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

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 three years.

This is their message to every Clinical Commissioning 

Group.

This last year, living through Covid, really showed up 

what we have always known - we are easily forgotten 

about. 

We weren’t prioritised for the vaccine straight away 

even though we were dying more than other people.

Do Not Resuscitate was put on our files without us 

knowing, without talking to us or to the people who love 

us.

There was not enough accessible information to help us 

follow the rules and keep ourselves safe.

It has made people see us differently and act differently 

towards us. People are less kind and less patient now.
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So our message needs to be heard more than ever 

before.

We have a right to have the same respect, value 

and access to treatment as everyone else. Our lives 

have as much value as other people's. 

You need to understand our rights and know the 

Law. 

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 paid support. 

Know how to make reasonable adjustments so that 

it is easy for us to get health care. Make information 

accessible for everyone. This could be by providing 

Easy Read or putting it in other languages. 

Don't let us die too young.
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2. Understanding Leder

Leder is the Learning from lives and 

deaths- people with a learning disability and 

autistic people Programme. 

It is a programme that is happening all over 

England.

A new Leder Policy came out in March 

2021.

This will change the Leder programme a lot 

over the next few years.

There is an Easy Read report about the 

changes here

https://bit.ly/34ngbiu

1. Introduction

This is an easy read summary of County 

Durham and Tees Valley’s report saying 

what we have done in the last year to stop 

people dying too young.

The report is about what happened from 1st

April 2020 to 31st March 2021.

County Durham and Tees Valley Clinical 

Commissioning Groups thank everyone 

who has been involved in their reviews this 

year.
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3. The Leder programme in 

County Durham and Tees Valley

The are 4 staff members whose main 

job is to do Leder reviews.

This means they can focus on getting 

the reviews done and understanding 

the process of Leder reviews really 

well.

The team will carry on working together 

for another year.

After this the money that we have got 

for their jobs runs out in April 2022.

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.
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County Durham and Tees Valley have 

good systems in place to make sure 

that all deaths are reported.

Across the 11 Clinical Commissioning 

Groups in the NE & Cumbria we have 

the highest number of reviews to do 

and the highest number of reviews that 

have taken place.

4. How we make sure the Leder

programme happens

County Durham and Tees Valley set up 

groups to make sure that the reviews 

are done well. The groups are called 

Service Improvement Groups.

There are people with lived experience 

and family carers on these groups.

The groups make sure that any actions 

that were agreed to make services 

better are getting done.
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5. How we learn from reviews

Reviewers look at lots of different 

information about a person’s life and 

death.

They look at what went well and point 

out if anything could have been done 

differently and what can be learnt. 

It is about improving services for 

everyone.

County Durham and Tees Valley put the 

information from all the reviews into a 

computer system called SIRMS.

They use it to look at what is learned 

from every review.

This means they can see if there are 

any things that need to get better 

across the whole area
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From 1 April 2020 to 31 March 2021, 

160 reviews have been done. 

77 were in County Durham.

83 were in Tees Valley.

6. What did people die of?

From the reviews that were done, the 

things that most people died of last 

year were 

Pneumonia – 39 people

Pneumonia is an infection in the lungs 

caused by germs called ‘bacteria’.

Cancer – 20 people

Covid-19 – 19 people
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Public Health England found that 

people with a learning disability were 

six times more likely to die from Covid 

19 than other people.

Because of Covid 19, the staff who 

usually do Leder reviews also had to do 

other work to help other members of 

their team.

7. What we have learnt from 

the reviews.

The reviews found lots of good practice 

which is good to see.

Examples of good practice were

• Care home staff getting training from 

hospital staff so the person did not 

have to go into hospital

• Nurses supported the care home to 

give good end of life care

• Good relationship between the care 

home and the doctor (GP)
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Reviews found things that could be 

done better for people with a learning 

disability.

They think 9 of them are really 

important, because they came up in a 

lot of the reviews. 

These are:

1. People’s health did not always get 

checked enough

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.

2. Assessments were not always 

done properly and forms were not 

always filled in fully

Staff did not always have enough 

information to give the person the best 

care.
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3. There was not always enough 

evidence of the Mental Capacity Act 

and Best Interest Decisions being 

used

The reviews could not always find the 

paperwork to show that the Law had 

been used in the right way to make 

sure people were involved in decisions 

about their care

4. Annual health checks and action 

planning was not always good 

enough

Some reviews found that people had 

not had an Annual Health Check for a 

long time.

