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Introduction 
 

 
 
 

 

We know that people with 
learning disability can die 
earlier than people without a 
learning disability.  

 

 
 

 
 
 

 

The Government has asked 
the NHS to investigate all 
deaths of people with 
learning disability.  

This project is called 
LeDeR.  
 
 

 

  

 

When someone with a 
learning disability who is 4 
or older dies, people are 
supposed to look at what 
happened. 
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People can tell the 
University of Bristol about 
what happened, so they can 
work out what was 
important. 

 
 
 

 

 
 

 
                            

 
               
 

 

In May, the University of 
Bristol published a report on 
the deaths of people with 
learning disability.  

 
 
 
 
 

 

 
 
 

 

You can read an Easy-Read 
version of the report here:  
https://www.hqip.org.uk/wp-
content/uploads/2018/05/Le
DeR-annual-
report_Easy_read.pdf 
 
 

https://www.hqip.org.uk/wp-content/uploads/2018/05/LeDeR-annual-report_Easy_read.pdf
https://www.hqip.org.uk/wp-content/uploads/2018/05/LeDeR-annual-report_Easy_read.pdf
https://www.hqip.org.uk/wp-content/uploads/2018/05/LeDeR-annual-report_Easy_read.pdf
https://www.hqip.org.uk/wp-content/uploads/2018/05/LeDeR-annual-report_Easy_read.pdf
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The report said that more 
people with learning 
disabilities died in hospital 
than we would expect. 

 

 
 

                         
                                                                                                                             

                          
 
 
 
 
 
 
 
 
 
 
 

 
 
 

 
 

 

There were three main 
reasons why people died:  

 
 

1. Problems with breathing 
 
2. Blood or heart diseases 

 
3. Sepsis – a serious 

complication of an 
infection.  
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Some of the people might 
not have died if they had 
received good quality 
healthcare or had been well 
looked after.  

 
 
 

 

 

 
 
 
 
 
 
 
 
 
 
 

 

The Government needs to 
do something to stop this. 
This report says what it will 
do.  
 

 

 
 
 
 

 
 

        

                   
 

 

The Government has 
written it with other groups, 
like NHS England, which 
runs the NHS.  
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The University of Bristol 
said the Government and 
the NHS should do nine 
things. These are called 
recommendations.  

 
 
 
 

 
 

 
 

 

 

 

The Government plans to 
do something for each of 
these recommendations.  
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Recommendation 1  
 

 
 
 

 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Recommendation 1.  

Communication between health 
and social care organisations 
should be better.  

 
 
 
 
 
 
 
 

 
 

 
 
 

 

 

All services helping people with 
learning disability should be 
talking to each other, and to 
families and carers.  
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All NHS organisations have to 
make sure people have the 
information they need to stay 
healthy, in a way they can 
understand. 
 
 
 
 
 
 
 
 
 

 

 
 

 

 
 
 
 
NHS Improvement has 
developed Learning Disability 
Improvement Standards to look 
at the quality of care for people 
with learning disability. This will 
improve the way services talk to 
each other.  
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Action: The Care Quality 
Commission and NHS 
Improvement will look at how 
good the information is for 
people who access learning 
disability services. 
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Recommendation 2  

 
 
 

 

Recommendation 2.  

Health and social care records 
should be improved so that 
important information can be 
shared between services, using a 
computer. 

 
 

 
 

 

 

Health and social care staff will 
use a Summary Care Record, a 
report on the computer which 
tells them about a person’s 
health needs, and the care and 
treatment they receive.    

  

 

 

Staff will be able to say on this 
report what the needs are of a 
person with learning disability 
and autism. 
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It will tell staff if they need to do 
something different to help a 
person with a learning disability. 
This is called a reasonable 
adjustment 
 

It will be used to make sure that 
people with learning disabilities 
can use services as easily as 
everybody else does. 

 
 

 
 
 

 
 
 

 

 

NHS England is also using 
computers to join up people’s 
records from different services. 
They are testing this in five areas 
in England.  

 

 
 

 
Action: NHS England and NHS 
Digital will look at how well 
information is shared on 
computers and if Summary Care 
Records help make services 
easier to use.  
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Recommendation 3  
 

       

                    
 
 
 

Recommendation 3.  

Health Action Plans should be 
shared between services, if the 
person says this is OK.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 
 
 
 
 
 
                   
 
 
 

 
 

The Government is already 
working to make sure that 
Health Action Plans can be 
shared between services.  
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The Government wants to 
increase the number of people 
with learning disability who have 
Annual Health Checks with their 
GP.  

 
 
 

 
 

 

 
       
 

 
 
 
 
 
 
 

 
 
Action: NHS England will look at 
the number of Annual Health 
Checks which are done and do 
more to encourage people to 
have them.   
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Recommendation 4 
 

 

Recommendation 4.  

People with learning disabilities 
with health problems that will 
last a long time need a named 
person to help different 
professionals work well 
together with them.  

 
 
 
 
 
 

 

 
 

 
 
 
The Department of Health and 
Social Care has looked at how 
having a named social worker 
can support people.  
 

