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Background

• Treat me right

• Closing the gap

• Death by indifference

• Independent Inquiry

• Ombudsman’s report



Poorer health, poorer 
healthcare?

People with a learning disability are: 

• More likely to die before the age of 50

• More likely to die of respiratory disease

• More likely to have epilepsy

• More likely to have weight problems

• More likely to have mental health problems



Where have we come from?



Death by indifference





Why people with a learning 
disability face health inequalities

• Institutional discrimination

• People with a learning disability are not a 

priority in the health service

• Many healthcare professionals do not 

understand much about learning disability



Why people with a learning 
disability face health inequalities

• Major problems when people are unable to 

communicate

• Not recognising pain

• Diagnostic overshadowing

• Lack of care and neglect

• Failure to listen to carers



Institutional discrimination

Institutional discrimination happens when

the people working in a place or organisation 

do not: 

• value all people equally

• understand that different people have different needs

• change the way they deliver a service so that 

it meets different needs

This happens for a long time and staff become

used to it and do not notice it is wrong.



Institutional discrimination

Death by 

indifference

Martin Ryan



What have we achieved?



Inquiry 
recommendations

• Reasonable adjustments for people with a 
learning disability by health services, 
including regular health checks and liaison 
staff across services

• compulsory learning disability training for 
healthcare professionals

• the involvement of family carers in care and 
treatment

• better inspection of how the NHS treats 
people with a learning disability



We believe these outcomes are a shocking indictment of services 
which profess to value individuals and to personalise services 
according to individuals needs.







Mark

“Mark was in severe uncontrollable pain, in distress, shouting, screaming, 

biting his hand, hitting his head against the wall and slapping his own 

face.  His mother struggled to comfort him, but no one other than his 

family seems to have considered that Mr Cannon’s behaviour might be the 

result of untreated pain.”





Tom

“There is no evidence of any intention to humiliate or debase 

Tom.  Nevertheless, the standard of service does raise the 

question whether the actions of the Council, The Partnership 

Trust and the Acute Trust constitute degrading treatment and a 

failure to respect Tom’s dignity.”





Emma

“The Third Oncologist explained that the 10% figure was not a 

scientific statement, it’s an overall figure given to the carer, to the 

grandparents, to Emma’s mother, to try and make them understand 

what we were putting Emma through and for what purpose, were we 

to have given treatment.”





What needs to happen

• Full implementation of Sir Jonathan 

Michael’s recommendations

• Learning disability to be a priority across 

the NHS

• All staff to obey the DDA and HRA

• Values based training



But….we’re still getting more cases


