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“Who should ultimately design the product?
The customer, of course.”

Source: Philip Kotler
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Adding Value

‘Only 9% of patients wanted more research on
drugs yet over 80% of randomised controlled
trials Iin patients with osteoarthritis of the knee
were drug evaluations.’

‘Relations between the agendas of the research community and the
research consumer’ Talon et al, Lancet 2000 as cited by lain Chalmers and

Paul Glasziou, The Lancet 2009
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Our worl in practice

Working with you to improve the quality of health and
social care.

Picker Institute Europe is a leading intemational charity in the field of person centred care. We have a rich history of
supporting those working across health and social care systems to use people’s experiences to improve care quality.

Alberta Cancer
FOUNDATION



Alberta Cancer
FOUNDATION




Alberta Cancer
FOUNDATION



£ Criginal Atis
Regsoduction rights qmmrmfr

Alberta Cancer
FOUNDATION




Alberta Cancer
FOUNDATION




Alberta Cancer
FOUNDATION




INVOLVE

What is INVOLVE?

What we aspire to:

A dynamic partnership between the
public, researchers and others, to
advance NHS, public health and social
care research and improve the health
and well being of the population

Established in 1996 INVOLVE is a
national advisory group funded by, and
part of, the National Institute for Health
Research. http://www.invo.org.uk/

INHS

National Institute for
Health Research

How we do it?

* Leadership across NIHR

* Build and share the evidence base
* Develop capacity and capability

* Influence policy and practice

INVOLVE

’_Welcome to INVOLVE...

INNTHVE I ravdarad that supsars HHE,
pastaz raalh and snaad e resaaeh. IRSCLVE i fundad oy and part of tha Maanal
Irrabute of Hismith Measmrch (IR, Ve whar knowhios sl kasimasg on put:
FreshmTed I msamth
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INncreasing Research
Effectiveness and Efficiency

‘The aim of patient and public involvement
Is to improve the quality, feasibility and translational value of
research...[This] is the first time
we can see that patient involvement is linked to higher likelihood of
reaching recruitment target — and as a result, study success.’

Professor Til Wykes, Director, MHRN
‘Patient involvement in research boosts success,’
The Guardian, 16/09/13

Paper reference: Ennis, L. et al. ‘Impact of patient involvement
in mental health research: longitudinal study’ British Journal of Psychiatry
(Sept 2013)
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http://bjp.rcpsych.org/content/early/2013/08/23/bjp.bp.112.119818.full.pdf
http://bjp.rcpsych.org/content/early/2013/08/23/bjp.bp.112.119818.full.pdf
http://bjp.rcpsych.org/content/early/2013/08/23/bjp.bp.112.119818.full.pdf
http://bjp.rcpsych.org/content/early/2013/08/23/bjp.bp.112.119818.full.pdf

But what about the patients?

poswor - W « 7 in 10 people think that
Government, regulators and
research organisations should

s : listen to the public more
Public AHitudes to Science 2014

Sarsh Castell, Anne Chariton, Michas! Clemence, Nick Pettigrew,
Tion Sihoas

e T T * 3 in 10 of us would be willing
A3 ‘ to get involved

PAS Report, 2014, Department
for Business, Innovation and
Skills
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https://www.ipsos-mori.com/researchpublications/researcharchive/3357/Public-Attitudes-to-Science-2014.aspx
https://www.ipsos-mori.com/researchpublications/researcharchive/3357/Public-Attitudes-to-Science-2014.aspx
https://www.ipsos-mori.com/researchpublications/researcharchive/3357/Public-Attitudes-to-Science-2014.aspx
https://www.ipsos-mori.com/researchpublications/researcharchive/3357/Public-Attitudes-to-Science-2014.aspx

Do outcomes matter?
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‘If this living forget it, doc yes | know
It IS working but | cannot take this
anymore.’

Phase | Clinical Trial Participant
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Patients have a part to play

‘Subjective toxicities are at high risk of under-
reporting by physicians, even when prospectively
collected within randomized trials. This strongly
supports the incorporation of patient-reported
outcomes into toxicity reporting in clinical trials’

J Clin Onc 33 2015 Massimo Di Maio et al
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