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STARWORKS NETWORK

COMMENT

MATERIALS The interplay OPEN ACCESS Paywall
of minerals security and documentary hits screens
US foreign policy p.36 e, as Plan Slands pa7

INTERNET The rise of Reddit
— social software or social
malware? p.34

METRICS Patients, farmers and
more must co-create tools to
evaluate and incentivize p.32
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Children with artificial limbs and their carers talk to

and industry ives about i

Co- productlon from
proposal to paper

Three examples show how public participation in research can be
extended at every step of the process to generate useful knowledge.
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(Nature, 2018; Durose et al, 2018; Hicke, 2018)
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Democratizing
clinical research

Keith Lloyd and Jo White commend a way for patients,
clinicians and scientists to set priorities jointly.

esearch priorities are rarely set
Rdemucmucmlly. Whereas clinical
science is largely about establish-
ing which treatments work best for whom,
sadly, the views of those with most to gain
or lose — patients — are generally ignored.
Academics, industry and other big players
with vital roles in developing treatments
tend to set the agenda. But their priorities
differ from those of patients and clinicians.
For example, the outcomes measured ina
trial of a drug may not be those of interest
to the people who will actually take it.
The inclusion of patient demands is not
a panacea. It can divert scarce research
resources and delay important treatments’.
One solution is to try to harmonize the
perspectives of patient and clinician. This
is what the James Lind Alliance (JLA) Pri-
ority Setting Partnerships in Oxford, UK,
attempt, perhaps uniquely. Established
in 2004 and funded by the UK Medical
Research Council and National Institute
for Health Research (NIHR), the JLA

brings together patients, carers and clini-
cians to identify and rank questions about
the effects of treatments for a given disease.
Clinicians and academics — who may never
meet patients — find long-held beliefs chal-
lenged and sometimes overturned.

The JLA process has recently been
applied to schizophrenia — a mental illness
affecting about one person in a hundred
worldwide. We were involved in this exer-
cise as clinical academics. This, plus our
experience as recipients of grants and from
within funding bodies, convinces us that
money rarely goes to the studies that those
with mental illness would choose. We

therefore urge funders to adopt this list of

top priorities for schizophrenia (see “Top
ten treatment uncertainties’), and entreat
other countries and organizations to use
the technique involved in compiling it to
steer other clinical research.

Between 2007 and 2009, we and other
collaborators from the JLA Partnership
collated 489 potential uncertainties about
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(Lloyd & White, Nature, 2011)

James Lind Alliance
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