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By prioritizing research 
questions, you can get an 
additional perspective on 
which questions are most 
important to answer

The use of core outcome 
sets (COS) facilitates that 
more research can be 
combined systematic 
reviews



Involvement of consumers in  research
prioritisation process of evidence gaps

By the involvement of consumers when prioritizing research questions, you can get an additional 
perspective on which questions are most important to answer





What are the most
important
research question?

Not likely that all questions will be 
researched.

• Priorities/choices of research are 
often made based on researchers 
and research funders

• More rarely based on what those 
who will be directly affected think 
is important



• JLA is an independent British organization that was established in 2004

• Funded by the National Institute for Health Research (NIHR) and 
operated by the NIHR Evaluation, Trials and Studies Coordinating Centre 
(NETSCC)

• Patients, consumers, carers and profession identify and prioritise the 
most important evidence gaps in their area ”Prioritising setting
partnerships”

• The top list of the research priorities are published

James Lind Alliance (JLA)





1314 submitted 
questions

62 
questions

130 participants
Majority patients 101

Passed on to survey 2> 
40 questions

Final meeting> 20 
questions

13 participants 
6 patients/ patient 

organisations



The final 
prioritization is a 
result of discussion 
and compromise 
from the 
participants

• The questions discussed at the meetings 
(approximately 20) are already prioritized

• Between 12-20 participants who are 
affected by the condition have jointly 
agreed that this is a prioritized question

• The list is sent out to everyone who 
participated in the prioritization surveys 
to try to capture dissenting opinions

• Some questions that have progressed are 
not included on the top list as the group 
believes that it's not actually more 
research that is needed but rather 
political decisions, or changes in practice

• Individual persons will have dissenting 
opinions



Published prioritising projects in
Research priority setting database

https://ois-old.lbg.ac.at/priority-setting-
database/



Priorotize research outcomes, 
development of a Core Outcome 
Set (COS)?
The use of core outcome sets (COS) facilitates that more research can be combined systematic 
reviews



How many different outcomes do 
you think are used in treatment 
studies in provoked vulvodynia?

63





Core outcome set
A few outcomes that should be measured in all future studies in a specific area

Video: https://www.youtube.com/watch?v=D0Q9vypSYeE

https://www.youtube.com/watch?v=D0Q9vypSYeE


Method

1. Ensure that a COS is needed  
− Check if one exists or is in the process of being 

developed

2. Specify 
− The population and the intervention 

3. Identify outcomes
− Which outcomes are used in the published research? 

− Which outcomes are important to 
patients/clients/professionals?
(survey or qualitative study)

4. Prioritising 
− Delphi survey

− Consensus meeting



Published COS projects in
The COMET database

https://www.comet-initiative.org/

https://www.comet-initiative.org/
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Thank you!
Website: sbu.se/en

http://www.sbu.se/en


If you want to know more, COMET
• COMET Initative

https://www.comet-initiative.org/

• COnsensus-based Standards for the selection of health Measurement Instruments (COSMIN)

https://www.cosmin.nl/

• The Core Outcome Set-STAndards for Development (COS-STAD)

https://journals.plos.org/plosmedicine/article?id=10.1371/journal.pmed.1002447

• The Core Outcome Set-STAndardised Protocol Items (COS-STAP)

https://trialsjournal.biomedcentral.com/articles/10.1186/s13063-019-3230-x

https://www.comet-initiative.org/Downloads/COS-STAP%20Reporting%20Checklist%20template.docx

• The Core Outcome Set-STAndards for Reporting (COS-STAR)

https://journals.plos.org/plosmedicine/article?id=10.1371/journal.pmed.1002148

https://www.comet-initiative.org/Downloads/COS-STAR%20Reporting%20Checklist%20template.docx

https://www.comet-initiative.org/
https://www.cosmin.nl/
https://journals.plos.org/plosmedicine/article?id=10.1371/journal.pmed.1002447
https://trialsjournal.biomedcentral.com/articles/10.1186/s13063-019-3230-x
https://www.comet-initiative.org/Downloads/COS-STAP%20Reporting%20Checklist%20template.docx
https://journals.plos.org/plosmedicine/article?id=10.1371/journal.pmed.1002148
https://www.comet-initiative.org/Downloads/COS-STAR%20Reporting%20Checklist%20template.docx


If you want to know more, JLA
• The priority setting project database

https://ois-old.lbg.ac.at/priority-setting-database/

• The James Lind Alliance

https://www.jla.nihr.ac.uk/

• JLA Guidebook

https://www.jla.nihr.ac.uk/jla-guidebook/

• Reporting guideline for priority setting of health research (REPRISE)

https://bmcmedresmethodol.biomedcentral.com/articles/10.1186/s12874-019-0889-3

https://www.jla.nihr.ac.uk/news/reprise-reporting-guidelines/24495

https://www.jla.nihr.ac.uk/
https://www.jla.nihr.ac.uk/jla-guidebook/
https://bmcmedresmethodol.biomedcentral.com/articles/10.1186/s12874-019-0889-3
https://www.jla.nihr.ac.uk/news/reprise-reporting-guidelines/24495


More

• EVBRES https://evbres.eu/

• EVIR- Ensuring Value in Reserch https://evir.org/about-us/

• TranspariMED https://www.transparimed.org/

• Catalogue of Bias https://catalogofbias.org/

• Enhancing the QUAlity and Transparency Of health Research (reporting guidelines) 
https://www.equator-network.org/reporting-guidelines/

• Testing treatments http://www.testingtreatments.org/

• THAT'S A CLAIM! https://thatsaclaim.org/

• Students 4 best evidence https://s4be.cochrane.org/

• …

https://evbres.eu/
https://evir.org/about-us/
https://catalogofbias.org/
https://www.equator-network.org/reporting-guidelines/
http://www.testingtreatments.org/
https://thatsaclaim.org/
https://s4be.cochrane.org/

