
Stop people with a learning 
disability dying too young.

Confirm and Challenge Group

Notes from our meeting on
4th October 2019



Phil did a presentation at the event.

It went really well.

The Steering Group thanked Phil for doing 

that.

Linda and Dawn attended the event. 

They will all stay involved in the Network and 

keep feeding back to the group

Feedback from the Dysphagia 
event

Dysphagia means having problems 

swallowing. Things can go down the wrong 

way and cause problems with your lungs.

This can cause aspiration pneumonia.

This is a common cause of death for people 

with a learning disability.

We know this from the Leder Annual Report.

The Learning Disability Network wanted to 

bring everyone together who works on 

dysphagia.

On 27th September there was a meeting to  

launch a Dysphagia network for the region



Linda and Dawn attended the event. Linda 

gave feedback to the group.

The important things were

- Not looking after your teeth can lead to 

chest infections. This links to the things we 

said about the Smiling Matters report from 

CQC

- There is not enough accessible information 

on looking after your teeth

- Sunderland People First have done Quality 

Checking of dentists

- Can we find out when people die of 

aspiration pneumonia in hospital, did they 

have it when they went it or did they get it 

while they were there

- This is important because people working 

in hospitals might not be looking after the 

person in the right way and can make 

things worse

- Can aspiration pneumonia hide other 

causes of death? Would other causes be 

looked for?

Feedback from the Dysphagia 
event



After Whorlton Hall, some people wrote to their 

MPs to ask what was being done to stop this 

happening again.

Karen P got a reply from her MP – Bridget 

Philipson.

She had written to Caroline Dinenage about 

Whorlton Hall. She is the Minister for Health and 

Social Care.

We read the letter and came up with these 

questions to send back to Caroline Dinenage

- Will you make sure self advocates are 

involved when you bring together ‘leading 

experts’?

- How do we make sure that care providers 

employ the right people in the first place?

- When do you expect the consultation to be 

published?

- How can families be confident in the quality of 

care their loved ones are getting when they 

don’t know who the owners of hospitals are –

Castlebeck, Danshell, Cygnet – does 

anything really change when the name 

changes?

Updates from action we have 
taken



We talked about the BBC report where the Royal 

College of Psychiatrists have asked for a public 

enquiry.

They want to know why there are so many cases 

of abuse of deaths in hospitals for people with a 

learning disability or autism in the North East.

They are very worried about the quality of care 

for people in our region.

In July, we looked at the video Pauline Heslop 

made for Learning Disability week.

We came up with our own questions about the 

Leder programme for 2019-20 and made a video 

to send to her.

We watched her reply to us.

Of our 7 questions, she felt she could answer 2.

She has sent the other 5 to NHS England.

Karen P will chase up the answers to our 

questions.

Feedback from Pauline Heslop



Gio told us the story of his brothers last few 

weeks before he died and how poor the care he 

got in hospital was.

We talked about our experiences of good and 

bad care.

Gio said he would like to visit the group and get 

us involved in the film making.

The group were happy to help.

We have felt like a lone voice. It is good to know 

other people are speaking up too.

Gio Ulleri is Joe Ulleri’s brother.

Joe died in a Manchester hospital in 2016 after 

not being fed for 19 days.

We talked about Joe in One of our meetings.

Gio contacted us.

He is a documentary film maker.

He asked if we would be involved in a film about 

people dying too young.

We did a video conference with Gio in our 

meeting.

Talking to Gio Ulleri


