
The Stop People with a Learning 
Disability Dying Too Young Group.

Notes from the meeting.

The meeting was on 29th March 2019

We met at Skills for People in Jesmond, 

Newcastle.

We had 2 big things on the agenda

1. Meeting Simon from the Josephine and 

Jack Project and talking to him about the 

bereavement support programme they 

have developed.

2. Meeting experts from Health who could 

answer our questions about what Do Not 

Resuscitate means

The Josephine and Jack Project.

Simon brought Jospehine and Jack and 

talked to us about the work they have done to 

support people to understand and talk about 

death and dying.

Josephine and Jack are life size dolls that 

Simon uses to do lots of work with people 

with a learning disability.

Josephine and Jack do work around sex and 

relationships.

They have also started doing work around 

death and dying.



They have a course called Life, Love and 

Loss.

At previous meetings we have talked about 

the lack of good bereavement support for 

people with a learning disability.

Bereavement support is the help you get 

when someone you love dies. 

It helps you to talk about your feelings. It 

helps you to understand what has happened. 

It helps you to find ways of remembering the 

person.

Simon said that talking about death and dying 

should be part of everyday life. Don’t wait 

until someone dies to start the conversation.

He also said to use the right words, so not to 

confuse people.

He talked about using memory boxes as a 

way of remembering someone who has died.

We think everyone with a learning disability 

should be able to do the Life, Love and Loss 

course to help them deal with death and grief.

There is a cost to working with the Josephine 

and Jack project. We want to find funding so 

people in the area can do this course.

To find out more about the Josephine and 

Jack project click here 

https://bit.ly/2WOz0VS

https://bit.ly/2WOz0VS


Do not attempt resuscitation (DNACPR)

3 visitors came to talk to us about DNACPR.

Suzanne Vickers and Dr Ellie Barker came from 

the palliative care service.

Palliative care means the care you need at the 

end of your life, when you are dying.

Amy Cole also visited – she is a learning 

disability liaison nurse.

We found out how the decision not to 

resuscitate someone if their heart stops is 

made.

Resuscitation is restarting someone’s heart 

when it stops. If you don’t restart their heart 

they will die.

That is why it is a big decision not to resuscitate 

someone.

Suzanne and Dr Ellie told us that this decision 

should only be about whether resuscitation will 

work or not.

It should not be a judgement about someone’s 

quality of life.

A person can also decide for themselves that 

they do not want resuscitation.

When a decision is being able about Do Not 

Resuscitate, the person who is ill or their family 

should be involved.



.

We know from the work we have done that this 

does not always happen.

We talked about the things that can go wrong 

for someone with a learning disability with 

DNACPR decisions.

We know that Do Not Resuscitate decisions are 

made and the person and their family do not 

know.

We know of cases where ‘learning disability’ has 

been given as the reason for the doctor making 

a Do Not Resuscitate decision.

We know that not everyone thinks that people 

with a learning disability should be valued as 

much as everyone else.

This is wrong and if you see that it should be 

challenged.

It can be quite complicated and confusing 

understanding everything.

In the North East a project called Deciding Right 

has been created to help people to understand 

their rights and choices.

You can find it here https://bit.ly/2YYbFD6

There is an app you can download to your 

phone as well.

https://bit.ly/2YYbFD6


Learning Disability Liaison Nurse

We learnt about the role of a Learning Disability 

Liaison Nurse and how to contact them.

Learning Disability Liaison Nurses work in 

hospitals to help make sure that people with a 

learning disability get good care when they are 

in hospital.

They support staff on the ward who might not 

know a lot about learning disability to 

understand the needs of their patients.

It is really important that if you go into hospital, 

the Learning Disability Liaison Nurse knows you 

are in hospital.

They will come to see you and check that the 

staff on the ward know how to support you.

Your local Liaison Nurse should know about 

you, and should be notified if you go into 

hospital.

But it is good to check.

We will get a list of all the local Liaison Nurses 

so you can contact your local nurse and check 

you are on their list.

Then if you go into hospital you don’t need to do 

anything else – they will already know to come 

and see you.

You can also ask them about a hospital 

passport.

You can find more information here 

https://bit.ly/2UIXxyg

https://bit.ly/2UIXxyg

