Talking End of

with people with intellectual disability

Facilitator’s guide

The combination of this facilitator’s guide and the module is designed so you can offer
training to a group of people with minimal preparation. We assume that you have
facilitation skills, so this guide is not a script. Instead, it provides some notes and hints that
may help guide group discussion.

Materials and additional information

The following materials and information may help you prepare for a facilitated TEL session:
e Your organisation’s policies and procedures relating to the topic covered
o Real-life examples from your organisation that relate to the topic

¢ The listed resources given on slide 28 “For more information” of this module, as
these may be particularly useful for your staff (also found in the Resources tab)
e Printer access, as answers typed throughout the modules can be printed at the end

and certificates can also be printed for staff in attendance
e A projector and speakers to play videos, especially in a large group.

Encourage self-care
At commencement of this session, it is important to remind staff that talking about the end

of life may not be easy, and that staff should take care of themselves and each other. Think
in advance about what you could do if one of the participants becomes very upset.

Consider confidentiality
Be aware that that it is very common for people to share personal experiences when

discussing end of life (both their experience with people with intellectual disability, and
personal/family experiences).

Think about the degree of confidentiality that is appropriate for the group you are
facilitating, and whether any ground rules are needed about:

e Discussing clients’ end of life experiences
e Talking about one’s personal dealings with dying and death.

Important information for participants

We recommend that you explain to participants in the group that:

e The videos show real disability staff and people with intellectual disability (not actors)
talking about real experiences

e The stories are almost all based on real events (with names and identifying details
changed)
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Module: Death

Consider showing participants where this module fits in with the other 11 TEL modules.

Teaching how
to understand
EOL

Loss, grief,
mourning

Suggested duration:

30-35 minutes

This guide includes:

Links with other IC)O Points to highlight

3®: Main ideas q _
= modules from video
PR —————
Taiking Endof Life
Teaching how to understand
end of life:
Death
B SVOREY VLR % Hormonscare UNISSON @9 Flinders Ly
= » ; Start
Hicensae m]t)heeaal,()dme e Clicking on the link [1] opens a new
window showing published research
that supports the information in the
slide. The footnote lists the first author
and date of this publication.
Go back Slide 2of 31 Next slide
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How did you learn about death?

Many people leam about death:
* From a young age
+ Gradually coming to know more as they get older
+ Through the death of pets or grandparents
* Going to funerals
« Through TV shows or movies

Alot of people lear about death through asking questions.

Many people with intellectual disability have not had
similar leaming opportunities

We learn about death with a lot of
different experiences throughout life.
Participants could discuss how they
each learned about death.

Gaining confidence with experience

and death, especially with a person with intellectual

A lot of people don't feel confident talking about dying
disability. This does not mean they "Il *stuff it up’ T

In fact, feeling anxious shows that they are taking it
ions.

seriously and really thinking about their actions I’ -
The best way to overcome uncomfortable feclings is to > E
P

start practising

Go back Stidedof 31 Next slide

See slides 3 to 15 in the Managing
feelings module for more information
about staff feelings when talking about
end of life with people with intellectual
disability.

We want you to get talking!

By the end of this module, we hope you will feel more confident having
conversations about death.

Through these conversations you can support a person with intellectual
disability to understand:

“Death is when the body stops working. It is permanent and the person
will never come back. It happens 1o every living thing. That includes me."

Go back Stide s of 31 Next slide

What death is

There are three important ideas that a person with
intellectual disability needs to understand about death. 2]
These are that:

« When a person dies the body stops working

« The dead person will never come back
« Death happens to every living thing. That includes me

Go back Stide 6 of 31 Next slide

The body stops working

When you are teaching a person with intellectual disability about death, it is important to be very clear.

A way to be clear is 1o say something like:

“When someone dies their body stops working. The heart stops beating, breathing stops, and the brain stops
working. The person cannot see, cannot hear and cannot feel pain.”

