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Building Public Participation in Research



WWWho Am I 

Dr Amy Price 



Validation is Internal 

Reputation is External

"I'm already drowning in regulatory burden 
put in place by your predecessors. If you 
want me to do one more useless thing just so 
people like you can have jobs and publish 
touchy feely crap, then take away an existing 
regulatory burden.”



Belonging Builds Solidarity

Wasn't that the definition of home? Not where 
you are from, but where you are wanted 

Abraham Verghese 



Public involvement in primary health research 

Ø Active involvement of end users is a key feature of 
quality research culture 

Ø Many research funders require researchers to 
demonstrate how patients and public have been 
involved in design of study

Ø Research with public as collaborators: doing 
research with or by the public not ‘for’ the public 



Why is public engagement important? 

The Epistemological argument

Patients and members of 
public can bring knowledge 
and experimental insight to 
research. Hence interpretation 
of research results are more 
accurate and less distorted. 

Patients are more than  
passive suppliers of data 



§ Tax-payers are part owners 
of the health care system 
and contribute to publicly 
funded research 

§ Public involvement 
empowers marginalized 
and disadvantaged groups

Why is public engagement important? 
The Ethical argument



Effectiveness and Safety 

� Public involvement has the potential to improve the 
quality safety and relevance of health research 

� One of the most important stages of the research 
process is for members of the public to be involved 
in is research design in order to maximize research  
influence and impact

Why is public engagement important? 



� Encourage integration of citizen research 
involvement and to enjoy working as an effective 
team with funders, researchers, regulators, 
patients and members of the public

� To build better research and advance knowledge 
together as equal partners with different skills and 
contributions answering  research question as a 
team

Overall goal



The application of what we know already will 
have a bigger impact on health and disease than 
any drug or technology likely to be introduced in 
the next decade. 
Sir Muir Gray. 

Application& Involvement



Hole in The 
Wall

Participatory Action Research



Research
Assumptions



Addressing
Imbalance

By helping the public and patients initiate and participate in 
health research we contribute to generating knowledge, start to 
redress the imbalance in the research agenda and help 
participants gain the confidence and competence to make 
informed decisions. (AJ Burls, 2015)



Good or 
Evil

The Way We See Guides Movement



"The Radium Water 
Worked Fine Until 
His Jaw Came Off” 

Wall Street Journal 1926

Who  is an Expert 



The Public Helping Themselves 

Problems or Possibilities?



Pancreatic 
Cancer 

3P

186x 
faster

199 
Professors 

Say NO 

Paper 
Sensor 

1	YES

Innovation = Time + Money + Relationships

But when will he publish ?



Failed It: Patients Not Included 

• Expensive Phase 4 FDA 
trial

• 5157 registered 
• 456 consented
• 237 after extra screening 
• 18 randomized to 

treatment
• Statistically significant
• Clinical Value?



NAILED IT *** Patients Included 

§ Did Systematic Review
§ Platform tested for trial
§ Pilot trial feedback 

included
§ Qualitative Prior & Post
§ 250 randomized & 

enrolled
§ 12% lost to follow up
§ Statistically & Clinical 

significance



Finding 
People 

§ Social media
§ Advocacy/patient groups
§ Universities
§ Community
§ Clinic
§ Schools
§ Word of Mouth 

You don’t need a village to raise your research
a few good citizens will do



The Reimbursement Maze



Keys For 
Collaboration

Extra 
Time 

Clarify roles & 
match tasks 

Frequent constructive 
feedback Train well  

include fully & 
inform 

Listen 

Help just 
enough! 

Have fun!



Identify  
Prioritize 

Protocol

Apply to 
Fund

BuildPilot

Run

Evaluate

Implement

We Can Do This Together 



External Motivation 

Science of Engagement: Where People and Chemistry Can Be Mixed 2013 



Choose one from Each Column

Design Implementation Evaluation

E Smith et al J International Journal of Nursing Studies 45 (2008)298-311



Solve a Group  Problem
10 minutes 

Part Two



Assumption
Assumption is based on prior 
experience.

Could assumption blunt accuracy or bias 
Communication in research ?

We assume the elephant has four legs, 
so we don’t see the 5th leg until we 
concentrate.



"Just remember, it's a small business and a long 
life. You're going to see all these people again.”

