
An Easy Read Summary

How the programme works.

LeDeR Learning Themes and Action from Learning  

Presentation about LeDeR Programme in 
Gloucestershire



LeDeR is learning about 

peoples lives and deaths so 

that we can make healthcare 

better.  

What is LeDeR? 



We talk about people with a 

Learning Disability from aged 

4 and autistic people over 18. 

What is LeDeR? 



LeDeR tells us the main 

reasons why people die too 

soon. 

LeDeR tells us how to make 

things better.  

What does LeDeR tell us?



LeDeR Programme Aims



LeDeR in Gloucestershire 

1. A reviewer works to find out what happened during 

someone's life and death. 

2. They will talk to someone who knows the person well, 

including family, carers and the doctor.

3. The review gets checked by the Quality Assurance panel, 

which includes: doctors, pharmacists, nurses and experts 

by experience. If needed, the case will have a focused 

review. 

4. We learn from each review and share the learning  



In Gloucestershire Sammy and 

Paul are part of the Quality 

Checking Panel to make sure 

that the voices of people with 

Learning Disabilities and Autism 

are heard.  

Importance of Experts by 

experience in LeDeR



Reporting a Death 

Anyone can report a death to LeDeR 
through this website: 

https://leder.nhs.uk/

https://leder.nhs.uk/


Action from Learning –
Gloucestershire Themes we are 
working on over the next year 



How we share what we are doing 
and learning from reviews?

• Annual reports

• Gloucestershire LeDeR Newsletter

• Easy read resources

• Access information on 

Gloucestershire LeDeR Webpage: 

https://www.inclusiongloucestershire.co.uk/engage

ment/leder/

https://www.inclusiongloucestershire.co.uk/engagement/leder/


Being on the Learning Disability Register 
(a list of people with Learning 
Disabilities).

Being on the list can mean you get extra support 
(we call this reasonable adjustments), this could be 
extra time, easy read leaflets, quiet space to wait 
or home visits. 

It will also make sure you are invited for an Annual 
Health Check (if you are aged 14 or older). 

Find out more information from Supercharged Me 
(encouraging people to get their Annual Health 
Check: https://bit.ly/3zQOIVo

https://bit.ly/3zQOIVo


Encouraging people to get their 
Annual Health Check. 

A Health Check is an appointment with 
your doctor or a nurse every year that you 
can have even if you feel well.  

Anyone with a Learning Disability aged 14 
or over can have a Health Check.

This video tells you more: 
https://bit.ly/3ENJyeg

https://bit.ly/3ENJyeg


Promoting the use of My Health 
Passport (sometimes called Hospital 
Passport)

A health passport helps doctors and other 
healthcare workers find out important things about 
you. Such as: 
• What medication you take. 
• What reasonable adjustments you require

• Other important information to help your hospital 
stay

Here is a ‘My Health Passport’ that can be filled in 
on the computer: https://bit.ly/3jzZk46

https://bit.ly/3jzZk46


What do people want if they have to go 
into hospital - Advanced Care Planning 
using the ReSPECT form. 

• ReSPECT stands for Recommended Summary Plan for 

Emergency Care and Treatment. 

• This form can include any reasonable adjustments 

needed or a persons end of life wishes.

• They should be completed when a person is well. 

• RESPECT Easy read leaflet - https://g-

care.glos.nhs.uk/uploads/files/Easy%20read%20ReSPECT-

3%20leaflet%201-%20Introduction.pdf

https://g-care.glos.nhs.uk/uploads/files/Easy%20read%20ReSPECT-3%20leaflet%201-%20Introduction.pdf


ReSPECT resources 

5 Easy Read guides: https://bit.ly/3w20751

Training resources for healthcare staff: 
https://bit.ly/3sUu03O

Myth buster: https://bit.ly/3ITeXhz

Top tips guide: https://bit.ly/3tFtEye

https://bit.ly/3w20751
https://bit.ly/3sUu03O
https://bit.ly/3ITeXhz
https://bit.ly/3tFtEye


Knowing about the link between Dementia and 
Down’s Syndrome 

People with Down’s Syndrome are more likely to 
develop a Dementia. 

In Gloucestershire there is an early diagnosis 
assessment pathway available to people with Down’s 
Syndrome.  

Information leaflet about the Memory Assessment 
Pathway (MAP) by NHS Gloucestershire Health and 
Care Foundation Trust: https://bit.ly/3Fmly1k

The MAP is available to people with Down’s 
syndrome from the age of 30

https://bit.ly/3Fmly1k


Keeping your mouth Clean

• Keeping your mouth clean can help stop infections 
such as sepsis or aspiration pneumonia. 

• Aspiration pneumonia is a type of infection that 
happens when someone breathes something into 
their lung instead of swallowing it.

• Sepsis is an infection in the blood



The importance of Advocacy how 
we use the Mental Capacity Act  

Better outcomes have been seen 
when the Mental Capacity Act has 
been used to support decision 
making, using an advocate.

What is the Mental Capacity Act? 

What is an Advocate?



The Best Interests Process 

Principle 1 – assumption of capacity 

Principle 2 – support in decision making 

Principle 3 – capacity and unwise decisions 

Principle 4 – decisions in best interests 
(where an assessment has shown there to 
be a lack of capacity)  



Fluctuating Capacity 

Someone may be able to make a 
decision for themselves on one 
occasion and not another. 

A persons capacity could be temporarily 
reduced due to their health or other 
reason (including their environment) 



Want to find out more about  LeDeR?  

To read the National LeDeR policy, visit:

https://bit.ly/3ITxXgk

https://bit.ly/3ITxXgk

