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Leder is the Learning Disability Mortality 
Review Programme.  
 
The whole country are working on this to 
make sure that people with a learning 
disability do not die too young. 

Every Clinical Commissioning Group (CCG) 
has to write a report each year saying what 
they are doing to stop people dying too 
young. 

This is an easy read summary of County 
Durham and Tees Valley’s report. 
 
The report is about what happened from 1st 
April 2019 to 31st March 2020. 

County Durham and Tees Valley Clinical 
Commissioning Groups thank everyone 
who has been involved in their reviews this 
year. 



A reminder from the Stop People with a Learning 
Disability Dying Too Young Group 

All people should be given the same 
respect, value, access to treatment and 
rights. 

Our lives are not valued as much as 
other people’s 
 
This has to change and it starts with 
you. 

You need to understand our rights and 
know the Law. 

The Stop People with a Learning 
Disability Dying Too Young group are a 
group of self advocates and family 
carers working on Leder in the North 
East.’. 
 
They have been working together for 
two and a half years. 
 
This is their message to every CCG. 



Start by listening to us - hear our 
worries but also what we want from our 
life. 

Listen to the people who know us best. 
 
This might be our family, friends or 
other people who support us. 

Know how to make reasonable 
adjustments so that it is easy for us to 
get health care. 
 
 
A reasonable adjustment is a change 
that has been made to a service so that 
people with a learning disability can use 
them like anyone else. 

Give us good information- make it Easy 
Read and don't use jargon. 
 
 
 
Don't let us die too young 



Doing a review for everyone 
who dies 
 
An important way to stop people dying 
too young is for local areas to do a 
review for everyone with a learning 
disability who is aged 4 or older who 
dies. 

The aim is to learn from the reviews 
and to make things better. 
 
This will help people with a learning 
disability to live longer lives. 

This is what we know about the 
number of people who died and the 
number of reviews that were done in 
2019-20 

County Durham 
 
88 deaths were reported 
  
48 deaths were reviewed  
 
 
Tees Valley 
 
81 deaths were reported 
 
37 deaths were reviewed 



What about the rest? 
 
There are 84 deaths that were reported 
and reviews have not been done yet. 

3 of these are people whose deaths 
were reported twice. This can happen 
because anyone can report a death to 
Leder. 
 
 
4 of the reviews have to wait because a 
different type of review has to be done 
first. This might be because something 
happened in hospital that had to be 
looked at first, or there might have been 
worries about safeguarding. 

This leaves 77 reviews that have not 
been done yet. They will be finished by 
December 2020. 
 
32 have been started. 
 
45 haven’t been given to a reviewer 
yet.   

There are 24 people who died more 
than 18 months ago. Their reviews 
have not been done yet. 
 
These reviews are being done by North 
East Commissioning Support Unit 



4 people were given jobs at the start of 
2020 to just do reviews.  
 
 
This is to help make sure that reviews 
are done on time, 

Before this, staff were asked to do 
reviews as well as doing their normal 
job, which they found quite hard. 
 
 
That is one of the reasons why not all 
the reviews have been done yet. 

There are 11 Clinical Commissioning 
Groups in the North East and North 
Cumbria. 

County Durham Clinical Commissioning 
Group has had the most reviews to do. 
 
 
Tees Valley Clinical Commissioning 
Group had the 3rd most reviews to do. 



The review finds out if the person who 
died got good care. 
 
 
It also finds out what could have been 
done better.   

Clinical Commissioning Groups want to 
learn from the reviews. 
 
 
They use them to make health care 
better for people with a learning 
disability. 

County Durham and Tees Valley put the 
information from all the reviews into a 
computer system that looks at all the 
information. 

A report is written that shows what 
needs to change to make things better. 
 
 
This goes to a meeting of professionals 
whose job is to make services better. 



The professionals at this meeting then 
tell everyone else who works with them. 
 
This is so as many professionals as 
possible can learn from the reviews. 

The main professionals who need to 
know are 
 
- Learning disability teams 

 
- Local Safeguarding Adults Boards 

 
- the Durham, Darlington and 

Teesside Mental Health and 
Learning Disabilities Partnership 

What the reviews are telling 
us. 
 
Part 1a of a Death Certificate says what 
the person died of – this is called cause 
of death 

The most common causes of death for 
people with a learning disability were 
 
- Pneumonia 

 
- Aspiration pneumonia 

 
- Cancer  



Pneumonia is an infection in the lungs 
caused by germs called ‘bacteria’. 
 
 
 
 
Aspiration pneumonia is an infection in 
the lungs caused by food or drink going 
down ‘the wrong way. 

This year 85 reviews have been done. 
 
57 have been put on the computer 
system. 

The Clinical Commissioning Groups 
have looked at what those 57 reviews 
have said. 

