
Working with today’s data for today’s 

brain tumour community. 



 New Research Paradigms 

• A “flat” world, blending health and 

healthcare unbounded by place or time 

• Lots of data, lots of things, everyone is “in” 

• Challenges will be  

– Aggregating smaller data into Big Data (and 

back into personalised small data) 

– Analysing Big Data in appropriate clinical, 

social, environmental, etc. contexts 

– Drawing scientific conclusions, showing validity 

 



• What data is there? 

• What new work is happening today? 

• What new questions do we have? 

• What can we answer? 

• What information is important to the 

community? 







The vision could be… 
A responsive resource that gives access to data to help 

answer the important and relevant questions about the 

brain cancer patient journey in near real time. 

 

Additionality. 

 

•Collaborative 

•Progressive 

•Positive 

•The whole pathway 

•Robust 

•Responsive 

•Meaningful 
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The (near) perfect storm: 

 

•Patients want a better experience 

 

•Carers want a better experience 

 

•Clinicians understand the benefits 

 

•3rd sector funders want to support a better experience for  

our community (but we still need to build a stronger case,  

with new data) 

 

•Government understands it* 
*But isn’t funding it yet, and probably wont on a site-specific level 

 

 

 

 



Improving the experience is brainstrust’s focus  

and only priority 

 

We raise funds to deliver resources, services and 

research that: 

 

-Make you feel in control 

-Help you feel less alone 

-Help you become informed 

-Make you less afraid  

 




