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

e The listed resources given on slide 29 “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: Loss, Grief and Mourning

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

Teaching how
to understand
EOL

Loss, grief,
mourning

Suggested duration:

35-40 minutes

This guide includes:

:@: Main ideas

Links with other 00 Points to highlight
modules q from video

Talking End of Life

with people with intellectual disability

Teaching how to understand end of life

Loss, grief and mourning
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People with intelle
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This module introduces how to recognise signs

of loss and grief an:
intellectual disabili

1. Dodd et al. (2005)
Go back

Welcome to the module:

Loss, grief and mourning

ctual disability grieve, just

d support a person with
ty to mourn.(1]

Stide 2 of 33
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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.

Can you think of a person with intellectual
disability you know who experienced
grief? What happened?

There are lots of words to describe feelings and
behaviours to do with end of life

The most common words are:

- Loss
* Grief
« Mourning

Let’s get started

While these words are all used a lot, they do not mean

the same thing

Go back

Stide 3 0f 33

Next slide

Loss is the sense of being without

itis a feeling that often happens when someone or
something that s really important to you is gone.

What is loss?

Go back lide 4 of 33 Next slide
Think about... L. . .
st at e 3 examples ofoss 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
Go back Shide 5 of 33 Next slide

emailed at the end of the module.

Your answers to the ‘Think about..’question

List at least 3 examples of loss

Go back

Next slide
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Did you get...?

+ Someane dying
+ Lasing ajob

+ Lasing a precious object

+ Losing your hair fallowing cancer treatment

* Losing your hame

« Arelationship ending

Go back Slide 7 0f 33

What is grief?

Grief is the response 1o loss.

Grief includes feelings, how our body feels,
thoughts and how we behave.

Go back Slide 8 of 33

Think about...
What are some ways a person experiences grief?

Go back Stide 9 0f 33 Next slide

Your answers to the ‘Think about../question

What are some ways a person experiences grief:

Go back Stide 10 of 33 Next slide

Did you get...?

« Feelings such as sadness
and guilt

ess, numbiness, anxiety

s such as a tight thraat, tight chest and

« Thoughts such as confusion and disbelief

+ Changes in behaviour such as poor sleep, low appetite
and crying

Go back Siide 11 0f 33

~ -
- -~

Take note of these experiences of grief
and watch out for some of them in the
videos later in the module.
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People grieve in different ways

Sometimes people with intellectual disability
may show changes in behaviour such as

1. Dodd et al. (2005)
Go back

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

What changes in Sam’s behaviour may
show that he is grieving?

(00:58) The disability support
professional (DSP) knocks but respects
Sam'’s privacy. Sam is withdrawn and has
no energy.

(01:13) The DSP talks to his supervisor to
try to figure out why Sam is acting the
way he is.

(02:17) The DSP encourages Sam to do
something - gardening - as a way of
honouring his dead friend Lewis.

(02:22) The DSP helps Sam name and
understand his feelings — sadness, grief.

In the later part of the video, Sam and
the DSP openly talk about the dead
person Lewis. Does this help Sam?

Norman

ability support pre

Go back Slide 13 of 33 Next slide
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Terry talked to Norman

> Norman is unable to explain why he
e o e oot - g behaving in this way. What does this
suggest about his understanding of
grief?
Goback et s
Go back to the list on slide 11 and
remind participants that “tight throat”
was listed as a physical response to grief.
What did Terry do?
> Terry did 2 important things:

err =
Grie wisit. With this
dacument, Terry checked Norman's understanding about grief again. ) "E

Go back Side 15 of 33 Next slide

1. Checked for health problems (throat)
2. Helped Norman to name and
understand grief.

Think about...

If you were Norman'’s DSP, what else could you do to support Norman?

ur answer in the bax below.

Go back side 16 0f 33 Nextsiide

Your answers to the ‘Think about../question

If you were Norman’s DSP, what else could you do to support Norman?

Go back stide 17 of 33

Did you get...?

Go back Siide 18 of 33
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What is mourning?

Mourning is the process of handling a loss.

In the past, it was commonly believed that mourning
has an end point. For example, you may have heard
about the ‘stages of grief’ or the word ‘closure".

In reality, everybody mourns differently. For some
people it may never end. For others, it ma

they can think about the dead person
with less pain.

y end when
hout pain, or

Loss, grief and mourning

happen during

In the story we just saw, erlencing grief
while

n who is dying may also have these
experiences.

come

The module Managing feelings also
contains information about what to do if
a person with intellectual disability
becomes very upset when dealing with
dying or death.
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Go back Siide 21 of 33 Next slide

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

(01:03) Miranda asks Rob “Would you
like to go to the funeral?”. She offers to
support him to go.

(01:08) Miranda uses animation to
explain what happens at a funeral.

(01:31) Miranda asks Rob if he wants to
do something at Jim’s funeral.

