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 Hole in The Wall 



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. 

 



Belonging Builds Solidarity 

Wasn't that the definition of home? Not where  

you are from, but where you are wanted  

Abraham Verghese  



Tell me and I 

FORGET. 

  
Involve Me and I will 

LEARN. 

Teach me and I may 

 REMEMBER. 



Assumption   
 Assumption is based on prior 

experience. 

 We assume the elephant has 

four legs, so we don’t see the 

5th leg until we concentrate. 

Could assumption blunt accuracy or bias  

communication in research ? 



Interaction is for finding how others  perceive and to see 

how it works in practice  

Black & White  

Good or Evil Old or Young?  

The Way We See Guides Movement 

 



The Public Helping Themselves  

Problems or Possibilities? 



"The Radium Water Worked 

Fine Until His Jaw Came Off 
Wall Street Journal (1928) 



Cracking The Code  
3196 

comments 

double coded  

18 nodes,  

6 themes  

4 Coders 

 Citizens as researchers and authors   



Keys For Collaboration 

Extra 

Time  

Clarify roles & match 

tasks  

Frequent constructive 

feedback  Train well  include 

fully & inform  

Listen  

Help just 

enough!  

Have fun! 



Health citizens learn the language 

Beware of the trade-off between simplicity and clarity  



 Failed It: Patients Not Included  

• Most expensive 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 



How to implement Patient Review and Navigate  

the BMJ Patient Involvement Statement  



Patient review  Arbiter for evidence informed policy 

Patients and members of public bring 

knowledge and insight to research.  

 Health literacy increases with 

exposure.  

 Interpretation of research results 

may improve with real world end 

user input.  

 



BMJ Patient Peer Review  

http://www.bmj.com/about-bmj/resources-reviewers/guidance-patient-reviewers


 Questions for Patient Reviewers  
• Are the study's aims and the issue and questions that the paper addresses 

relevant and important to you as a patient? What about carers? 

 

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

or should be highlighted? 

 

• 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? 

 



 How was the development of the research question, design  and outcome 

measures informed by patients’ priorities, experience, and preferences? 

 

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

 

 How will the results be disseminated to study participants? 

 

 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   



More Questions for Reviewers 
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.  



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

 

“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  

Why We Review  



What your patient reviewer is thinking  



“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.” 



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.  



Thank you!  

Moving Mountains  

Collaboration is Welcome!  

Amy Price 

Twitter @AmyPricePhD  

Email: aprice@bmj.com  


