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We need less 
research, 
better 

research, and 
research done 
for the right 

reasons
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Better research?





…clinical trials have much 
less public involvement than 
other types of research.



Research done 
for the right 
reasons

Participant, Neuro-oncology PSP

…a truly 
collaborative 

effort…… 
clinical 

research will 
be relevant, 
focused and 
cohesive  





Designed 
and funded

Priority 
setting

Seeking 
funding

Research team in placeJames Lind



Commission 
trial 

Priority 
setting

Design 
trial

Research 
team 
appointed

James Lind Trialblazers



Trial area trials primary 
outcomes

patient/HP 
primary 
outcome 
agreement 

% agreement

Breast 
cancer 
management

20 21 8 38%

Nephrology 24 25 5 20%





Engagement practices that join scientific methods with community 
wisdom: designing a patient-centred, randomized control trial with 
a Pacific Islander community

You listened to us. We are 
doing it together. It is 

hard to make the 
meetings…but we are not 

just being studied by some 
outsiders, we are doing the 
research…on something that 
we want, not just what the 

researchers want. 



Clinical effectiveness of symptomatic therapy compared to standard 
step-up care for the treatment of low impact psoriatic 
oligoarthritis: a 2-arm parallel group feasibility study (The POISE 
Trial)

Population Intervention Control Outcome 
measures

Follow-up

POISE 1
(feasibility)

Existing cohort 
(MONITOR-PsA)

symptomatic 
therapy (NSAIDs) 
and local steroid 
injections

‘step-up’ DMARD 
therapy

n/a feasibility n/a feasibility

Over the 15-month study period, only one eligible patient was 
randomised…
…many patients refused treatment in the observational cohort prior 
to an invitation into the trial as they did not wish to be treated 
with DMARDs



Clinical effectiveness of symptomatic therapy compared to standard 
step-up care for the treatment of low impact psoriatic 
oligoarthritis: a 2-arm parallel group feasibility study (The POISE 
Trial)

Population Intervention Control Outcome 
measures

Follow-up

POISE 1
(feasibility)

Existing cohort 
(MONITOR-PsA)

symptomatic 
therapy (NSAIDs) 
and local steroid 
injections

‘step-up’ DMARD 
therapy

n/a feasibility n/a feasibility

POISE 2 
(full trial 
if feasible)

Screen for 
undiagnosed PsA 
as well as recruit 
already diagnosed

symptomatic 
therapy (NSAIDs) 
and local steroid 
injections

Menu of non-drug 
and/or self-help 
treatments 
(rescue meds if 
necessary)

Minimal 
questionnaires
Non-
invasive/objective
(e.g. activity 
monitors)
+ clinical 
observations

At least one year 
including active 
personal 
monitoring and 
support to 
participants



…your idea is 
fascinating and 

could well become 
a benchmark for 
future research

It means a 
lot to me, 
to belong to 
your group 

I would be very 
happy to be 
part of a PsA 
community





Sir Sajid Javid, UK Secretary of State 
for Health and Social Care 2021-2022

People with 
ME have been 
ignored for 
far too long

The Times, May 2024





➢ New clinical studies 
to answer PSP Top 10 
priorities

➢ Map priorities to 
evidence gaps

➢ Raise awareness of 
funding opportunities 

➢ Raise awareness of 
effective public 
involvement methods

➢ Case studies and 
exemplars of good 
research practice
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Design 
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https://tinyurl.com/WCRI24TrialblazersMECFS
Twitter: @Trialblazers_

caroline.struthers@csm.ox.ac.uk
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