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A carer’s problem...... 

  
 

 “I’m educated to degree level but my degree is in  
geography. Most  research articles that relate to 
my son’s condition are couched in such detailed 
specialist scientific jargon and presuppose such 
an immense knowledge of biology, biochemistry, 
genetics, pharmacology etc  that they might as 
well  be written in Esperanto.” 



  

  
 

 “Even for any articles which are marginally more 
comprehensible, it is still just about impossible for 
me to know which, of the many hundreds that 
appear, represent significant advances in 
knowledge or significant steps in the quest for a 
treatment or cure.” 

 



A recommended solution..... 

•  Publishing a lay summary alongside every research article could 
be the answer to assisting in the wider understanding of health-
related information......  

•  Patients... want easy-to-understand, evidence-based information 
relating to biomedical and health research.... 

  
•  Dr Liz Lyon, director of UKOLN, University of Bath explains, "The 

Patients Participate! Project has demonstrated the potential value 
of lay summaries to make research more accessible to a wider 
audience. ...." 

  
•  Medical research charities have an important role in providing 

patients and the public with information about the research they 
fund. 

  
 From the Patients Participate! project press release at 
http://www.jisc.ac.uk/news/stories/2011/10/participate.aspx  



A recommended solution..... 

•  the Patients Participate! Report recommended  
publishing a lay summary alongside every 
research article and had two suggestions as to 
ways in which this might be achieved:- 

 
–  Each researcher produces such a summary for each paper 

they publish, with training provided  by their institutions and 
others to help them develop the communication skills 
necessary to share their findings with a lay audience and so 
bridge the understanding gap 

–  Encourage, support and further leverage the role of medical 
research charities in providing patients and the public with 
information about the research they fund.   



    
patientINFORM is a collaborative initiative from STM and the 
Association of American Publishers’ Professional & Scholarly 
Publishing Division (AAP/PSP) which :- 
  
•   Makes it easier for medical research charities, or voluntary health   
   organisations (VHOs), to keep up to date with the latest research  
   in their field by giving them unlimited access to around 1000  
   subscription based journals from participating publishers 

•   Provides a mechanism whereby VHO lay summaries of what they    
   judge to be key articles can be linked to the full text of these   
   articles without users encountering paywalls. 
  
•  This means that patients and carers can get an intelligible  
   summary of the most significant and important latest research, 
but  
   can also access and print out the research article on which the  
   summary is based and share it with their physician, as part of  
   their physician-patient dialogue on matters of disease progression     
   and treatment. 
 



patientINFORM VHO Partners 
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An example of how it works…….. 
 
(from the Lupus Foundation of America web site) 











•  What is the topic? 

•  What did the researchers hope to learn? 

•  Who was studied? 

•  How was the study conducted? 

•  What did the researchers find? 

•  What were the limitations of the study? 

•  What do the results means for you? 









patientINFORM – making an impact? 

•  Over 20,000 article downloads in 2011 
from HighWire hosted journals, which 
comprise 22% of patientINFORM journals 

•  Initial evidence shows 2% of lay summary 
readers click through to access the original 
article  



www.patientinform.org 