There are 25 areas where staff can 
learn so that things can be made better 
for people with a learning disability. 



They think 8 of them are really 
important, because they came up in a 
lot of the reviews.   
 
These are: 

1. Mental Capacity Act and Best 
Interest Decisions 
 
Professionals did not always use this 
Law in the right way to make sure 
people are involved in decisions about 
their care 

2. Communication with the person 
and their carers 
 
Professionals did not always tell the 
person or their carers what was 
happening. They did not always share 
information or try hard enough to 
communicate.  

3. Planning for a good death 
 
There was not enough honest 
conversations about death. People 
need more choice about where they 
want to die.  
 
 
Some professionals need more skills 
and confidence to look after someone 
as they die. 



4. The things that went well 
 
Some of the reviews showed where 
things had gone very well and other 
staff need to learn from this.   

5. Meeting the person’s individual 
needs 
 
Some things went wrong because the 
individual person didn’t get what they 
needed to get good health care. 

6.Professionals not communicating 
well with each other 
 
This stopped people getting the best 
care. Staff didn’t know what a person 
needed because information wasn’t 
shared. 

7. The hospital not doing a review 
when someone died there 
 
This meant there was a long wait to 
know what had happened to the person 
just before they died. 



8. No one checking on a person’s 
health 
 
People’s health sometimes got worse 
because no one followed up on health 
checks, or when they missed 
appointments.  
 
Some people had no one to make sure 
that they got all the health care they 
needed. 

The reviews done by Tees Valley 
Clinical Commissioning Group found 
lots of things that could be done better. 
 
 
 
The reviews done by County Durham 
Clinical Commissioning Group found 
less things that could be done better. 

This might be because Tees Valley 
reviews had more detail in them. 

The national Leder programme has 
showed that professionals do not 
always make Do Not Resuscitate 
decisions in the right way. 



Professionals do not always use the 
Mental Capacity Act and Best Interest 
Decisions in the right way.   

A letter has been sent from NHS 
England and Improvement to all Chief 
Officers to say this has to get better. 
 
 
The local Director of Nursing has also 
sent a letter to make sure teams 
remember. 

When a person’s death is reviewed, the 
care they got is scored from 1 to 6. 

1 means they got the best possible 
care. 
 
 
6 means the care was bad and was 
part of the reason they died. 



68 reviews gave a score for the quality 
of care they got. 
 
4 people had excellent care. 
 
 
41 people had good care.  
 
 
18 people got satisfactory care. 

4 people got poor care that affected 
their well being but was not part of the 
reason they died. 
 
 
 
1 person got poor care that really 
affected their well being and could have 
been part of the reason they died. 

The local area is serious about making 
things better so that all care will be 
good or excellent in the future.  



From everything that has been learned 
from the reviews, the Clinical 
Commissioning Groups have got 4 
main things to work on. 
 
 
 
They are 

1. Mental Capacity Act and Best 
Interest Decision Making 
 
 
 

2. Communication 
 
 
 

3. Training issues 
 
 
 

4. End of life planning 

Work has started on these. 
 
 
Here are some examples of what is 
happening 



4 people have been given jobs as 
reviewers to make sure the reviews get 
done on time.   

Mental Capacity Act training is 
happening in County Durham Clinical 
Commissioning Group. 

Lots of other training has been 
happening about the illnesses that 
people with a learning disability often 
get very poorly from. 

A guide has been made for GPs to 
make sure that people with a learning 
disability are on their register. 



Working on making Emergency Health 
Care Plans better. 
 
Making sure they say what the person 
wants to happen if they are seriously ill. 

Making cancer screening information 
more accessible for people with a 
learning disability. 

Setting targets to make things better 
 
There are national targets that local 
areas have to meet. These are 

• Every GP practice has a person to 
support their patients with a learning 
disability 
 

• Learning Disability Registers are 
kept up to date 
 

• People with a learning disability 
having the flu jab 

Emergency Health  
Care Plan 



The local area is doing better than most 
areas on these which is good.   

But we also know that women with a 
learning disability do not go for breast 
screening or cervical screening as 
much as other women. 
 
 
This needs to get better. 

STOMP – stop over medicating 
people 
 
This is a national campaign to make 
sure that anti-psychotic medication is 
only used in the right way and gets 
checked often. 

The local Mental Health Trust is 
checking the medication that people 
take as part of this work. 



There is also a Learning Disability 
Nurse who can give advice or ask why 
the medication is needed.    

Covid19 
 
Covid19 meant that the local reviews 
had to be stopped for a while. 
 
At this time, more was done to protect 
people with a learning disability from 
catching Covid19. 

Funding 
 
Money was set aside to pay 4 people to 
do the reviews. 
 
This money lasts until 1st April 2022. 

Managers know that they need to 
decide how reviews will get done after 
that. 
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