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Nuance and Knowledge

Narratives are detailed They contain insight that 
structured data doesn’t

They are vital for gaining 
detailed knowledge 

about care experience

NLP is getting ever more 
powerful

PROBLEM: our raw 
data processing is 

biased towards 
structured data



Information 

Governance ‘Secret’

Narrat ives are never anonymous 

Too much deta i l

Too hard to remove references to others

Even i f  you do a fa i r  job you’ve ru ined the 

nuance

Uneth ical

Why do you want  to  that…?



Wasted effort

There is a wealth of regulatory support to 
handle any data that is identifiable 

Ultimately the responsibility of the Data 
Controller to determine anonymity

Excerpts of health records simply are not

Claiming anonymity is not a shortcut around 
regulation – it wastes everyone’s time

Data must still be processed accurately, 
securely, accountably and usually 
transparently



Data must be adequate 

Enough for you to achieve 
research goals

Not so much that you are not 
going to even use it

That’s a hard balance to 
strike

Be as clear as you can from 
the outset with data subjects 

and regulators



“Relaxed Data 

Sharing 

Rules”

Opportunity to 
engage more with 
patients and the 

public  during 
COVID



Dame Fiona Caldicott

1941 – 2021 

“ As  we  … t h ink  abou t  wha t  da t a  use  shou ld  l ook  l i k e  i n  a  pos t  

c o r onav i r us  l ands c ape ,  we  m us t  c on t i nue  t o  l i s t en  t o  t he  

pub l i c .  W e have  a l r eady  beg un  t o  s ee  em erg ing  ev idenc e ,  

wh i c h  s ug ges ts  t ha t  peop le  a r e  bec om ing  m o r e  

k nowledg eab le  abou t  t he  im po r tance  o f  hea l t h  and  c a r e  da t a ,  

and  m o r e  ac c ep t i ng  o f  i t s  us e .  W e  now have  an  oppo r tun i t y  t o  

bu i l d  on  t h i s  g r owing  awa r eness .  And  a t  t h i s  t im e ,  

t r ans parenc y  w i l l  be  k ey  t o  p r ov id i ng  t he  r eas s urance  t ha t  

ea r ns  c on f i dence .  W e m us t  m ak e  a  c onc e r ted  e f f o r t  t o  eng age  

w i t h  t he  peop le  whos e  da t a  we  ho ld  be f o re  m ak ing  im po r tan t  

dec i s i ons  abou t  i t . ”

See  Depa r tmen t  o f  Hea l t h  and  Soc ia l  Ca r e  T r i bu te  

https://www.gov.uk/government/news/dame-fiona-caldicott-tribute