Some reviews found that there wasn’t a 

good action plan for the person.

Some people did not get enough 

reasonable adjustments.

5. Assessing the care needs of the 

person did not always happen

The reviews did not always see that 

good assessments had been done to 

understand a person’s care needs well
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6. Professionals did not always 

communicate well with each other

This stopped people getting the best 

care. Staff didn’t know what a person 

needed because information wasn’t 

shared.

8. People were not always referred to 

a specialist when they needed to be

Some people became more unwell 

because they were not sent to see a 

specialist. 

7. Not enough planning with the 

person about the end of their life

There was not enough honest 

conversations about death. People 

need more choice about where they 

want to die and what a good death 

means to them. 

Some professionals need more skills 

and confidence to look after someone 

as they die.
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Over the last few years, the Leder

programme has shown that staff not 

using the Mental Capacity Act in the 

right way is a big issue. 

From the 160 reviews that were done in 

County Durham and Tees Valley last 

year, 33 people had a full Mental 

Capacity Act assessment done, 

8 had a Mental Capacity Act 

assessment that was part done.

21 people had no Mental Capacity Act 

assessment done.

9. Communication with the person 

and their carers was not always 

good enough

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. 
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Of the 160 people whose life and death 

was reviewed, 65 were being supported 

because they were near the end of their 

life.  This is called the end of life 

pathway. 

For the 65 people who were part of end 

of life planning, 47 of them had had an 

Annual Health Check in the year before 

they died.

8. How good was the care 

people got?

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.
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0f the 160 reviews that were done last 

year

8 people had excellent care.

89 people had good care.

44 people got satisfactory care.

17 people got poor care that affected 

their well being but was not part of the 

reason they died.

2 people 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.

They will make satisfactory care better 

so that more people get good care.

They will make sure that less people 

get care that is not good enough.. 
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There were two people who got poor 

care that could have been part of the 

reason they died.

Extra meetings were held to look at 

what went wrong.

They invited lots of professionals and 

the people’s families to agree what 

needed to happen.

9. What needs to change?

From everything that has been learned 

from the reviews, County Durham and 

Tees Valley have got 5 priority areas to 

work on.

They are

1. Communication

2. Mental Capacity Act and Best 

Interest Decision Making

3. Checking people’s health care

4. Better assessment of care needs

5. Better end of life care
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The different places where people live 

or get treatment need to get better at 

different things.

Home care settings and care homes 

need to get better at assessing care 

needs and checking people’s health 

care.

The Foundation Trust Hospitals need to 

get better at communication and at 

using the Mental Capacity Act in the 

right way.

Everyone needs to get better at 

communication.

All agencies need to learn from the 

reviews and work together to make 

care better for people with a learning 

disability.
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The things that need to happen are 

written in Strategic and Local Area work 

plans.

Work is already happening to make 

things better. 

10. What we have done so far

Here are just a few examples of some 

of the things that Tees Valley has done 

so far:

The Tees Valley Leder Strategy has 

been written.

There are 15 things that will be focused 

on this year to help people with a 

learning disability live longer, healthier 

lives.

South Tees Hospital NHS Foundation 

Trust employs 15 Learning Disability 

Registered Nurses.

They work on wards to support staff to 

work well with patients with a learning 

disability.
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The Trusts have updated their websites 

to provide lots more easy read 

information.

Accessible information about Covid, 

Staying Well for Winter and other health 

issues have been shared online.

Here are just a few examples of some 

of the things that County Durham has 

done so far:

Making sure staff understand the 

Mental Capacity Act and how to use it.

Using a short training course to raise 

everyone’s awareness.

Working on making Emergency Health 

Care Plans better.

Making sure they say what the person 

wants to happen if they are seriously ill.

Emergency Health
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Making sure that Annual Health 

Checks carry on happening during 

Covid.

The Integrated Learning Disability Team 

have been working with doctors (GPs) 

to make sure that 

• Annual Health Checks are good 

quality

• A good Health Action Plan gets 

written afterwards.  

STOMP – stop over medicating 

people

A trial project to make sure that anti-

psychotic medication is only used in the 

right way and gets checked often has 

been done.

This went well and will now be used 

across the whole area. 
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The thing that people with a learning 

disability die of most often is problems 

with breathing and their lungs.

To help raise awareness of this, a 

drama group have been asked to 

create a video called Happy Health 

Lungs.

This will show fun activities and 

exercises that can make people’s lungs 

healthier.

Thank you for reading this report.
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