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Death by indifference 





Institutional discrimination 

•  Not valuing all people equally 

•  Not understanding that different 
people have different needs 

•  Not adjusting the way they 
services/treatment is delivered 
so that it meets different needs 

•  Becoming used to it and not 
noticing/realising it is wrong 

•  ‘A fatal complacency’ DRC 2006 

Death by indifference 
	  



Inquiries and investigations 
 



Death by indifference:  
74 deaths and counting 



What the 74 deaths and counting showed 

•  People with a learning disability still dying in 
avoidable circumstances  

•   Common themes across the cases were: 

     - poor communication 

     - lack of basic care 

     - delays in diagnosis and treatment 

     - failure to recognise pain 

     - not following guidance around mental capacity or 
resuscitation 

•  Evidence of progress but not enough had changed 

•  More change needed to improve healthcare 



Nicki’s story 



Ombudsman findings 
•  Poor nutrition and rapid 

weight loss 

•  Hospital staff did not carry 
out vital tests 

•  Hospital staff did not follow 
the Mental Capacity Act 

•  Concerns raised by Nicki’s 
family were ignored  



The Confidential Inquiry 

•  The Confidential Inquiry came about 
after Death by indifference 

•  It was set up by the Government to 
look at deaths of people with a 
learning disability 

•  They wanted to know how many of 
the deaths could be avoided 



Confidential Inquiry- findings 

•  The Confidential Inquiry looked at the deaths of 
247 people with a learning disability 

•  On average, men with a learning disability died 
13 years earlier and women with a learning 
disability died 20 years earlier 

•  37% of the deaths could have been avoided 
with good healthcare 

•  Scaling up, this means 1200 people with a 
learning disability are dying prematurely every 
year in England 

•  Lots of people had died because their illnesses 
were not diagnosed or treated properly 



Confidential Inquiry- recommendations  

 

•  More reasonable adjustments 

•  Clear identification of people with learning 
disabilities 

•  Patient held health records like hospital 
passports 



Confidential Inquiry- recommendations (cont) 

•  Better understanding and protection of 
people’s rights 

 
•  Standardisation of annual health checks  

•  Better healthcare planning 



Confidential Inquiry- recommendations (cont) 

•  More learning disability specialists 

 

•  Continued monitoring of deaths of 
people with a learning disability; a 
National Learning Disability 
Mortality Review Body 







What does good healthcare look like?  



What needs to change? 
 



Complain for change 



Louise 

“She had no means of telling them what 
was the matter. There was no indication 
from her of what was the matter. She’s so 
terrified of things like blood tests, there 
was no way people could get near her” 
 
Brenda (Louise’s mum) 
 

 



Better health for people with a learning 
disability! 



Useful resources 

•  IHAL- http://www.improvinghealthandlives.org.uk/ 

•  Confidential Inquiry- http://www.bris.ac.uk/cipold/  

•  GMC- http://www.gmc-uk.org/learningdisabilities/ 

•  RCGP- http://www.rcgp.org.uk/learningdisabilities 

•  RCN- https://www.rcn.org.uk/learning_disabilities 

•  EasyHealth- http://www.easyhealth.org.uk/  


