-English–speaking patient authors on 
industry-sponsored publications in English and Japanese 

	ശ Gain feedback from the patient authors on their involvement in these publications

•	 Considerations for working with 
patient authors throughout 
the publication process are 
summarized (Figure 2)

	ശ The Patient Engagement Lead 
worked closely with publication 
professionals to review and 
customize the publication 
processes to facilitate patient 
author involvement

•	 There were a few language-specific 
challenges and learnings (Figure 3)

•	 Patient authors reported positive 
experiences and were motivated by 
a wish to raise disease awareness

•	 We retrospectively analysed the manuscript development process to review 
practical factors of working with the patient authors from two case studies 

•	 We focused on:

	ശ Differences from working with healthcare professional authors who are familiar 
with industry-sponsored publication processes 

	ശ Considerations for working with non-English–speaking patient authors on 
publications written in English

•	 Patient authors were interviewed before manuscript submission to gain feedback 
on their experience, motivations, and what being an author meant to them
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Figure 1: Overview of Studies and Patient Authors Included in the Case Studies
CASE 1: CKD CASE 2: RARE GENETIC DIABETES

Patient authors selected (met ICMJE authorship criteria plus additional considerations outlined in Figure 2)

Study
Online survey and patient advisory board for patients with CKD in Japan: 
research on experiences and perceptions of patients with CKD using 
mixed methods research

Study
Qualitative study: patients living with rare genetic diabetes in Japan

Patient author
•	 Person living with CKD and owner of an online community for 

people with CKD (male)
•	 Patient advisor for study

Manuscript published1 Manuscript in development

Patient author
•	 Person living with rare genetic diabetes (female)
•	 Study participant

Figure 2: Key Considerations for Working With Patient Authors in Japan Figure 3: Language-Specific
Considerations When Developing an
English-Language Publication With
Non-English—Speaking Patient Authors

Select a patient author
In addition to ICMJE criteria, we 
considered the following factors:
•	 Patients’ willingness to have their 

names published as authors
•	 Resources (eg, access to internet 

for meetings and emails)

Invite authors
We set up online meetings with 
patient author candidates to 
ensure they understood the 
manuscript development process 
and time commitments before 
they accepted authorship

BEFORE STARTING THE MANUSCRIPT DURING MANUSCRIPT DEVELOPMENT

Patient authors were not asked to use publications management 
software for assigned author tasks (ie, signing of author 
agreement and draft reviews/approval), as there is no Japanese 
language display option

For the author agreement, the NBI Patient Engagement Lead 
shared the file for electronic signature via DocuSign 

For review and approval of manuscript drafts, the Program 
Manager emailed the file to the patient authors

USE OF PUBLICATIONS MANAGEMENT SOFTWARE

1 2 3 4 5

Collect input on drafts
•	 Patient authors provided limited feedback on initial drafts, 

which were sent via email from a program manager
•	 Subsequently, we set up a structured online meeting with the 

patient author, internal authors, Patient Engagement Lead, and 
Publication Manager to gain feedback from the patient author

•	 Patient authors were not asked to use publications 
management software, as there is no Japanese language 
display option

Author agreement
The current template was in English 
and created with HCPs in mind
•	 We adapted the template to 

include a plain language section 
and reference to patient authors 
before translating it into Japanese

To meet the needs of non-English–speaking patient authors, we 
developed the paper in Japanese and translated it into English  
for submission

Based on our learnings, it would be more practical to write the 
manuscript in English (ie, the language in which the primary 
paper is to be published) and to create/update a translated 
version of each draft for review by a patient author

LANGUAGE AND TRANSLATION

Patient authors were Japanese and did not speak English

CKD, chronic kidney disease; ICMJE, International Committee of Medical Journal Editors.

HCP, healthcare professional; ICMJE, International Committee of Medical Journal Editors. NBI, Nippon Boehringer Ingelheim.

