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Any beneficial intervention can have 
adverse effects

Research policies and regulations that 
make it easier to conduct research – can 
have adverse effects

e.g. Publication Bias



REWARD statement (www. researchwaste.net)
… “We believe we have a responsibility not just to 
seek to advance knowledge, but also to advance the 
practice of research itself. This will contribute to 
improvement in the health and lives of all peoples, 
everywhere. “



AVOIDABLE WASTE OR INEFFICIENCY IN 
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Funding agency Country

National Institute for Health Research (NIHR) UK

Medical Research Council  (MRC) UK

Wellcome Trust (WT) UK 

French Ministry of Health (FMoH) France

l’Agence Nationale de la Recherche (ANR) France

Deutsche ForschungsgemeinschaftDeutsche (DFG) Germany

The Netherlands Organisation for Health Research and 
Development (ZonMw)

Netherlands

Danske Regioner (DR ) Denmark

Regional Health Authorities (RHA ) Norway

National Health and Medical Research Council (NHMRC) Australia
Canadian Institutes of Health Research (CIHR) Canada
National Institutes of Health  (NIH) USA

Patient-Centered Outcomes Research Institute (PCORI) USA

• Browsing websites
• Using Manuals and Handbooks
• Searching websites 
• Make-up of committees

Note – the project focuses only on information available on 
the website. We will later contact funders to assessed 
whether we have accessed appropriate information and 
interpreted it appropriately
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French Ministry of Health (FMoH) 
National Institute for Health Research (NIHR)
The Netherlands Organisation for Health Research 
and Development (ZonMw)
National Health and Medical Research Council 
(NHMRC)
Regional Health Authorities (RHA )

Canadian Institutes of Health Research (CIHR) 

Wellcome Trust (WT)

Medical Research Council  (MRC)

National Institute of Health  (NIH)

Danske Regioner (DR )

l’Agence Nationale de la Recherche (ANR)

Deutsche ForschungsgemeinschaftDeutsche (DFG)
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How priorities are set? Are patients and public involved?

UK NIHR
Netherlands ZonMw

USA PCORI

UK MRC

Norway RHA 

Australia NHMRC

Canada CIHR

USA NIH

UK Wellcome
trust 

France FMoH

France ANR

Germany DFG

Denmark DR 

Prioritisation process is transparently 
and patients are partners in the decision
making
Some information on the plan for a 
prioritisation process but not on 
implementation

Patients involvement is very limited

No patient involvement in the priority setting 
process
No information on how priorities are set



PCORI engagement principles:
• Reciprocal relationships
• Co-Learning
• Partnerships
• Transparency



Separate ‘health’ and ‘social care’ 
prioritisation panels. The health panel:
Public members: 6
Universities (Deputy Chairs): 2
Practice/Service Providers: 5
Policy : 5 

Public members (usually two) will be sought 
for each funding board. Public members will 
be recruited via open advert on the Health 
and Care Research Wales website and 
through the Involving People team









• Topic generation
 engagement of multiple stakeholders, especially patients, is 

critical at this stage
• Systematic review and Gap analysis
• Value of information analysis
• Peer and stakeholder review



Are applicants who seek support for new research required to 
refer to systematic reviews of existing evidence? 

Primary research is not funded 
without a systematic review
Only Clinical trials are not funded 
without a systematic review
Systematic reviews are encouraged 
before new research but are not 
mandatory
Primary research is funded without 
a systematic review

UK NIHR

USA PCORI

UK MRC

UK WT

Germany DFG

Netherlands ZonMw

Canada CIHR

France FMoH

France ANR

Denmark DR 

Norway RHA 

Australia NHMRC

USA NIH



NIHR definition of a systematic review

• Is completed according to a predetermined methodology
• Methodology is adequately described to allow, in principle, 

replication by others
•  Has well defined and justified inclusion and exclusion criteria
•  Minimises bias and random error in a way proportionate to 

the risk of an inappropriate funding decision
• Maximises completeness in a way proportionate to the risk of 

an inappropriate funding decision
•  References ongoing studies
•  Critically appraises for quality and relevance
• Synthesises [in a credible way and without introduce new 

bias]



PCORI definition of a systematic review
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Examples of research support infrastructure 

NIHR UK NIHR has research design services 
throughout the country to support 
researchers

MRC UK The MRC support research infrastructure e.g. 
Hubs for Trials Methodology Research 
(HTMR) Network. 

FMoH France The French Ministry of Health supports 
hospital-based research structures (DRCI) 
and regional networks (REGSI) to support and 
train researchers.



Examples of research support infrastructure 

CIHR Canada CIHR, as part of its strategy for Patient-
Oriented Research (SPOR), supports 
patient-oriented research and trials 
(SUPPORT) units.

NHMRC Australia NHMRC funds pre-defined networks 
such as the Population Health Research 
Network. 

NIH USA NIH has extensive research 
infrastructure that supports registries 
and biomedical information systems. 







Does the funder provide targeted funding to undertake 
“research on research”?

UK NIHR/MRC
Netherlands ZonMw
USA PCORI
France FMoH
France ANR
Canada CIHR
USA NIH
UK WT
Germany DFG
Norway RHA 
Australia NHMRC
Denmark DR 

Dedicated funding programme 
for methodological research 

Methodological research can be 
funded but there is no 
dedicated programme for it

Only support internal staff 
working on methodological 
research.
Not funding methodological 
research 



MRC/NIHR ZonMW PCORI
Methodology research 
programme

Responsible Research 
Practices (FRRP)

Patient-Centered
Outcomes Research and 
Methodological Research 

Study of how best to 
design, conduct, analyse 
and evaluate medical and 
health research…

..to encourage quality, 
integrity, efficiency and 
positive social impact in 
scientific and academic 
research…. 

Improving methods for the 
design and conduct of 
clinical studies…



Does the funder require registration of research? 

All studies have to be 
registered in an existing 
registry before they start
Only clinical trials need to be 
registered in an existing 
registry before they start
No requirement to register 
studies before conducting 
them. 

UK NIHR
Netherlands ZonMw
USA PCORI
UK WT
UK MRC
France FMoH
France ANR
Germany DFG
Norway RHA 
Australia NHMRC
Canada CIHR
USA NIH
Denmark DR 
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We know…
• There are some helpful practices and policies 

that are adding value and reducing research 
waste in research funding organisations.

• Limited knowledge on what policies and 
practices are leading to the outcomes we hope 
for.

We need to learn more

• Discussion on constructing and implementing 
better practices and policies that add value and 
reduce research waste in research funding 
organisations.

• Need data to evaluate the performance of these 
practices and policies in achieving our goals to add 
value to research and reduce research waste. 

• We will repeat the survey to monitor progress. 



Ensuring Value in Research (EViR) Funders’ Collaboration and 
Development Forum
• Discussions during a meeting at the NIHR’s 10-year 

anniversary in London in May 2016 led to the proposal of a 
forum for funders. 

• The Forum had its first meeting on 27 January 2017 in 
London and it was chaired by individuals from three major 
research funders: NIHR (UK), ZonMW (Netherlands) and 
Patient-Centered Outcomes Research Institute (PCORI –
USA).

• The second meeting was organised in Amsterdam on 1 June 
2017 hosted by ZonMW in Hague (Netherlands). 

• The third meeting will be in Nov 2017 in Washington (USA) 
hosted by PCORI in Washington, USA. 

• Health and Care Research Wales is a member of EViR.
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