
Celebrating 20 years of Patient 

Centred Outcomes Research 
(1996-2016)

Focus on the future

Galina Velikova



• Mention ongoing studies

• Thoughts on implementation in patient care

– eHealth opportunities and challenges

• NHS England- 2015 strategy “Achieving 
world-class cancer outcomes”



REPORT-UK
Real-time Electronic Patient Outcome 

ReporTing of adverse events in UK 
cancer trials 

Feasibility pilot study 
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Key results (NCRI conference 2016)
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249 patients (48% consent 
rate)
• 82% preferred Internet 
• 17% IVR
• 1% no preference

Time for completion



• An innovative approach for remote monitoring and 
support of ovarian cancer patients using ePROMs and 
re-designed care pathways 

No symptoms 

AND/OR 

CA125 

normal.

Mild/moderate 

symptoms 

AND/OR 

CA125 normal 

– system 

advice 

provided only.

Serious 

symptoms 

AND/OR 

CA125 raised  

– patient 

contacted by 

clinician. 

Note: this is an example algorithm and the exact detail – including 

thresholds, use of CA125 monitoring (for all/subset of patients), and 

action taken will be determined during the Development Phase work

Mild/moderate 

symptoms 

AND/OR 

CA125 raised 

– patient 

contacted by 

clinician.



Leeds Lung MDT early stage NSCLC
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Phone call by the 
research team
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Working with others linking PROMs 
data with population level data

• Life after Prostate Cancer Diagnosis                              
(PIs: Adam Glaser and Anna Gavin)

• Life And Bladder Cancer                                               
(PIs: Jim Catto and Adam Glaser)

• The Yorkshire Cancer Research bowel cancer 
improvement programme
(PI: Phil Quirke)

• Comprehensive Patient records for cancer outcomes 
(PIs: Geoff Hall and Adam Glaser)



Multi-Purpose PROMs
(modified Claire Snyder)

Assess PROMs

Evaluate Care 

Quality

Use in Clinical Practice 

to support patients

Inform Quality 

Improvement

Build-up 

evidence base  

on symptoms or 

adverse events 



Rapid learning healthcare model (Abernethy A, 2003)

• Integration of ePROMs into clinical care 

• Patient-level linkage of PROs, clinical and administrative data

• PROMs to become a 
part of the Big Data



eHealth - Potential to transform 
cancer care 

• 33 unique systems used in cancer practice

• Treatment-Centered n=8

• Patient-Centered n=19

• Integration with Electronic Health Records

• Patient portals



Use of PROMs in clinical practice: change management

• Health care is hard to change
• Competing priorities for managers and staff 
• Health economic perspective
• Upfront cost and staff training



PROMs implementation in 
Canada



2015 NHS England Independent 
Cancer Taskforce report

Achieving World-Class 
Cancer Outcomes 

• Recommendation 64
• To develop a national metric 

on quality of life by 2017 
which would enable better 
evaluation of long-term 
quality of life after treatment. 

• PROMs should be rolled out 
across breast, colorectal and 
prostate cancer by 2020, with 
evaluation and further rollout 
across other cancer types.



Quality of Life on the Cancer 
Dashboard
https://www.cancerdata.nhs.uk/dashboard#?tab=Overview&ccg=02N

https://www.cancerdata.nhs.uk/dashboard#?tab=Overview&ccg=02N


Thank you for coming!


