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Aim 

• Overview of what patient experience is & how 
to measure it 

 

• Highlight some practical tools & examples 



Disclaimer 

• No rehearsal of policy context 
 

• Links to Realistic Medicine & personalised approach to care/shared 
decision making  
 

• No broader messages about person centred care 
 

• What matters to you rather than what’s the matter with you? 
 
 
 

• http://www.whatmatterstoyou.scot/why-is-it-important-to-ask-what-matters/ 
• http://www.healthcareimprovementscotland.org/our_work/person-

centred_care/person-centred_programme.aspx 
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What patient experience isn’t 

• Patient involvement = used in discussions about whether, and how, 
patients (both as individuals and groups) are involved in the design, 
planning and delivery of services 
 

• Patient engagement = used to describe patients’ engagement in 
consultations regarding their own health, care and treatment 
 

• Patient satisfaction = were you satisfied with (e.g. your journey here 
today)? 
 

• Patient Reported Outcome Measures (PROMs) = outcome 
measures/ measures of the effectiveness of care e.g. Oxford Hip 
Score 

https://www.kingsfund.org.uk/sites/files/kf/field/field_document/patient-engagement-involvement-gp-inquiry-research-paper-mar11.pdf 



What patient experience is 

 

• A vital measure of quality! 

 

 



The importance of qualitative data... 

 “The other thing I didn’t raise 
and I should have done because 
it does annoy me intensely, the 
time you have to wait for a 
bedpan... elderly people can’t 
wait, if we want a bedpan it’s 
because we need it now.  I just 
said to one of them; “I need a 
bedpan please” and it was so 
long in bringing it out it was too 
late.   It’s a very embarrassing 
subject, although they don’t 
make anything of it, they just 
say “Oh well, it can’t be helped 
if you’re not well.” And I 
thought, “Well, if only you’d 
brought me the bedpan you 
wouldn’t have to strip the bed 
and I wouldn't be so 
embarrassed .” 

Q. Overall did you feel you were 
treated with respect and dignity 
while you were in hospital? 
 
A. Yes, always 

 
Q. Overall, how do you rate the care 
you received? 
 
A. Excellent 

Acknowledgement: Shaun Mayer 



Relationship between experience and ‘outcome’ 

• Weak positive associations between 
experience and safety, experience and 
effectiveness 

 

• Different to ‘outcome’ measurement 

 

• Need to include measurement of both 

https://www.kingsfund.org.uk/sites/files/kf/media/andrew-hutchings-prems-affect-proms-dec13.pdf 



Different ways of collecting patient experience 

 

Health Foundation Evidence Scan, 2013 





Top ten things to consider  
Health Foundation Evidence Scan, 2013  

 
1. Consider exactly how patient experience is being defined as this will 

impact on how it is measured.  
 

2. Think about why patient experience is being measured and the uses to 
which the information will be put.  
 

3. Consider whether it will be useful to combine approaches so both 
qualitative and more quantitative material is collected.  
 

4. Consider whether to ask everyone using services or only a sample to 
provide feedback. The approach should be guided by what the data 
collection aims to achieve.  
 

5. Think about when people may provide the most useful feedback. The 
best time to collect feedback may be immediately after using services, 
when experiences are fresh in people’s minds, but this does not allow 
time for reflection.  

 



6. Allocate enough time at the outset to plan and test measurement 
methods, particularly if these will be used for many years to monitor 
change over time. 

7. Think about the way the end-result needs to be presented for various 
audiences as this may shape how the information is collected. Outputs 
may include detailed reports, simple indicator scorecards, in-depth 
quotes, statistics and averages and graphs.  

8. Make sure that there is appropriate infrastructure at an organisational 
level to analyse and use the information. There may be little point in 
measuring patient experience if the information will not be used 
robustly.  

9. Make sure that patients, carers, managers and health professionals are 
comfortable with why feedback is being collected and how it will be 
used. Patients and carers are more likely to provide useful feedback if 
this is encouraged by staff.  

