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Doing a good thing well: 
aiming for quality in 

patient-oriented research



What is 
Patient Oriented Research?

How can we do it well 
(or better)? 

Why is it a good thing? 
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critical assessment and 

discussion of values)



What is 
patient oriented research?

“Patient-oriented research refers to a spectrum 
of research that engages patients as partners, 
focuses on patient-identified priorities and 
improves patient outcomes. This research… 
aims to apply the knowledge generated to 
improve health care systems and practices”

CIHR – SPOR overview factsheet
http://www.cihr-irsc.gc.ca/e/documents/fact_sheet_spor_overview_e.pdf



Patients (+) 
as potential partners

• People who have particular health conditions
• People who (might) use particular services
• Family members and carers
• People who engage in particular behaviours
• People who live in particular areas
• Members of particular ethnic/cultural groups
• People exposed to particular risk factors
• …
• Representatives of / advocates for …
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What is 
patient oriented research?

Research that:

• Is done in partnership with patients

• Answers questions that matter to patients

• Aims to improve health care

http://bcsupportunit.ca/about/about-us/

Is this what’s most 
particular to POR? 



‘Patient oriented research’:
closest concept in UK policy

Emphasises ‘doing research with’ 
not just ‘doing research on’ or ‘for’ 

Patient and public involvement 
in research



From an alien idea (?)… 

Illustration used by BMJ for:  
Entwistle V et al. “Lay perspectives: advantages for research” 
1998; 316: 463-466.



… to a supported activity…

• Briefing notes
• Library of examples
• Role description 

templates
• Budgeting suggestions
• Information about 

payments and benefits
• Resources for 

training…

www.invo.org.uk



… to an official requirement

Principle 4:
Patients, services users and 
the public are involved in the 
design, management, 
conduct and dissemination of 
research, unless otherwise 
justified.

www.hra.nhs.uk
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conduct and dissemination of 
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justified.

www.hra.nhs.uk

Is more and more 
direct involvement 

always better?

perhaps unhelpfully over-sized?



What is (and why do)
patient oriented research?

Research that:

• Is done in partnership with patients

• Answers questions that matter to patients

• Aims to improve health care

http://bcsupportunit.ca/about/about-us/

Is that what makes it 
better? 



What is (and why do)
patient oriented research?

Research that is done in partnership with 
patients:

• Answers questions that matter to patients

• Aims to improves health care

Does it always?
(And does research without 

‘full’ direct partnership never?)



Research that is done in partnership with 
patients:

• Answers questions that matter to patients

• Aims to improves health care

What is (and why do)
patient oriented research?

And are there other reasons for 
partnership working? 



Why involve patients/publics?
Two broad rationales

• To improve research and its use
– Generate better knowledge
– Do so in better ways
– Facilitate knowledge translation

• For other ethical / political reasons
– Ensure people who will be affected have a say
– Support capability development, tackle injustice…
– Promote openness, accountability, trust…
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Why involve patients/publics?
Two broad rationales

• To improve research and its use
– Generate better knowledge
– Do so in better ways
– Facilitate knowledge translation

• For other ethical / political reasons
– Ensure people who will be affected have a say
– Support capability development, tackle injustice
– Promote openness, accountability, trust…

This raises 
the “what 
evidence?” 
question



Evidence of better 
knowledge generation?

There are examples of:
• Research ‘without’ involvement 

having shortcomings that were 
potentially avoidable

• …
• Involvement leading to positive 

changes from what researchers 
would have done otherwise

• …



Evidence of better 
knowledge generation?

There are examples of:
• Research ‘without’ involvement 

having shortcomings that were 
potentially avoidable

• …
• Involvement leading to positive 

changes from what researchers 
would have done otherwise

• …

“Can sometimes” 
does not mean
“will always”



Evidence of better 
knowledge generation?

Are patient 
partnerships 
only valuable 

when they 
prompt a clear 

and clearly 
beneficial 
change in 
approach? 

There are examples of:
• Research ‘without’ involvement 

having shortcomings that were 
potentially avoidable

• …
• Involvement leading to positive 

changes from what researchers 
would have done otherwise

• …



www.healthtalk.org



Why can partnership working 
improve research? (1)

Our different experiences/perspectives shape:
• What we see as a problem, and why
• What we see as potentially good solutions
• What we would count as success
• How we formulate research questions
• What would be a good research approach
• How we interpret things
• What harms or downsides we are alert to
• How we’re inclined to prioritise
• …



Why can partnership working 
improve research? (2)

Access to and consideration of relevant different 
experiences and perspectives

will help ensure 
we don’t miss important issues 

and have a better chance of 
making creative and useful developments. 



Why can partnership working 
improve research? (2)

Access to and consideration of relevant different 
experiences and perspectives

will help ensure 
we don’t miss important issues 

and have a better chance of 
making creative and useful developments. 

Who needs to be involved, 
at what stages of research, and how, 

to ensure this? 



What could (and should) 
research teams learn from: 

• Previous partnership 
working / research

• Existing information 
about peoples’ 
experiences e.g. 

• Discussion 
opportunities that 
don’t make full 
partnership demands 
on patients



Bearing in mind opportunity costs, 
what investment is proportionate?
• Public funding resource
• Researcher time and effort on partnership
• Patient partner time and effort on research
• …

What counts as waste in POR 
and how should we avoid it? 

Patient oriented research: 
are we doing it well?



Patient oriented research: 
are we doing it well?

Partnerships vary in quality!



Patient oriented research: 
are we doing it well?

Is the partnership 
working in such a way that 

the expertise, insights and views of all partners 
are recognised and drawn on 

appropriately and to good effect,
and without wasting public resource 

or people’s time and effort?  
And if not, 
why not? 



How can we do POR 
well (or better)?

• 27 tools to assess patient 
and public engagement in 
health research or health 
systems decision-making

• Diverse objectives
• Each tool had strengths 

and weaknesses 
• Suitability can depend on 

evaluation purpose and 
context



How can we do POR 
well (or better)?

“Not many tools were 
developed following a clear 
definition of patient and public 
engagement, rarely 
structuring the tools around a 
theory of how/what/when 
patient and public engagement 
should unfold, nor focusing on 
(a) particular aspect(s) of this 
theory of change” (p23)



A summary for now

• Patient oriented research isn’t a simple “it”
• … so be wary of sweeping generalisations!
• There are several good reasons for advocating 

involvement/partnership in principle 
• But there may be tensions between different 

goals and value concerns 
• And more involvement/partnership will not 

always be unequivocally better 
• We need to reflect and share: what matters and 

how best can we pursue it? 

Thanks for listening! 
Please share your 

thoughts!
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