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Background: why PROMS? 
• PROMS form a core of UK policy 
• Emerged from surgical contexts 
• Aim to promote quality and equity (Dawson, BMJ) 
• “From the life of the virus to the life of the host” 

(Alexander, IHV) 
• Utility 

• Structure clinical encounters/ direct care 
• Audit services. Benchmark, support standards 
• Allocate resources/programme planning/ commissioning 
• Research 
• Allows us to determine/ attend what matters most to the person  



PROMs: formats 

• Can be “quality of life measures” 
• E.g. MOS-HIV 

• Can be problem-specific 
• E.g. HIV signs & symptoms checklist 

• Can be generic unidimensional  
• E.g. GHQ 

• Generic multidimensional 
• E.g. EQ-5D, WHOQOL  

 



HIV & PROMS 
• Quality of life has long been of interest in HIV 

• ? Clinical utility compared to problem-measures 
• Process of development is unclear- how 

“person-centred”? 
• How “different” is HIV? 

• Specific populations/ stigma/ psychosocial 
dimensions/treatment/ chronic & progressive  

• What matters in 2014? 
• Multidimensional problems from diagnosis (Simms 

Lancet Infect Dis 2012, J Pain Symptom Manage 
2011) & alongside ART (Lowther Int Nurs Res 
2014)  

 



Crucial methodological 
considerations  

Validity 
• Face/content validity 
• Construct validity 
• Acceptability (cognitive interviewing/format/length) 
• Internal consistency 

Reliability 
• Ability to discriminate between known groups 
• Test-retest reliability 
• Sensitivity to change 
• Minimal Clinically Important Difference  

 



Implementation 

• Beyond face/content validity 
• What makes promotes engagement with “users” 

• Community & clinicians 
• Commissioners (take it beyond “virological control”)  
• Support BHIVA standards  

• Enormous “change management” potential in 
PROM implementation 
• Antunes 2014: how to routinely implement 
• Etkind 2014: feedback loop & changing outcomes  

 



An example of a  
successful PROM in HIV the “POS” 



Evolution of HIV PROM use in Africa  
1. Embedded into 
routine practice, 
audit, training, 
management, 

resource 
allocation & 

research across 
Africa (e.g. 
CASIPO)  

2. Devpt & 
validation of first 

PROM for 
children  

3. Sensitivity & 
specificity of 

scoring systems 
for low literacy  



BHIVA PROM/PREM Project 

 Project inspired by Prof. Jane Anderson 
 Funded by MAC AIDS Fund 
 Managed by BHIVA 
 'Connected' to BHIVA treatment guidelines 
 Comprised: community, clinicians, researchers 
 Connected to PHE work on experience of care  



What are we trying to achieve? 

 Create structures to enable measurement 
 Map BHIVA standards of care to experience 
 Ensure clinical priorities mapped 

– Reference existing PROMs tools, e.g. EQ5D  
 Develop patient experience priorities 

– PREMs 
 Enable regular monitoring, improvement 



What have we done? 

 Created on-line survey for groups & individuals 
 Facilitated community engagement events 

– Explained conceptual background 
– Allowed for free discussion 

• 3 Mixed groups – London & South East 
• 8 African groups – London & England 
• Positively UK conference 2013 

 Presentation at BHIVA Autumn Conf 2013 



What have we learnt? 
 All groups support the concepts 
 Appetite for engaging with the work 
 Key concerns: 

– Clinic care and arrangements 
– Emotional and psychosocial issues 
– Care from non-HIV services, e.g. GPs, social 

care 
 Specific community issues 

– Stigma, legal and immigration matters 
– Discrimination in treatment 



What did we hear? 

 “Nurses treat you differently; they say they 
can't deal with it” 

 “There is no confidentiality in hospitals as they 
share your medical details with other staff...” 

 “I went to hospital for surgery and as soon as 
they learnt about my HIV they postponed it...” 

 “Some of the nurses have showed a degree of 
ignorance “I'm surprised you look so well” 
being an example 



What next? 

 More detailed engagement 
– Clinicians, including nurses 
– Commissioners 
– Provider organisations, including 3rd sector 

 Production of report with proposal for continuation 
 Development of second research proposal 

– Submission to MRC 
– Community researchers 

 NIHR research proposal 'post implementation' 



Key messages 

1) PROMs/PREMs offer great potential to 
influence care and evaluate outcomes, but 
science is very challenging 

2) UK consultation has shown engagement and 
support, and highlighted the need for careful 
protocol development  

3) An opportunity exists to develop innovate 
methodology for an HIV PROM/PREM that has 
strong involvement and user empowerment 
potential  
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