10. Patient experience is only one indicator of the quality of healthcare. It is 
important that patient experience measures are seen as one component 
of a broader framework of measurement and that all of the approaches 
work well together, without excessive burden for either staff or patients.  



More ambitious approaches 



What to do locally 

• Need to make this part of your baseline (and 
ongoing) data 
 

• What do you already have? 
 

• Do you use it? 
 

• Can you use it better? e.g. Pareto the themes 
 

• Then make improvements 



Example – Pareto of themes for improvement 
from data already collected 
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Different ways of collecting patient 
experience 

• Interviews 

 

• Focus groups 

 

• Observation 

 



What to do locally – narrative 
(stories/focus groups) 

• 3 questions: 

– What was good? 

– What could be improved? 

– How did you feel? 

 

• Patient stories 

 

 



What to do locally - observation 

• Shadowing 

• Process vs experience 

 



Patient and family centred toolkit, The King’s 
Fund 

https://www.kingsfund.org.uk/projects/pfcc 



Remember: 

1. What do you want to know? 
2. Who is going to collect it? 
3. When? 
4. From which patients? 
5. How will they record information & store it? 
6. Who will analyse? 
7. How will you present the data? 

 
8. Tell people what you are doing 
9. Test, test, test 
10. Governance... 





Governance 

• Not research 

 

• Need to ensure that data are stored anonymously 
& securely & destroyed when no longer in use 

 

• Consent advisable for more detailed work 

 

• Guidance on what to do if things go wrong... 

 



Locally developed tools 

• Info sheet 

 

• Consent form 

 

• http://hronline.lothian.scot.nhs.uk/about/ourserv
ices/educationandemployeedevelopment/staffde
velopment/leadershipmanagement/deliveringbet
tercare/Pages/default.aspx# 
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http://www.qihub.s
cot.nhs.uk/media/5
02069/listenlearnac

t.pdf 
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What do with the data 

Basic analysis 
• Coding, categorizing, inter-rater reliability 

 
Presentation 
• Keep simply as qualitative data 

– Use quotes 
– Use (unscientific) word clouds/ wordles 

 

• Can do run charts etc of number of consecutive 
positive stories  or paretos of themes 
 
 









Pareto chart:  Why don’t people come? 
22 people contacted giving 40 reasons 
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Staff experience 



Patient Experience: Aim 

• Overview of what patient experience is & how 
to measure it 

 

• Highlight some practical tools & examples 



Health literacy - Aim 

• To give an overview of what health literacy is 
& the impact it has 

 

• Highlight some tools/approaches that you can 
use 

 

 



 

 

What is health literacy? 



 “People having enough knowledge, 
understanding, skills and confidence to use 
health information, to be active partners in 
their care, and to navigate health and social 
care systems” 

 
(Scottish Government, 2014) 

 



 

 

Who might have health literacy 
issues? 



Who might have low health literacy? 

• People with learning disabilities 

• People with cognitive or sensory impairment 

• People with low functional literacy 

• People whose first language is not English 
(language vs. literacy – some may have low 
functional literacy in their own language) 

• People who are worried 

• People who are distressed 

• People who are unwell 



You can’t always tell 

• 36% of patients that resident 
physicians did not think had 
literacy problems could not read 
6 out of 8 common medical 
words 

      (Bass et al. Acad Med 2002, 77(10):1039-1041) 

 

• Of  58 patients with low literacy, 
two thirds had not revealed the 
problem to their spouses and 
one in five had revealed it to no 
one 

      (Parikh NS et al. Patient Educ Couns 1996, 27(1):33-39) 



   

 43% English working age 
   adults were unable to understand instructions to 

calculate a childhood paracetamol dose 
 

 49% did not have the ability to understand the 
instructions for using the National Bowel Cancer 
Screening kit 
 

http://www.nursinginpractice.com/article/health-information-too-complex-patients 
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• 40-80% of the medical information patients are 
told during office visits is forgotten immediately  

 

• Nearly half of the information retained is 
incorrect 

 

 
 https://www.ahrq.gov/professionals/quality-patient-

safety/quality-resources/tools/literacy-
toolkit/healthlittoolkit2-tool5.html 
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Take universal precautions... 