Richard Parsons, former chairman, Citigroup AP via Steve Ross, the 
former CEO of Time Warner From the 2008 HACR Roundtable



The Need
“The first thing we need is a list of those things that make 

people feel powerless and a set of achievable objects to 
start removing the barriers to people taking control of 
the health science process” (Dr Andy Biddulph, 2015) .



Involving the Public?



Patient Review | Why Now?

Let’s Talk

“The stem cells they do not want you to have.”



Research  Involvement 

Tell me and I
FORGET.

Involve Me and I will

LEARN.

Teach me and I may

REMEMBER.



Help & Training From Cochrane 



Free Citizen Systematic Review
ayyan App 



Tools For Research Participation 



How to implement Patient Review and Navigate 
the BMJ Patient Involvement Statement 

Authors: Amy Price, Sara Schroter, Tessa 
Richards, Elizabeth Loder, Sam Parker



BMJ Patient Review is NOT like this



Since 2014, The BMJ has been inviting patients to review 

research papers alongside traditional peer reviews.  In addition, 

The BMJ introduced a mandatory statement for reporting patient 

involvement in research. We will describe potential barriers and 

helpful solutions for reporting patient and public involvement 

and we will outline the differences between what is expected for 

patient versus peer reviews.

Objectives



BMJ Patient Peer Review 



Patient review | Arbiter for evidence 
informed policy

Patients and members of 
public can bring 
knowledge and 
experimental insight to 
research. 

� Health literacy 
increases with 
exposure. 

� Interpretation of 
research results may 
be less distorted with 
real world end user 
input. 

The Epistemological Argument



Patient Reviewers 

• Are the study's aims and the issue and questions that the paper 
addresses relevant and important to you as a patient? Do you think it 
would be relevant to other patients like you? What about carers?

• Are there any areas that you find relevant as a patient or carer that are 
missing or should be highlighted?

• From your perspective as a patient, would the treatment, intervention 
studied, or guidance given actually work in practice? Is it feasible? What 
challenges might patients face that should be considered?

• Are the outcomes that are being measured in the study or described in 
the paper the same as the outcomes that are important to you as a 
patient? Are there others that should have been considered?



“The one thing I am looking for is empowerment of the patient.”

“How do we adapt the language of ‘medicine’ from formal and technical to one that can be 
appreciated by all?”

“It was hard to review because I was a little scared but I learned a lot and would do this again.”

“As patients we are at the bottom of the pyramid in every possible way, even though we are the 
heart of medicine.”

“Although I have agreed to attempt this review, I feel very strange and yet, if this conversation 
really heralds a change between medicine and the patient, then I shouldn’t falter. But does it? 

What your patient reviewer is thinking 



Ø How was the development of the research question and outcome 
measures informed by patients’ priorities, experience, and 
preferences?

Ø How did you involve patients in the design of this study?

Ø Were patients involved in the recruitment to and conduct of the study?

Ø How will the results be disseminated to study participants?

Ø For randomised controlled trials, was the burden of the intervention 
assessed by patients themselves?

Have you thanked patient advisors by name in 
the acknowledgements as a contributor ?

Questions to Authors 



What your author is thinking 

The BMJ WikiRecs Story

Every beginning starts with a seed



Growing Research

1. Do you have any suggestions that might help the author(s) 
strengthen their paper to make it more useful for doctors to 
share and discuss with patients

2. Consider the level of patient involvement in the research 
described, and if and how it could have been improved.

3. If there was no patient involvement we would welcome your 
ideas on how this could have been done. 



“Medicine has been practiced formally for centuries and patients are still 
vulnerable, helpless and easily intimidated.”

“It is wonderful to have open access to The BMJ for a year as a thank you for 
doing a review.”

“I learned more about research and why methods matter, learning to review 
helped me to be able to tell good science from marketing in the magazine 
headlines and on the internet.”

Join us as Patient Reviewers or Authors 



Results:

Early feedback shows patients, authors, and editors find patient review a beneficial but 

challenging endeavor. 

Some researchers may report initial discomfort with including and reporting patient 

involvement in research, however they are finding both practices can add valuable 

insights for putting research into practice. 

Does BMJ Patient Review Work



Thank You 

Dr.amyprice@gmail.com