(01:54) Do you think Miranda helped Rob
think about what to say? Did she help
him practise how to say it?

(02:29) Rob puts up his dead friend Jim’s
photo at home. Is this a good idea?

The animation is also available in the
Videos tab. You could show this video to
a person with intellectual disability to
help them prepare for a funeral.

Think about...
What else could Miranda do to help Rob mourn?

e Stde 220133 Next slide
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* Tell stories about Jim

* Celebrate Jim's birthday

« Talk about Jim fondly when the topic arises

Did you get...?

* Remember anniversaries of Jim's death

Stide 23 0f 33

Ga back

Think about...

What should Miranda do if she is feeling upset about Jim's death?

Type yous answer in the box bekow.

Siide 24 of 33

Your answers to the ‘Think about../question

What else could Miranda do to help Rob mourn?

What should Miranda do f she is feeling upset about Jim’s death?

Slide 25 of 33

T

Next slide

mourn, such as

+ Tell stories about Jim

+ Celebrate Jim's birthday

struggling with Jim’s death,

Go back

* Remember anniversaries of Jim's death

* Talk about Jim fondly when the topic arises

Hawever, Miranda could alsa speak to her supervisor if

Did you get...?

Itis not unusual for a DSP to grieve when a client dies. A lot of
the strategies are the same a5 how Miranda could help Rob

Slide 26 of 33

Many DSPs grieve when a client dies.
This is a normal response to the loss.

If you are worried about grief (either someone else’s or you own), please talk about it with someone you trust, You
might also think about whether professional help is necessary. Involving a professional should not be the first step
you take to help someone with grief. Rather, it is a step that should be taken if someone needs more or different

Seek help if you are unsure

emotional support to everyday reassurance and comc

Go back

slide 27 of 33

Next slide

Someone you trust could be your

supervisor, a colleague, friend or family
member.

Key concepts

People with intellectual disability experience loss, grief and mourning, just like

everyone else:

« Loss s the sense of being without

« Grief is the response to loss. It include feefings, physical reactions,

thoughts and behaviours

« Mourning is the process of handling a loss

Changes in behaviour such as shouting, arguing, isolating oneself, refusing to
do things and self-injury may be signs of grief. You can support clients to
understand what grief is and do things to remember the person who has died.

Go back

Slide 28 of 33

»

Next slide
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For more information

Grief and loss v about grief Health. The
s5ame resource is also available in Arabic, Chinese, Dinka, Korean and
Vietnamese he

Making a difference toolkit- End of A collection of resaurces from the UK designed for people with intellectual

Iife healthcare disability and caregivers.

Grief and da to support a client who is grieving, such
as creating a book of for a death.

Helping people with intellectual  Tips and resources for caregivers to assist people with intellectual disability

disabilities cope with loss cope with loss.

PIcTTalk: Keele University PC compatible software designed by and for people with intellectual disability

that can be used to facilitate conversations about liiness, life, the impacts of
liness, and the future.

Go back Slide 29 0f 33 . Nextslide

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

Research supporting this module

1. Dodd . Dowling, S, & Hollins, . (2005). A review

Depression and anxiety
v-wemn o ummm In people with Increased afer bereavement. Bahaviour changes induded
Research, 49, 537-543. Emotions of s.dnul loneiiness, discomfort, confusion and

dol::o‘mmv:mam Care staf
i

2. Forrester-lones, R. (2013). The road barely taken:  This study sought participants' views and experiences about
Funerals, and people with intellectual disabilities.  funerals. People with inteliectual disability talked about not
Applied ] funaral. Many fait that they should go to
Disabillie, 26, 243-256. doi:10.1111/ja7 12022 show respect to the dead person. They discussed how death-
httes 10,1111/l and soclal support. Some
£12022 a
(es. cre«ubanl The study aizo showed that adults with
intellectual disability were very willing to talk about funerals.

Go back Stide 30 0f 33

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.

Research supporting this module
roerence e ]

3. Read,s. (2008). Loss, counselling and  Peopl i butit may
pport: . Grief v e
Matters: The Austrolian iof support
Bereavement, 11(2), 54-59. \ parti i rituals), t
https://sesrch.informit.com.au/documentsy ry:d  following 8 death, therapy. The paper sets
ut resources.
4. Read, 5., & Bowler, C. (2007). Life story work and This paper, co-authored by a woman with intellectual
Shared ref ful disability, describes asawayto
Learning Disability Proctice, 10(4), 10-14. el with 1055 and bereavement and to deal with

do0i:10,7748/1dp2007.05.10.4,10.c4265 Examples of parts
‘. story sreincluded.

Goback stde 210122 | it

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

yourself.
Eﬂns_vg.ur_answ_us_mhg Ema.l_vmnmﬁ_\g_yg.ug_eu
Goback sut 20133 Next side
Congratulations!

You have completed the module

- You can now print a certificate

Go back Stide 33 of 33
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