 

 

What impact does low health 
literacy have? 



 
Low functional or health literacy 
may impact on ... 
 

• Access to and engagement 
with health services 
 

• Interactions with healthcare 
professionals 
 

• Self management of health 
conditions 

 

Easton P, Entwistle V, Williams B. BMC Health Services 
Research 2013, 13:319 

http://www.biomedcentral.com/1472-6963/13/319 
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Accessing and engaging  
with health services 

I’ve been to the hospital a few times and they’ve 
been like ‘Oh you were meant to bring a urine 
sample’ and I was ‘Oh I didn’t know’ cos I just read 
the date, the time and the ward 

 
Half of the signs are 

gibberish 
 

... you’re saying 
’could you show 
me, cos I’m not 

too sure’ and they 
go ‘Oh we’ve 

already gave you a 
leaflet’ 

 
I could read the word 
‘endoscopy.’  I actually 

thought an endoscopy was 
down here  [indicating 

throat] 
 



Challenges in building a personalised 
approach to care  

 
... If you’re nervous and you’re pulling 
back then you’re just going to finish it 
[the consultation] as quick as you can, 

short answers, just get out.  ‘I don’t 
know,’ or ‘Yeah,’ ‘No,’ where you 

wouldn’t say, ‘Well, actually.....’ and be 
more explicit, you wouldn’t do that.  

Well, I wouldn’t.  I’d want out 
(Barbara, female, 50s) 

 



Setting the scene for shared decision making? 

• Research participants reported: 

• Hiding literacy problems 

• Feigning understanding 

• Not asking questions  

• Not asking for help 

 .... they never explain anything properly. It’s always 
their own big words and I just say, uh hmm, yeah, 
okay and I go home and I’m like, ‘I don’t know what 
that meant.’    (Megan, female, teens) 

Easton P, Entwistle V, Williams B. BMC Health Services Research 2013, 13:319 
http://www.biomedcentral.com/1472-6963/13/319 
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The journey to health literacy   



Q. How do you improve people's computer literacy? 





 
Becoming improvers and innovators:  
suggestions from adult learners 
 

 
 

• Don’t assume that people can read or write 
• Use a variety of media to share information 

(pictures, drawings, video) 
• Oral explanation in simple terms (Chunk and 

check, Teachback) 
• Keep forms simple and explain them 
• Offer to help without labelling 
• Don’t put people on the spot 
 

Universal precautions recommended 
 

 
 



What can we do? 

• Improve health information (letters, forms,  fact-
sheets) 

 
• Improve verbal communication with clients and 

patients 
 
• Improve the physical environment e.g. signage 
 
• Improve the way we develop, implement and 

evaluate programmes of work 
 



Health information 

 



Meaningful communication before .... 



Required changes to endoscopy information  
 

• Reading levels (including bowel prep) at higher level than 
the average literacy level of the general population 
 

• Jargon  e.g. CJD or vCJD; Sedation; Sedative; Cannula 
 

• Other words that are difficult to understand 
 

 
       
  
  
 

Terms used Suggested alternatives 

 Discontinue   Stop 

Prior to  Before 

Potentially Possibly 

We are working to the principle of 
providing  

We provide; or We aim to provide 

Following After 

Significant  Important 





Example: Put a lid on it! 

• Language you use 
• Information you present 
• Design of your text and graphics. 

 
Examples: 
1. Use the active voice. 
Instead of: 
This medicine is to be taken before every meal. 
Use: 
Take this medicine before every meal. 

 



Example: Put a lid on it! 