 
 

 
 

 
 
Actions: The Department of 
Health and Social Care will 
share widely a report on how 
the named social worker can 
help people with a learning 
disability.  
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The Department of Health and 
Social Care will look at how 
different areas in the UK are 
using a named person to 
support people with learning 
disability.  
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Recommendation 5  

 

Recommendation 5.  

Services must know if people 
need changes to the way things 
are usually done. These are 
called reasonable adjustments.  

They need to write this in 
people’s notes and check that 
people with learning disabilities 
can use services as easily as 
everybody else does.  
 

 
 

 
 
 

 

NHS England and NHS Digital 
have a project to test a new 
system called reasonable 
adjustment flagging, which will 
tell staff the different support 
needs of each person that uses 
services.  
 
 

 

 
 

 
 
Action: NHS England and NHS 
Digital will test this new system, 
and issue guidance on it for the 
NHS. 
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Recommendation 6  
 
 

 

 
Recommendation 6.  
 
Those providing support to 
people with learning 
disabilities must have training 
about the needs of people 
with learning disabilities.  
 
The training should be 
provided with people with 
learning disabilities and their 
families.  
 

 
 

 The Government want all 
health and social care staff to 
have training on learning 
disability.  

Staff need to know how to 
support people with learning 
disability.  

 
 

 
 

 
  

Training should be developed 
and delivered in partnership 
with people with learning 
disabilities. 
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Actions:  
 
The Government will ask the 
public about proposals for all 
staff to have training on 
learning disability.  
 
 
 

 

 
 
 
 

 
 
Health Education England will 
develop learning disability 
training which everyone can 
do. 
 
 
 
 
 
 
 
 

 
 

 

 
 
The Care Quality Commission 
will make sure that training on 
learning disability is delivered. 
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Recommendation 7  
 
 
 
 
 
 

 

Recommendation 7.  

People need to understand 
more about the problems 
with infections in people 
with learning disabilities.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 

 

NHS England is working to 
make sure that people with 
learning disabilities who 
have infections get 
treatment quickly.  

 



20 
 

 
 
 
 
 
 
 
 
 
 

 
 
Actions: NHS England will 
publish guidance for 
services on illness like 
epilepsy and constipation.  
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
          
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
NHS England will report on 
how well people with 
learning disabilities with 
infections are supported. 
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Public Health England will 
improve the numbers of 
people with learning 
disability being vaccinated 
against flu for the winter.  
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Recommendation 8 

 

Recommendation 8.  

Professionals need to follow 
the Mental Capacity Act. 
Someone in each service 
needs to help make sure this 
happens.  

 
 
 
 

 
 
 

 
 

 

 

NHS England and the 
Department of Health and 
Social Care have lots of 
projects to make sure that 
local services follow the 
Mental Capacity Act.  
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There is a group covering 
England to make sure people 
understand the Mental 
Capacity Act. They will write 
guidance for urgent care.  

There is a National Mental 
Capacity Forum to improve 
the way the Mental Capacity 
Act is used.  
 
 
 
 
 
 
 
 

 
 

 
 
 
 
 
 
 
 
 
 
 

 

The Care Quality 
Commission is looking at how 
it can improve how the Act is 
applied.  
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Actions:  
 

The Department of Health 
and Social Care and NHS 
England will publish guidance 
on using the Mental Capacity 
Act.  
 
The Care Quality 
Commission will make sure 
their staff are trained to look 
at the Mental Capacity Act in 
practice.  
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Recommendation 9  
 
 

 

Recommendation 9.  

Lots of people review deaths. 
We need to work together. We 
need to make sure that 
everyone is properly trained.  

 
 
 
 
 
 
 

 
 
 
 
 

 
 

 

Health Education England has 
looked at the training people 
need to be able to review 
deaths of people with learning 
disability. 
 
 
 
 
 
 

 
 

 

 

Action: Health Education 
England will provide training for 
people who review deaths 
which they can take on their 
computer.  
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A group of people, including 
people with learning disability 
and their families, will make 
sure that the Government and 
other organisations do all these 
actions.   

 

 

 

If you want to comment on this 
report, please write to:  

 
Dementia and Disabilities Unit 
Department of Health,  
1N14, Quarry House,  
Quarry Hill,  
Leeds 
LS2 7UE  

 
 

 

 

 
Or e-mail us at:  
ddu@dh.gsi.gov.uk 

 

mailto:gareth.james@dh.gsi.gov.uk
https://www.photosymbols.com/products/email
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Who has helped with this report?  

 
 

 
 
 
 
 
 
 
 
 

 
 
 

 
 
 
The Department of Health 
and Social Care is the part 
of the Government 
responsible for health 
services and social care.  

 
 

 
 

 
 
NHS England is the 
organisation which runs the 
National Health Service.  
 
It handles the money which 
pays for health services.  

 
 
 
 
 

 
 
 

 

 
 
 

The Care Quality 
commission inspects health 
and social care services to 
make sure they are safe and 
accessible.  
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Health Education England 
trains health staff.  

 

 

 
 
 
 

 
 
NHS Improvement helps 
hospitals to improve their 
care and treatment. 

 
 

 

 
 
NHS Digital collects data 
on health services for the 
Government.  
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