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What and why 

We are offering patients with brain tumours access to their own 
records held by the NCRS to: 

– Benefit patients through greater involvement in their care, 
increased  feelings of control and better conversations. 

– Benefit clinical teams by better informing patients. 

– Understand quality of life following treatment. 

– Improve the data held by the NCRS through patient feedback. 

– Ensure transparency about what data are collected. 
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The principles we are working towards 

– Safety 

– Value to patients and clinical teams 

– Engagement 

– Equity of provision and scalability 

– Support to clinical teams 

– Evaluation to inform our decisions 
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Where we were last time  

When we last updated this group in March 2014, we had: 

– Established systems and processes for secure, online access 
to records. 

– Tested this with four pilot sites offering the portal to a limited 
number of brain tumour patients since June 2013 (4th from 
December 2013). 

– Received initial feedback from users and clinical teams 
involved. 

– Conducted user testing of the portal site to improve and 
refine. 
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Progress since March 

– Visible and invisible improvements 

 

• Quality of Life: More prominent, more important, more 
accessible.  

• Account activation: More straightforward, more flexibility 

• Processes: More of them. Better defined 

• Security: More important than ever 

• Data: More of it 
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Progress since March 

– A virtuous circle: Carefully refining the offer based on 
feedback.  

 

1. Patience 

2. Trust 

3. Communication 

4. Careful and considered development 

 

Thank you. 
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Early results 
IT'S WORKING!  

– Patients are able to access their records, though numbers are still small. 

PATIENTS: 

– Would generally recommend to others 

– Value being able to access information in one place from their home as well as “being able 
to see exactly what was found”. 

– Some expect to see more data or for information to be in ‘layman’s’ terms. Majority think it 
data needs to be richer and more timely. 

CLINICAL TEAMS: 

– Can fit this into workloads, but it is extra and slips off of the list. 

NCRS: 

– Receiving useful feedback that is contributing to improvements in data flows. 

BRAINSTRUST: 

– Only a handful of support calls so far. All operational rather than related to records.  

– Some really interesting conversations with clinical teams 

– Supportive patient community 
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The NCRS holds data for all cancer patients; 
small changes let us offer the portal more widely 
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Hospital Trust Tumour Type 

Leeds Teaching Hospitals NHS 
Trust 

Brain 

King's College Hospital NHS 
Foundation Trust 

Brain 

Norfolk and Norwich University 
Hospitals NHS Foundation Trust 

Brain 

Cambridge University Hospitals 
NHS Foundation Trust 

Brain 

Nottingham University 
Hospitals NHS Trust 

Brain 

Imperial College Healthcare 
NHS Trust 

Brain 

The Walton Centre NHS 
Foundation Trust 

Brain 

Southport and Ormskirk 
Hospital NHS Trust 

Urology 

Countess of Chester Hospital 
NHS Foundation Trust 

Colorectal 

Clatterbridge Cancer Centre 
NHS Foundation Trust 

Prostate & 
melanoma 



THANK YOU 

We would like to acknowledge: 

 All of the patients who have contributed to the 
development of the patient portal and who have tested it 
during the pilot. 

 The clinical teams at participating hospitals for supporting 
the pilot. 

 brainstrust, Cancer Research UK and Public Health 
England (NCIN and NCRS) for funding and support. 


