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Communicating with       

lay people 

Ernest Rutherford 

ÁNew Zealand born 

ÁóFather of nuclear physicsô 

 

Science ñhas no merit           

unless it can be explained               

to a barmaidò 

 



Over -view  

1. Are we using the wrong language?  
ÁôPharmacovigilanceõ? 

ÁôBenefit-riskõ or ôbenefit-harmõ? 

2. User testing ð the how and why  
ÁUser testing in a nutshell  

ÁImportance of using ôrealõ people 

3. Ten tips for writing for lay people  
ÁApplying  to PRAC wordings and others ð fit for purpose?  

ÁSmPCs ð fit for purpose?  

4. Where is the benefit?  
ÁôBenefitõ information is still the poor relation 

Á Impact of numerical benefit information  

5. Summary  
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Consumer medicines information research group  

ÁProfessor of Pharmacy Practice  

Á30 year programme, funded by Department                 

of Health, EU, DIA, TGA  

ÁExpert advice to MHRA, EMA and FDA  

ÁFounder of a World Universities Network collaboration  

University Spin Out company  

ÁCo -founder and academic advisor  

ÁDevelops, refines & tests health information  

     >20,000 participant interviews  

ÁPatient information leaflets / package leaflets  

ÁEducational materials for HCPs & patients  

ÁRMP and Clinical Trial Layperson Summaries  

Background  



1984 

5 



Systematic Review of Research 

Evidence: Key findings 2007  

Á Patients value a balance of benefit & harm information  
Á Current balance in favour of harm information  

Á Most patients want to know about any possible                                             

side -effects  

Á Which side efffects to leave out?  

Á Patients do not want written information as                                            

substitute for spoken information  
Á SCOPE cPreference is face -to -face                                                                         

discussion with healthcare professional  

Á Patients want information about all their medicines in                          

context of information about the illness ð not separate  

Á SCOPE     Prefer one resource addressing disease and all  medicines                    

ð not separate for each medicine  

Á Patients donõt see improving compliance as role of                  

information provision  
Á Some health professionals see improving compliance as prime funcation  

&  Raynor DK et al  Systematic review of research on written medicines information.  HTA 2007 



Health Literacy             

Editorial 2012  

An informed patient is not  

necessarily an obedient patient.  

ÁUS RCAC ôinformed independent judgementsõ 

ÁPatient empowermentõ means what it says 

Á An informed patient may decide to do                    what they 

see as right for them - and not follow                                                        

professional advice  - this is a good outcome  

Use ôUniversal Precautionsõ 

ÁDevelop  single easy to read & access pieces of information to 

benefit all patients  - do not ôtargetõ those with low literacy  

ÁAHRQ:  All peopleõs ability to make good decisions depends on 

easy to understand information   

Á                   Use plain language that anyone can understand  

Á                   Websites should be as easy & clear as possible for all  
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1. Are we still using the 

wrong language?  

 

d.k.raynor@leeds.ac.uk  
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 Why the ôwrong languageõ? 

Millions 'cannot read well 

enough for karaoke'  
By Paul Bignell  Published:  17 December  

Millions of adults have such poor 

reading skills that they struggle to keep 

up with karaoke lyrics, government 

research has found.  

Research for the Department for 

Education found songs like Frank 

Sinatra's "New York, New York " require 

reading skills lacked by more than 5 

million adults  

http://www.google.co.uk/url?sa=i&rct=j&q=the+independent&source=images&cd=&cad=rja&docid=pN4uQtWXQvgc8M&tbnid=D0g3eCEdGAEALM:&ved=0CAUQjRw&url=http://neurobonkers.com/tag/independent/&ei=MDgZUemaLq2U0QWt34CwAQ&bvm=bv.42080656,d.d2k&psig=AFQjCNHEzhqkGUEP28k06KJQsoYRpHaoiA&ust=1360693676740008


The wrong language  

ôPharmacovigilanceõor 

ôFarmacovigilancia õ 

ÁHow many members of 

public understand?  

ÁHow many health 

professionals understand?  

ÁShould we be talking 

about:  

   ôSafety monitoring of 

    medicinesõ?  
 

 

 

 



The wrong language  

The black triangle headline wording is:  

Á ôThis medicine is subject to additional 

monitoringõ 

But this is not the key message, which is:  

Á ôWe are closely watching this 

medicine for side effectsõ 

Do lay people understand it?  

Á We donõt know because we have not 

user tested with real people  

  

Á Only the more informed patients 

aware of the black triangle symbol  

 

 

òNot sure what it means ð maybe itõs that I will 

 need more monitoring if I take these tabletsó 

 



óDo not take any 

risksô? 



  The two words:  
Árisk and  

Ábenefit  

  are not comparable  

  The appropriate phrasing is:  
ÁThe ôchance of benefitõ 

ÁThe ôrisk of harmõ 

So we should be talking about:  
Áharm / benefit   

Ábenefit / harm  

The wrong language  



School of Healthcare  
FACULTY OF MEDICINE AND HEALTH 

2. User Testing of 

Medicines Information  

ð how and why?  

 

d.k.raynor@leeds.ac.uk  
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The ôright languageõ comes                          

from User Testing  

Making sure we are using the right language 

need the input of ôreal peopleõ 

PILs have to be used tested  

ÅCan real people find and understand             

key pieces of information?  

ÅHow would describe in their own words  

ÅWhat do they like and not like about             

the leaflet?  

But EMA & NCA information is not tested  

Å Most MS do not pre -test safety               

communications  

Å1 used peer reviewer ð another has 

ôin-house groupõ for readability testing 

 

 

 

 



What is User Testing? 
 

Select key points of information  

Recruit 10 people from                                                     

target group  

Á Interviewed individually   

(a) Quantitative aspect  

Design & pilot a questionnaire           

which tests:  

ÁFinding each piece of information  

ÁUnderstanding (express in own words)  

(b) Qualitative aspect  
Á Interview then moves to qualitative questions  

ÁWhat did they like and not like about the 
document?  



Testing on óreal peopleô 

  Job Title 

1 
Fundraising  

Assistant 

2 Administrator 

3 
Retired Primary  

School Teacher 

4 
Retired Air  

Traffic Controller 

5 
Christmas  

Grotto Manager 

6 
Unemployed 

 Forklift Driver 

7 Retired Bus Driver 

8 Warehouseman 

9 Cleaner 

10 
Stand-up 

comedian 

óFor patients you start as one of us and the 

membership makes you one of themô   
 

      Albert van der Zeijden 

Patient who engage with these organisations 

likely to be more familiar with risk 

communication tools by virtue of being member 

ï not representative of general population  
 

SCOPE Consultation 


