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 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: Managing Feelings

This module is mainly intended for disability support professionals (DSPs). Consider showing
participants where this module fits in with the other 11 TEL modules.
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Welcome to the module:
Managing feelings
Talking about death may bring up uncomfortable feelings for
both disability support professionals (DSPs) and clients. 1]

After completing this module, you will feel ready to respond to
these feelings and start talking about death with clients.

1. McKenzie et al. 2017

Go back Stide2 of 25

(Y- Feelings are important, but this module is

= about trying not to let them stop people
talking about end of life.

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.

[ ]
Managing your own feelings

As a DSP, there are lots of feelings that may come up when talking about death with a
client. You may feel
* Upset
+ Uncomfortable
* Confident

* Anxious

Go back. Stde 3 of28 Next slide

(Y- This part of the module is about disability

= staff members’ feelings.

[4 I ]
John, Janice, Amir and Angela

To show some ways that DSPs may manage their own gy
feelings, we are going to look at an imaginary scenario.

In this scenario, John, Janice, Amir and Angela are
DSPs.

Al four of them complete training about how to talk to

their clients about death, but each person reacts
differently...

Go back Stide 4 of 28 Next slide

Different support worker reactions

In!n ieeis upset Janice feels uncomfortable
‘ i

Amir feels confident Angela feels anxious

Go back Stide S of 28 Next slide

:@’_ Individuals will have different feelings.

[ 4 u R (|
John feels upset

John feels upset. His father died six months earlier and talking
about death brings back a lot of pain and sadness.

A few weeks after the training, one of John's clients, Brian, asks
what happens if someone dies in hospital. John explains that he
feels too upset to talk about that topic because his father died
recently.

John doesn’t want Brian’s question to be ignored. So he suggests
that Brian think of someone else he could talk to. Brian says he
will ask another support worker, Hannah.

Go back Stde 6 of 28

TEL: Facilitator’s guide for Managing feelings module Page 3 of 8




T‘:\Iking End of

..with people with intellectual disability

[
When it is not a good time to talk

There are times when your own feelings make it hard to talk about

death with clients.
John was not ready to have these conversations himself because of
his father’s death 2]
However, he did not stop these conversations from happening.
With his help, the client Brian spoke to DSP Hannah instead.
Later, John checked in with Hannah to see how the conversation
went.
2. Wiese et al. (2013)
Next slide

Go back Stide 7 of 28

~ 4
- ~

John didn’t feel comfortable to have
conversations about end of life, but did
not ignore his responsibility to his client.

Janice feels uncomfortable

Janice feels uncomfortable. When Janice was growing up, no-one

in her family talked openly about death. When her grandmother
died Janice’s mother always said that she had ‘gone up there’
Janice doesn’t think she's the right person to explain death to her
clients. She does not know what to say because she never talked
about it in her own family. (2]
- 4
Y
Next slide

2. Wiese et al. (2013)

Go back. Stide 8 of 25

Research shows that many disability staff
feel that they “don’t know what to say”.
You could discuss ways of starting to talk
about dying and death. Other modules
have helpful examples such as:

Using everyday situations to start a
conversation of activity, found in the
Handy teaching skills module

Using something on TV to start a
conversation, like Rezgar does in the
Organ and tissue donation module
Using a sick plant or old pet to start a
conversation, like Georgia does in the
Dying module

Gaining confidence with experience

Janice talks to her supervisor about her concerns. They discuss
the importance of every DSP being honest and open with clients.

After finishing the training and talking to her supervisor, Janice
starts having conversations with clients about dying and death, a
little bit at the beginning and then expanding the conversations
each time.

A few months later, she feels a lot more confident talking about
the topic and even started talking to her parents about their own
funeral wishes.

Go back Stide 9 of 28

Amir feels confident

Amir feels confident. He already has a lot of experience talking to
clients about dying and death. However, Amir has always waited
for the client to start the conversation

After the training, Amir feels inspired to look for opportunities to
start even more conversations and (o use clear, direct language
when explaining death to his clients.

He also starts talking about these conversations in team meetings.
He wants to encourage his colleagues to support each other in
discussing end of life issues.

Go back Stide 10 of 28 Next slide
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Angela feels anxious

Angela feels anxious. She is worried that talking about death
will make her clients very upset and she will not know what to
do.

After the training, Angela still avoids talking to her clients about
death. When her clients bring up the subject, Angela still feels
anxious every time and changes the topic.