4. Write directly to your reader. 
 Use the words you, I, we, us, and our  to make your document more 

personal. Refer to your readers in the first person. 
Instead of: 
 Patients are asked to register at the reception desk before each 

appointment. 
Use: 
 Please register at the reception desk before your appointment. 
Instead of: 
 NHS Lothian requests that patients park their car in Car Park C. 
Use: 
 Please park your car in Car Park C. 

 



Example: Guidelines for writing patient 
information leaflets 

Examples of everyday words 
  
Hard words  Everyday words 
  
accompany  go with 
administer  give, manage 
analgesic  pain relief 
ascertain  find out 
assist   help 
augment  add, increase 
comply  do, follow 



Verbal communication 

 



The ‘Teach-back’ technique 

• Asking your patient to tell you in their own words 
what you have been discussing and any plan 
agreed (in a non-shaming way) 

 

• Not: “do you understand?”, “is that clear?” 

 



Evidence... 

• Reduce hospital admissions: Haney, M., & Shepherd, J. 
(2014). Can teach-back reduce hospital readmissions?. 
American Nurse Today, 9(3), 50-52. 

 

• Maximize disease understanding, promote knowledge, 
adherence, self-efficacy and self-care skills for people 
with chronic disease: DOI: 10.11124/jbisrir-2016-2296  

 

• Improving safety of transitions between hospital and 
home: DOI: 10.1016/j.pedn.2012.10.007  

 

https://doi.org/10.11124/jbisrir-2016-2296
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Some ‘Teach-back’ examples:  

‘I have gone over this consent form, can you tell me 
what you are agreeing to in your own words?’ 

  

‘Please go over with me how you will do this in the 
future,  so I can be sure I have given you clear 
instructions.’ 

  

‘We discussed a lot today. Can you tell me what is most 
important?’ 

 



Teachback for reception staff 

• Reduction in DNA rate when patients asked to 
repeat back date and time of appointment by 
GP staff 

  

 

 J R Soc Med 2012: 105: 101–104. DOI: 
10.1258/jrsm.2011.110250 

 



Other approaches to improve 
communication… 
 

• Chunk and Check: break what you need to discuss into small 
chunks, and check understanding as you go 

 
• Use pictures and/ or diagrams: draw or show a picture to 

help convey a complex concept or body part 
 
• Use simple language: avoid jargon and use language that is 

easy for the person in front of you to understand both when 
you speak to people and in any written information you 
provide.  

 
• Literacy awareness: routinely ask people if they would like 

help in filling out forms – e.g. at reception.  



Things to say...and not say 

• "If anything on the form is not clear, let me 
know and I'll be happy to go over it with you.“ 

 

• “We’ll use a local treatment...” 



Physical environment 

 



Health  
Literacy 
Walkthrough: 
Paediatric 
Neurology 



What we learned 
•  Appointment letter could be made simpler – 

suggestions made for changes 

•  Inconsistency between department names on 
appointment letter and on signs 

•  Inconsistent signage on way to clinic 

•  Volunteers useful but directions complex 

 

41...42. and so on.” 

 

 
 “It’s a daunting place, just because of the size of 

it. They’re all big words, took me ages. If 
everything was numbered, that would be 

helpful.” 





Resources 

• Health Literacy Place: http://www.healthliteracyplace.org.uk/ 
 

• AHRQ Health Literacy Universal Precautions Toolkit: 
https://www.ahrq.gov/professionals/quality-patient-safety/quality-
resources/tools/literacy-toolkit/healthlittoolkit2.html 
 

• NHS Lothian standard easy read leaflets: 
• http://intranet.lothian.scot.nhs.uk/NHSLothian/Healthcare/A-

Z/LearningDisabilities/Pages/HelpfulResources.aspx 
 

• Put a lid on it! Guidance 
 

• Guidance on writing patient information leaflets 
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Health literacy - Aim 

• To give an overview of what health literacy is 
& the impact it has 

 

• Highlight some tools/approaches that you can 
use 
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