
SWEDISH AGENCY FOR HEALTH TECHNOLOGY ASSESSMENT AND ASSESSMENT OF SOCIAL SERVICES

Is research waste 
avoidable?

Marie Österberg
SBU



We need less research, better research and 
research done for the right reasons
Doug Altman The scandal of poor medical research BMJ 1994



85% of Health Research 

Funding is wasted avoidable

Sir Iain Chalmers and Paul Glasziou
‘Avoidable waste in the production and reporting of research evidence’, The Lancet, Volume 374, Issue 

9683, Pages 86 - 89, 4 July 2009, 





Questions relevant to clinicians and patients

Poor engagement of end users of research in research questions and design

• Increase involvement of patients and clinicians in shaping research 
agendas and specific questions and outcomes

Best way for families 
to access real 
practical support

How can 
practitioners 
work best with 
men and fathers?

Social Care Research Wales – Family Support Services
(priority setting in association with the JLA) Top 10

How can families 
be supported to problem-
solve for themselves and 
take more control 
over their lives?



Appropriate design and methods
Incentives in fellowships and career paths to do primary research even if 
of low relevance

• Emphasise initial training in critical appraisal and systematic reviews 
rather than the conduct of primary research

Incentives for primary research ignore the need to use and improve on 
existing research on the same question

• Research funding bodies should require—and support—grant 
proposals to build on systematic reviews of existing evidence

Published research fails to set the study in the context of all previous 
similar research

• Journal editors should require new studies to be set in the context 
of systematic assessments of related studies

Nørgaard B, Draborg E, Andreasen J, Juhl CB, Yost J, Brunnhuber K, Robinson KA, Lund H. 
Systematic reviews are rarely used to inform study design - a systematic review and meta-
analysis. J Clin Epidemiol. 2022 May;145:1-13. doi: 10.1016/j.jclinepi.2022.01.007. Epub 2022 
Jan 16. PMID: 35045317. https://pubmed.ncbi.nlm.nih.gov/35045317/



Appropriate design and methods
Poor training in research methods and research reporting

• Require training of all clinicians in methodological flaws and biases in 
research; improve training in research methods for those doing research 
apprenticeships

Lack of methodological input to research design and review of research

• Increase numbers of methodologists in health- and social care research, in 
the assessment of funding application and in ethical review

Many journal reviews focus on expert judgments about contribution to knowledge, 
rather than methods and usability

• Supplement peer review of studies with review by methodologists and end 
users

Psychological and psychosocial interventions in 
forensic psychiatric care



Accessible full publication & Unbiased and usable 
report
Non-registration of trials

• Require—by incentives and regulation—registration and publication of 
protocols for all clinical trials at inception

Failure of sponsors and authors to submit full reports of completed research

• Support timely open access to full results on completion

Poor awareness and use by authors and editors of reporting guidelines

• Increase author and journal awareness of and training in reporting 
guidelines, such as CONSORT and STARD statements

Space restrictions in journals prevent publication of details of interventions 
and tests

• Support free access repositories—separate from any publications—so 
that clinicians and researchers have details of the treatments, test, or 
instruments studied

Relative risk of showing benefit or harm of treatment by year of publication for 
large NHLBI trials on pharmaceutical and dietary supplement interventions



What is James Lind Alliance? 
By prioritizing research questions with the JLA method, you can get an additional perspective on 
which questions are most important to answer



• JLA is an independent organisation in England 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

• The top list of the research priorities are published
• ”Prioritising setting partnerships”

Involvement of consumers in  research
prioritisation process of evidence gaps



Published prioritising projects in
Research priority setting database

https://ois.lbg.ac.at/en/project-database

https://ois.lbg.ac.at/en/project-database


Method



Example



References
• The priority setting project database

https://ois.lbg.ac.at/en/project-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://ois.lbg.ac.at/en/project-database
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


What is a core outcome set (COS) and 
COMET?

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



“This report identifies many 
scientific uncertainties. This is in 
part due to study heterogeneity, 
that is, the inconsistent 
definitions of endometriosis in 
diagnostic studies, variations in 
the length of treatment or 
follow-up, and inconsistent 
evaluation and reporting of 
outcomes (dysmenorrhea, 
dyspareunia and pelvic pain) 
that make it difficult to reliably 
assess the body of evidence.“



1.Breast cancer — patients/patient 
representative and health 
professionals considered the 
primary outcome to be the most 
important outcome for 8/21 primary 
outcomes

2.Nephrology — patients and health 
professionals considered the 
primary outcome to be the most 
important outcome for 5/25 primary 
outcomes

Treweek S, Miyakoda V, Burke D, Shiely F. Getting it wrong most of the time? Comparing trialists' choice of primary outcome 
with what patients and health professionals want. Trials. 2022 Jun 27;23(1):537. doi: 10.1186/s13063-022-06348-z. PMID: 
35761293; PMCID: PMC9235090.

(1) We identified a body of late-
stage trials in two clinical areas 

(2) We identified the primary and 
secondary outcomes for these 
trials. 

(3) We randomly ordered these 
outcomes and presented them to 
patients and healthcare 
professionals, and we asked them 
to rank the importance of the 
outcomes





WHAT 
should be 

measured?

WHEN 
should it be 
measured?

HOW
should it be 
measured?



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


Published COS projects in
The COMET database

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

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


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



Example



References
• COMET Initative

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

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

https://www.cosmin.nl/

https://static-content.springer.com/esm/art%3A10.1186%2Fs13063-016-1555-
2/MediaObjects/13063_2016_1555_MOESM2_ESM.pdf

• 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://static-content.springer.com/esm/art%3A10.1186%2Fs13063-016-1555-2/MediaObjects/13063_2016_1555_MOESM2_ESM.pdf
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


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/


SWEDISH AGENCY FOR HEALTH TECHNOLOGY ASSESSMENT AND ASSESSMENT OF SOCIAL SERVICES

Thank you!
Website: sbu.se/en

Twitter: twitter.com/SBU_en
INSIA Twitter: twitter.com/INSIA_Official

http://www.sbu.se/en
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