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Patients Included journal charter clauses: 

Å At least two patients sit on the editorial board of the journal. 

Å Patients routinely publish editorials, reviews, or research articles in the journal as authors. 

Å Patients serve as peer reviewers of submissions to the journal. 

Å The journal is an open access publication, with no barriers to access full text content. 

ñThat there should be so much talk about what 

patients need and want without them being present 

prompted me to take action.ò ï Lucien Engelen 



Why involve patients in journals? 

ÅPublish what is relevant, meaningful and important to patients 

ÅAlign scope and content to address patient priorities 

ÅGain insights for patient-centred research, practice and policy 

ÅAmplify the patient voice to the readership 

ÅEmpower patients 

 



Currently in PDI 



More active involvement needed? 



Å Authors required to complete a “patient involvement” statement: setting the research question, outcome measures, 
design and implementation, dissemination 

Å Patient review of all relevant research papers, education and commentary articles (database of patients, patient 
advocates, caregivers) 

Å Co-production of educational/comment articles (e.g. editorials, analysis) with patients/caregivers + reviewed by patients 

Å Patients invited as sole authors for comment pieces, including editorials 

Å Monthly patient-led series “What your patient is thinking” 

Å Inviting submissions for the BMJ Opinion Patient Perspectives Series 

Å“Partnership in Practice” – illustrative example where patients and health professionals work together to co produce 
change in practice, education, research, and policy 

Å Appointment of patient/caregiver editors to bring the patient perspective to international discussion and decision-
making bodies 

 





The PPI statement should appear at the end of the Methods section. It 

should answer the following questions: 

Å How was the development of the research question and outcome measures 

informed by patientsô priorities, experience, and preferences? 

Å How did you involve patients in the design of this study? 

Å Were patients involved in the recruitment to and conduct of the study? 

Å How will the results be disseminated to study participants? 

Å For randomised controlled trials, was the burden of the intervention assessed 

by patients themselves? 

Å Patient advisers should also be thanked in the contributorship 

statement/acknowledgements. 

Å If patients were not involved, authors must state this. 



Å Patient Voice Editors: Paul Conway, Kevin 

Fowler, Lori Harwell 

Å Ask patients to write an editorial ï patientôs 

perspective on one article published every 

month 

Å Provide feedback to clinicians and 

researchers on the importance and 

limitations of nephrology research and what 

more needs to be done 







Decision-making roles 

ÅPatient-partners on the Editorial Board 

ÅPatient reviewers 

Patient/co-produced publications 

ÅPatient editorials 

ÅPatient voices articles 

ÅCo-production of papers 

Report patient involvement/experience 

ÅChange authorship policies ï statement on patient involvement/perspective 

ÅQualitative studies ï reporting guidelines, call for patient perspective articles 


