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: Cultural beliefs

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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Links with other IOO Points to highlight
modules q from video

Talking End of

How do | do this?

Cultural beliefs
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E— |
Welcome to the module: < P . .
Cultural beliefs 2(CY~ Culture is about the customs or social
i i s oy s g = behaviours of a people or society.
.
e Everyone has different ways (customs)
that influence how they understand end
Go back stde 2 f 19 Next slide
of life, plan for it, and how they conduct
rituals when people die.
EE— |
Think about... .. . .
Q e st ot s ot 1 This is the first example of a text box in
l 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.
PN |
Your answers to the ‘Think about...’question
What are some examples of cultural beliefs about end of life?
Go back ide 4 of Next slide
Funeral practices IOOq Key points for discussion from this video
People have lots of different beliefs Cllp are IISted below:
about death, which often affect the _
rituals that happen after somebody
dies. Cultural beliefs about i .
In the following video, disability Sy ety EUtrOpla: JOhnl Paddy and Damlen eaCh
support professionals (DSPs) reflect . .
on different funeral practices. ur Speak dlfferently abOUt thelr funeral
ew i ime: mips i com/ 250005 experiences. Discuss with participants
Go back T Next slide their own experiences of funeral
practices.
(02:38-03:36) Damien described how his
family’s cultural funeral ritual helped him
to process his father’s death.
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More than just funerals

‘The most obvious way that cultural beliefs relate to end of life is
through different funeral practices.

In the video you just watched you heard about how funerals held in
India, Ireland and the Philippines can be different from funerals in
Australia.

However, cultural beliefs can also affect other parts of end of life,
including decisions about care when dying.

‘This can be seen in the scenario on the next page. .

Slide 6 of 19

See the Dying module about how people
with intellectual disability can understand
when someone they care about is dying,
and how they could become involved in
their care.

Noya

Noya lives in supported accommodation and is supported by Belinda,
among other support workers.

Noya's family are Arabic and practising Muslims. Noya visits her
family often.

Noya's oldest brother is dying. Noya's family have explained to
Belinda the Muslim custom about modesty and that Noya's brother
and the rest of the family are trying o ensure that only men care for
him. Belinda knows that Noya really wants to help look after her
brother.

Stide 7 of 19

Think about...

How could Belinda help Noya o have a caring role that is in keeping with the family’s
cultural belicfs?
Type your answer in the box below.

Stide 8 of 19

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

How could Belinda help Noya to have a caring role that is in keeping with the family's cultural beliefs?

Slide 9 of 19

Did you get...?

* Cook for him

* Visit him

* Speak to him on the phone
« Play music with him

* Look through a family photo album together

Stide 10 of 19

There are a lot of different ways to care,
while still respecting cultural traditions.
Sometimes we just need to get a bit
creative.
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Respecting wishes

Talking to people about their wishes
regarding end of life is the best way
to ensure that their cultural beliefs
and personal preferences are known
so they can be respected.[1]

In this video, a manager reflects on
the steps her organisation took to
respect the wishes of an Aboriginal
client.

o351 G - -
& vimeo

Having trouble playing this video? Click on this link

1. McKenzie et al. (2017) to view it in Vimeo: https://vimeo.com/260009282

Go back Slide 11 of 19 Next slide

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:

(00:40-01:31) Karen describes how they
took advantage of all the available
resources to ensure the dying client’s
wishes were known about, and
honoured (e.g., indigenous staff person,
and the use of a formal service to help
find family members).

(03:25-03:42) Karen describes how good
it felt to honour the cultural wishes of
the dying person.

I (|
Think about...

What would you do if you were working with this client, but he died before having any
conversations about his cultural beliefs and personal preferences?
Type your snswer in the box below

Go back Stide 120f 19 Next slide

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

What would you do if you were working with this client, but he died before having any conversations about his
cultural beliefs and personal preferences?

Go back Stde 13 of 19 Next slide
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Did you get...?

* Talk to family or friends who knew the client well

* Do things that match what the client wanted, such as
returning to country

* Consult with Aboriginal lders fom the clien’s place of
birth to see what cultural considerations may
appropr

« Talk to your supervisor about the need to discuss funcral
wishes before a client dies so that doesn’t happen again

Goback P

[ 7 7 FrA,
4 TPRp

Seek help if you are unsure

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.

~ Goback - Nextslide

Key concepts

You should provide your client with information that will help them make
informed decisions about end of life.

You should not make decisions about end of life for your client.
If your client wants to make a decision about end of life, your role may be
t0 support them to participate in person-centred planning.

Go back Stde 19 23 Next slide.

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

Research supporting this module

1. McXenzie, N, Mirfin-Veitch, 8., Conder, |, & hts h
Brandford, S. (2017). "'m stil here": Exploring
condiion
skiled
ch in Intefiectual Disabifities, 3(6), 1089- lml\-lbﬂ. ongoing conversations at the person’s pace, clear
1098. doi: 10.1111/jar.12355 formation, the person making their , planning
itps. b
Go back Slide 17 of 19 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.

274 I ——

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 ~ Email your answers to. ymu'sell‘
Think About queslions
 Goback e 27728 | Nextslide
[ I
Congratulations!

You have completed the module
- You can now print a certificate

Go back Stde 28 of 28 Go to home page
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