Go back Sude7 of 31 Next slide

Research shows that people with
intellectual disability often don’t fully
understand what death is.

It's important that the person
understands all three things that define
death.
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I
Holly

You can usc the death of poople or pets as a way to start a
conversation about how the body stops working.

In the vide
uses this to

ic sees that Holly's budgic has died. He
Holly about death

O[]

L]

q

Key points for discussion from this
video clip are listed below:

(00:45-00:48) Eric uses clear and direct
language, for example, he says “dead”.

The budgie was not real. It was a
statue.

Eric’s use of clear and direct language
is similar to David’s use in slide 5 of the
Handy teaching skills module.

This is the first example of a text box in
this module. You may choose to use
this box to type in key points raised
during discussion. Answers to this and
any future reflection questions can be
printed or emailed at the end of the
module.

Having trouble pl
Vimeo: bitpsi/vim
Go back Stide 8 of 31 Next slide
How ¢ check that Holly understood what death means?
What g -ould you ask(3)
Type you the box beow
3. Finlay & Lyoas (2001)
Go back Stide9 of 31 Next slide

Your answers to the ‘Think about...’question

heck that Holly understood what death means?

ould you ask?

Stide 10 of 31
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. 3 e
Did your answers sound like this? 00

(I

(I The key point of discussion from this
video clip is:

In the video Eric asks questions to
check whether Holly understands
death.

Next slide

This is an example of the “Ask
questions to check for understanding”
teaching skill on slide 7 of the Handy

teaching skills module.

Death can have many different causes

When a person with intellectual disability learns about
death, they may not understand that death can have many
different causes.

It is important to talk about death in a variety of ways,
and make it clear that whether death happens suddenly or
after a long time the final result s the same - the person is
dead.

Goback — Nextslide
Think about...

out de:
.8, accides and when

Goback stde 130731 Next slide

Your answers to the “Think about...’question

What are five ways you could start a conversation about death?

0

Go back Stide 14of 31 Next slide
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One way to talk about death

When famous people die suddenly it is often reported on the
news. This is a simple and natural opportunity to talk about
death to a person with intellectual disability.

For example:
Adnan and Leah are watching TV. The death of famous
musician David Bowie flashes up. He says:

“Oh did you see that? David Bowie died.
What do you think he died of?”

Go back Stide 15 of 31 Next slide

This example is like the teaching skill
“Use everyday situations to start a
conversation or an activity” on slides 9
to 12 in the Handy teaching skills
module.

Another way to talk about death

Some people die suddenly, but it is also important 0
explain that death can happen after & long period of
dying. More information about how to do this can be
found in the Dying module.

At some point, cveryone experiences people close to
them dying. This can be an opportunity to talk

An example of this can be seen in the case of Anthony.

Go back Stide 16of 31 Next slide

Participants can get more information
about how to teach about dying, and
how people can be cared for when
dying in the Dying module.

Anthony

Anthony has intellectual disability. His mother has cancer and she is
dying.

Anthony's brother Daniel has told him, but Anthony's disability
support professional (DSP) Jenny, is very worried Anthony might
not understand what will happen.

Go back Stide 17 of 31

What did Jenny do?

Jenny spoke to Anthony’s brother Daniel about
her worries. He agreed to take Anthony to some
of his mother’s medical appointments.

ok
When Mum Died

Jenny also got a copy of the book ‘When Mum
Died’. This book can be purchased from Books
Beyond Words. e’ (v

© Beyond Words. F
£0 to hittes://book

Go back Slide 18 of 31 Next slide

There is more information about the
whole Books Beyond Words series on
slide 28 towards the end of this
module.

What did Jenny do?

Jenny sat down with Anthony and looked through the
information.

She explained that Anthony’s mum is sick and will not get
better. She asked questions to make sure that Anthony
understood that when his mother dies her body will stop
working and she will never come back.

Go back Stde 19 of 31 Next slide

Using questions to check for
understanding is helpful. Eric also does
this in the video on slide 11 earlier.

