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How inclusive is 
inclusion? 

Stop People with a Learning 
Disability Dying Too Young 



 

Stopping People with a Learning Disability Dying Too Young - Confirm & Challenge Group 
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The Stop People with a Learning Disability Dying 
Too Young group is a committed  team of people 
with a learning disability, family carers and people 
who work with us.  
 

We use our own experiences to look closely at the 
Learning Disability Mortality Review Programme. 
The programme is known as Leder. 
 
We look at the reasons why people with a  

learning disability die too young.  



Cumbria & North East LeDeR Regional Steering Group 
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We meet monthly to look at what needs to change. 
 

Men can die 23 years  younger and women can die 
29 years younger than people who do not have a 
learning disability. 
 
Women usually live longer than men. 

 
What is happening to the health of women with a 
learning disability? 



Statement 
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In May last year, the Government published its 
annual report into the deaths of  people with a 
learning disability.  
 

Our team had a lot of discussion and wrote a  
statement in response.  
 
We want to read it to you. 
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What do we know about people with a learning 
disability dying from cancer? 
 
Not very much. 
 
The information from Leder does not say what 
the cause of death was, so it is hard to know what 
needs to change. 
 
We think that the reviews of people who died of 
cancer could be looked at. 
 
There might be things to be learned. 
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What we do know is that being able to access 
services and getting reasonable adjustments 
made is very important. 
 
There also needs to be more training on cancer 
prevention and cancer care. 
 
We don’t think that people understand the 
Mental Capacity Ac t properly. There needs to be 
more training. 
 
There also needs to be better  
communication between everyone.  



We believe that people with a learning disability 
should be directly involved in all the work to help 
people live longer.  
 

We bring a lot of experience and should be 
supported and trained to be part of the work. 
 
At Sunderland People First, self advocates 
have been trained as Peer Educators  
to offer training around cancer awareness. 
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The national LeDeR team have produced 
information for carers around the common causes 
of early death. 
 
There are now posters about things like 
pneumonia and sepsis.  
 
We have asked for accessible information to be 
provided for people with a learning disability. 
 
We need the information as well to stay well. 
 
Plus, we are carers too. 
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Some things we think need to be done are… 
 

Provide and share easy read information about 
cancer screening 
 
Make reasonable adjustments to make it easier and 
less stressful for people to attend screening 

 
Use Health Passports better 
 

Value our lives as much as anyone else’s 
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How are we learning the lessons  
from the Mortality reviews? 

As a team we would like to know how 
organisations and health services are learning  
from the lessons of the Leder reviews.  
 

Based on what you learn today, what will you do 
differently at work tomorrow to stop people dying 
too young? 
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