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Why this study?

Breaking bad news is difficult:
Should we tell?

How ?

How much?
When?
Who?

Current models for “breaking bad news” don’t work well

for people with LD
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What are the existing models?

Prepare

» Get the right setting

* Find out how much the patient knows

e Find out how much the patient wants to know

Disclose
* Give warning shots
* Give information step-by-step

Follow-up

* Respond to emotions
e Answer guestions
 Make a plan
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Why don’t existing models work?

Bad news is concerned with
one central piece of information

Breaking bad news is a
e singular event

e linear process

Breaking bad news happens in
a series of 1 to 1 consultations

There is 1 bearer and 1 recipient
of bad news

Breaking bad news can be planned
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Study aims

 What are the experiences and preferences of
people with LD, family carers, and health and
social care professionals around breaking bad
news?

 What factors affect the breaking of bad news
and communication with people with LD about
liIness and prognosis?

e To develop a model for breaking bad news that
meets the needs of people with LD.




Study methods

|. Focus groups and interviews
21 People with LD
28 Family carers
26 LD professionals Participants
34 Health care professionals total 109

ll. Feedback on preliminary model
from 60 participants and other stakeholders
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A singular event?

Bad news is “any news that drastically and
negatively alters the person’s view of her or
his future”.

IS IT BAD NEWS? It depends on the person!

‘Bad news is you can't have any pudding.
Or we've run out of chocolate mousse!’

Mother




Factors affecting:
how bad news is broken
how people with LD make sense of it

1. Intellectual capacity and understanding

2. The people involved and their attitudes towards
disclosure

3. The support available to all involved

Main theme:
Breaking bad news is a PROCESS, not an EVENT
Knowledge is built gradually




One bearer of bad news?

“My mum has to explain it to me,
what the doctor says. Because |
don’t understand, | wouldn’t
understand what he just said. By

using the long words.”

Woman with LD, age 24

“You wouldn’'t tell the truth. You
might not lie but you wouldn’t tell the
truth.”

Father
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One bearer of bad news?

‘I don’t feel confident as a
manager that I'd have the

power not to tell somebody.’

Manager of residential care

service
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One recipient of bad news?

“I have to say that as a parent, |
feel VERY strongly that | would
want to be there if she is told
bad news, and | would want to

be told about it beforehand.”

Mother of 23 year old daughter with

mild/moderate LD




/

Understanding:
Concept of time and abstract

“His understanding is very concrete.
He takes things literally... If you told
him he was going to die, he would
ask: ‘When? What day? What time?’

' You can’t tell him something is going
to happen, and then not tell him

when.”

Mother of 24 year old son with moderate LD

on autistic spectrum
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A one-off event that can be planned?

“Breaking bad news was
attempted several times and
always seemed to go well to
those present - until the
next episode when it
became evident very little

had been understood.”

Doctor, palliative care




Who iIs the bearer of bad news?
Who helps someone understand?
Where and how?
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‘A fifteen minute clinical
appointment may not be the
best way to tell somebody with
a learning disability. They may
need that fed in their own
environment with the care staff
around, the picture books and
you know, other bits around
them, to really be able to
understand it.’

& CNs palliative care

~
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Breaking bad news in small chunks

‘I definitely think she had this
Increasing awareness. She was aware
enough to know that she was getting
sicker and sicker, and that she could
do less and less and less... | think that
the physical change helped her to
understand that the light was going

out of her life.’

Mother of a 25 year old woman with severe

LD who died after a long iliness
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Support needed

‘It can be a lot to ask a carer or
relative to be the bearer of bad
news and so they must be

supported by professionals.’

Consultant in palliative medicine




We put these findings together with:

e Our previous research
e The literature
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