More ideas about how to do this are
given on slides 7 and 8 of the Handy
teaching skills module.
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Think about...

What other things could you do if you were Anthony's DSP?

Type your asswer in the box below.

oo e e

e

Your answers to the “Think about...’question

What other things could you do if you were Anthony's DSP?

- Stide 21 of 31 -

Did you get...?
* Discuss with Anthony what he would like to do with his
mother before she dies

« Encourage Daniel to keep Anthony up to date with what
is happening as things change

+ Support Anthony to visit his mother

+ Ask Anthony how he is feeling about his mum being
sick and dying. Provide support as needed

(e sz =

ol s

Think about...

‘What would you do if Anthony’s family did not want Anthony to be told that his mother is
going to die?
Type your answer in the box below.

[FoomT] s L

o l

Your answers to the “Think about...’question

What would you do if Anthony's family did not want Anthony 10 be told that his mother is going to die?

[oowt™] st .
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Did you get...?

* Explain to Anthony’s brother Daniel the negative
consequences of Anthony not knowing, Use the Why is
this important module from this website (o help this
conversation

+ Encourage Daniel and his family to include Anthony as
much as possible. For example, hospital visits, saying
goodbye, attending his mother's funcral

* Talk to a supervisor if you are finding the situation
difficult to manage

Slide 25 of 31
o T T A
[ 4 4 R AR

Seek help if you are unsure

If you’re not sure what you would do about anything discussed in this module, please talk about it with
someone you trust.

Stide 26 of 31

~ Ed
- ~

Someone you trust could be your
supervisor, a colleague, a friend or
family member.

i 5 R ) A

Key concepts

It is important to communicate the following three points when talking 1o peaple
with intellectual disability about death:

* When a person dies the body stops working

+ The dead person will never come back

+ Death happens to every living thing. This includes me.

Tips for communicating:

+ Be very clear in the words that you use 6
» Use real world examples to explain death

Stide 170731 Next slide

[ 4 v s s R

For more information

2 i ideli people with
Inteflectual disability about how to break bad news.

The Books Beyond Waords series k: for people with intellectual that v
pictures. This allows you to make the story relevant to the client. Topics include
‘Am | Going to Die’, ‘Getting on with Cancer’ and ‘Anne has Dementia’.

Slide 28 of 31

Click on the links on this page to show
participants what these resources look
like.

Research supporting this module

Wiese, M., Stancliffe, R. )., Read, 5., Jeltes, G. & Clayton, J. (2015). Learning This article discusses the importance

about dying, of talking to peopl
actions. of & ility, 40(2), 230-235. doi disability about end of life, including
10.3109/13668250.2014.998183 their right to know about death.

https://doi.org/10.3109/13668250.2014,998183

McEvoy, 1., MacHale, R., & Tierney, E. (2012). Concept of death and perceptions  This study found that some people
of bereavement in adults with intellectual disabilities. Journa of ntellectual with intellectual disability only

Disabilty Research, 56, 191-203. doi-10.1111/].1365-2788.2011.01456.x partially understand the concept of
https:/fwwwncbi.nim.oih.gov/pubmed/21801263 death,
Finlay W. M. & Lyons E. (2001). ssues i dusing  This
elf- with peopl retardation. with people with intellectual disability
13, 319-335. doi: 10,1037//1040-3590,133.319 should be tested to show that they are
useful with that population.

hitp://dx.doi.org/10.1037/1040-3590.13.3.319

 Gol

| Stide 29 of 31 Next slide

This slide lists in full all the research
mentioned in this module. The About
column gives a brief summary of the
relevant information from each
research publication.
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Your answers for this module

1f you would like to keep a copy of your answers for this module, you can print them out or email them to
yoursclf.

Print your answers to the Email your answers to yourself
Think About questions

Stide 30 of 31

iz

Congratulations!

You have completed the module

i You can now print a Certificate
| Gobk
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