Kick-off meeting
•	 The mode of the kick-off meeting was determined based 

on the patient authors’ experiences in industry-sponsored 
research/patient engagement activities:
�	 Kick-off meeting for all authors (including HCP and  

patient authors) 
or
�	 Kick-off meeting for all authors except patient authors, 

who had separate individual calls with the Patient 
Engagement Lead and Publication Manager

•	 The meeting slide deck was prepared in plain language in 
Japanese and adapted to remove jargon and unfamiliar terms
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before translating it into Japanese
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Patient authors were Japanese and did not speak English

CKD, chronic kidney disease; ICMJE, International Committee of Medical Journal Editors.
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Kick-off meeting
•	 The mode of the kick-off meeting was determined based 

on the patient authors’ experiences in industry-sponsored 
research/patient engagement activities:
�	 Kick-off meeting for all authors (including HCP and  

patient authors) 
or
�	 Kick-off meeting for all authors except patient authors, 

who had separate individual calls with the Patient 
Engagement Lead and Publication Manager

•	 The meeting slide deck was prepared in plain language in 
Japanese and adapted to remove jargon and unfamiliar terms

“My experience as a person with CKD will 
be published in a manuscript, which will 
reach HCPs, bring the voice of the existing 
people with CKD to the world, and help 
people with CKD in the future. I really 
think being a patient author provided a 
very valuable experience for me.”

“While there seem to be many opportunities for 
patients with rare diseases and cancer to have their 
voices heard, such opportunities are limited for patients 
with a common disease such as CKD. ..... I hope that 
diseases other than rare diseases and cancer will 
receive more coverage in the future and that the voices 
of patients with common diseases will be widely heard.”

“I am planning to inform a wide range 
of people with CKD of the publication 
through my patient community’s website 
and my own Twitter account. I want to let 
people with CKD know that we can be 
authors on the same footing as physicians.”

Patient Author with CKD (Case Study 1)

CKD, chronic kidney disease; HCP, healthcare professional.
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Author agreement
The current template was in English 
and created with HCPs in mind
•	 We adapted the template to 

include a plain language section 
and reference to patient authors 
before translating it into Japanese

To meet the needs of non-English–speaking patient authors, we 
developed the paper in Japanese and translated it into English  
for submission

Based on our learnings, it would be more practical to write the 
manuscript in English (ie, the language in which the primary 
paper is to be published) and to create/update a translated 
version of each draft for review by a patient author

LANGUAGE AND TRANSLATION

Patient authors were Japanese and did not speak English

CKD, chronic kidney disease; ICMJE, International Committee of Medical Journal Editors.

HCP, healthcare professional; ICMJE, International Committee of Medical Journal Editors. NBI, Nippon Boehringer Ingelheim.

Kick-off meeting
•	 The mode of the kick-off meeting was determined based 

on the patient authors’ experiences in industry-sponsored 
research/patient engagement activities:
�	 Kick-off meeting for all authors (including HCP and  

patient authors) 
or
�	 Kick-off meeting for all authors except patient authors, 

who had separate individual calls with the Patient 
Engagement Lead and Publication Manager

•	 The meeting slide deck was prepared in plain language in 
Japanese and adapted to remove jargon and unfamiliar terms

“I suffer from a very rare disease which is only known among a very small 
number of HCPs. Currently no pharmacological therapy indicated for the disease 
is available. I am raising a child and have found out that there is a possibility that 
my child may also develop the disease, requiring hospitalisation for tests once 
a year. I decided to become an author in the hope that I can help raise disease 
awareness among the public for the sake of my child and further contribute to 
the advancement of medical care.”

“I didn’t feel any particular difficulty 
throughout the entire process, including the 
author agreement, kick-off meeting, draft 
review, etc. I would like to be an author again 
if given another opportunity in the future.”

Patient Author with Rare Genetic Diabetes (Case Study 2)

HCP, healthcare professional.
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