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

¢ Real-life examples from your organisation that relate to the topic

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: Handy teaching skills

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

Suggested duration:

35-40 minutes

This guide includes:
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Welcome to the module:
Handy teaching skills

Handy teaching skills
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It is a good idea to print copies of the list
of Handy teaching skills for each
participant.
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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.

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

Tessy is 10, Marc is 40, and Rob is 70.
Each of them can learn something new
about end of life. It’s never too early or
too late, but it’s a good idea to start
early, and while people are well.
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Be clear and direct

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

(00:17-00:39) The unclear and indirect
language when Pat says “I’'m so sorry for
your loss” is confusing for Anne. She
thinks David has literally “lost”
something. David explains, with clear
and direct words, that his dog Rex died.

(00:46) Anne says “passed away” when
talking about her dog Chloe. It is okay to
use the person’s own words as long as
they understand them.

Expand the topic a bit more each time

Go back Stide 7028 Next slide

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

(00:50) Eric uses clear and direct
language, for example “dead”, to help
Holly understand.

(01:12-01:34) Eric asks Holly questions to
check her understanding.

The budgie was a statue, not a real bird.
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Open vs closed questions

Go back shie ol 20 Next slide

Use everyday situations to start a
conversation or an activity

Use everyday situations to start

taving trouble pleying this vide:

Sonny takes the opportunity to go
slightly out of his way to drive into the
cemetery. This helps him to set up a
conversation with Kathie about death.

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

(00:31) Sonny asks “Do you know what a
cemetery is?” to check Kathie’s
understanding.

(00:58) After explaining about why
people visit cemeteries, Sonny relates
this to Kathie’s personal situation of
visiting her mother’s grave at another
cemetery.

Q Think about...

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

Go back sode110f28 Next side

Did you get...?
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Go back shde 120f28 Next slide

Repeat ideas and activities often

Goback snde 13of28 Next siide

When you look carefully, there are
many everyday opportunities to start a
conversation about some aspect of
dying or death.

—

Anne’s house mate Harry died very
recently, and Anne has not yet fully
understood that he is dead and never
coming back.

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

(00:43-01:06) Amir reminds Anne that
they talked before about Harry’s death.
He uses the book to explain, but tailors
what he says to fit Harry’s situation.

(01:18-01:41) A few days later, Anne
thinks Harry might come to the movies
with them. Amir explains again,
reminding Anne of their earlier
conversation using the book.

Teach a little bit at a time

Go back
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Think about...

If you were Amir, what are some steps you could take to teach Anne that every person
dies eventually?

Type your anwer in the box below

Your answers to the ‘Think about...question

If you were Amic, what are some steps you could take to teach Anne that every person dies eventually?

st (o]

Did you get...?

There are many ways you can break up big ideas into

smaller parts, This is just one suggestion:

« Show Anne plants that have died, and explain that they

are dead, like Harry

* Go to visit Harry's grave and spend time looking at other
gravestones and talking about the people buried there

* Look up Information about the oldest person in the
world, and talk about what happens to people’s bodies

when they get old

« Ask Anne whether she thinks she will die one day

Think about...

What if my client doesn’t want to talk with me?

Type your anwer in the box below

st (v |

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

What if my client doesn’t wont to taik with me?

o =
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Did you get...?

Go back Side 200f28 Next slide

No-one has to talk about dying and
death if they don’t want to. Butitis
useful to have some gentle strategies to
help people get past their initial
discomfort, so they can learn and feel
more comfortable.

Set up situations so the person can listen in

Go back shde 31 of 28 Next slide

Go back Stde 220f28 Next slide

Directly talking about end of life may be
too confronting at first, so the person
may feel more comfortable listening to
others talking about dying and death.

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

(00:30) We see that the disability
support professional (DSP) is
deliberately standing back to allow
Mandy time to explain to John what
clothes to wear to a funeral.

(00:37-00:42) The DSP then restates and
reinforces what Mandy has said.

(00:45-01:05) John asks “What happens
at a funeral?” Again the DSP waits to
allow Mandy to reply, then prompts her
to answer John’s question.
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Don’t just talk about it, do it

If you are unsure what your role is when talking about end of life with a client, please talk about it with

someone you trust,

Stide 18 of 23

|

Don’t just think about it, have a go

& skills in this

module apply to your own

2(CY-  Someone you trust could be your
= supervisor, a colleague, a friend or
family member.
2N~ Ask participants to discuss how they

could have a conversation about end of
life with a client they know. How would
they get the conversation started? What
would they talk about?

Research supporting this module

1. Westiing. D. L, & Fox, L (2005)

with severe disabilities (4™ ed). Columbus, O
Pearson. hitps //werw pearion com/us/hugher
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Edition/780112414449 htmd
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This review argues that questions used with pecple with
Inteliectual disability should be tested to show that they are
‘useful with that population.

Side 23 of 2
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The next two slides list in full all the
research mentioned in this module. The
About column gives a brief summary of
the relevant information from each
research publication.

" Next slide
—

Research supporting this module

Reference
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behavior analysis for teachers (9" ad). Boston:
Pearson
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£dition/9780132655972 htm!
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Experiences of peer educators in sexuality and
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| About

s little racent specific research on each tachnique, This

methods for people with intellectual disability.

This study gives an account of the experiences of peer

observation.

Next slide

TEL: Facilitator’s guide for Handy teaching skills module

Page 9 of 10




Talking End of Life

..with people with intellectual disability

|-

Your answers for this module

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

-

Print your answers to the
Think About questions
L auh-t Stide 27 of 28 | Nextslide

Email your answers to yourself

BE——

Congratulations!

You have completed the module

- You can now print a certificate

Goback stde 28 o128 | Gotohome page
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