Stide 11 of 28

|4

Angela’s plan

Angela talks to Amir about her anxiety. They come up
with a plan

Amir talks about death with a client while Angela is on
shift. Angela listens in on the conversation and sees that
the client does not become upset.(3]

A week later, Amir is talking to a client about funerals.
Angela joins in the conversation. After Amir leaves,
Angela continues the conversation.

3. Stancliffe et al. (2017)

Staff can get support and advice from
colleagues, not just supervisors.

Go back Stide 12 of 28 Next slide
Think about...
‘What are some other strategies that may help Angela manage her anxiety when
talking about death with her clients?
Sl o o i
Goback sy Nextslide

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.

y (]

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

What are some other strategies that may help Angela manage her anxiety when talking about death
with her clients?

Next slide.

Stide 14 of 28

Did you get...?

* Practising talking about death with a close friend

« Starting small - for example, answering direct
questions from clients about end of life

* Talking to her supervisor about what strategies to use if
a client becomes upset

« Refreshing her training on discussing end of life with
clients

« Talking to someone she trusts about her anxiety

Stide 15 of 28

Clients’ feelings

In the previous scenario, Angela felt anxious about how her
clients would react to talking about death.

Becoming emotional or teary is normal, especially if someone
close to you has died. It's the same for people with intellectual
disability.

Like Angela, having an idea of what you will do if a client
becomes upset may help reduce your anxiety.(1]

1. McKenzie et al. 2017

Go back

Stide 16 of 28

~ -
P ~

This part of the module is about clients’
feelings.
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If the client becomes upset

See slides 20 and 24 of the Loss, grief
and mourning module for ideas about

If a client becomes upset while talking about dying and death you
should provide the usual comfort and support.

You can also ask if the person wants to stop talking about it, respect
that decision, and just try another time. Remember it's just a natural d H h H b

everyday life-long approach, Don't rush it oing something to remember a person
I the client is upset about the death of a particular person, you may
want to use some of the strategies suggested in the Loss, grief and
mourning module, such as doing something special to remember that
person.

who has died.

Go back Stde 17 of 28

Key points for discussion from this video

Some thoughts from DSPs 'OOQ clip are listed below:

ancgin iooings (i)
(01:53-02:01) Eutropia says that with
Managing feelings repeated conversations her clients
became far more willing to talk about
e dying, after initial reluctance.

Having trouble playing this video? Click on this link to view it in Vimeo:

i e, Next side (02:43-03:16) Eutropia talks about a
client who was dying and receiving
palliative care. By visiting the dying
person often, other clients were helped
to understand and be prepared
emotionally.

(04:54-04:58) Karen makes the
important point “Just because we are
talking about it doesn’t make it happen
any sooner”.

Think about...
What would you do if a client started crying when you were talking to them about
end of life?

Go back Stde 19.of28 Next slide

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

What would you do if a client started crying when you were talking to them about end of life?

Go back Stide 20 of 28 Next slide
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Did you get...?

+ Ask if they would like a tissue or a cup of tea

+ Provide emotional support - for example, saying
“Sometimes it's sad to think about the people we love
dying, isn’tit?”

+ Ask if there’s anything you can do to help

+ Ask if they would like to stop talking about the topic,
but sometime later see how they are doing

+ Offer to help the client do something, such as sending a
card

~ Goback Stde21 of 28

W : e T A
When more support is needed

Very rarely, the person may be inconsolable, distressed, depressed or
anxious for a long time (days or weeks). If so, it is important to have
a planned procedure.

You could seek the advice of someone you trust on what to do, or
refer the client to a grief counsellor or psychologist with experience
working with people with intellectual disability.

Such a referral 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 emotional support to what you can provide.

Stide 22 of 28

Y- Discuss the steps that disability support

= professionals (DSPs) in your
organisation should take in this
situation.

[ 7 T

Seek help if you are unsure

If talking about death and dying is distressing for you, or you are unsure what o do, please talk about
it with someone you trust.

oo

Stde230f 28 e

:@’_ Someone you trust could be your
= supervisor, a colleague, a friend or family
member.

[ 4 2 T

Key concepts

Talking about death may bring up uncomfortable feelings for both DSPs
and clients.

DSPs are responsible for making sure clients can talk about it if they
‘want to.

If you are feeling upset, uncomfortable or anxious when talking to

clients about end of life issues, seek support.

If a client gets upset when talking about end of life, that's usually

normal. Referral to professional support should not be the first step. 6

If a client is inconsolable for a long time, talk with your supervisor about
whether further steps should be taken.

=3 Stde 240128

¥ R T

Research supporting this module
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Go back Stide 25 of 28 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.

y 7 ]
Research supporting this module

3. Stanciffe, R. 1, Wiese, M. Y, Read, S, Jeltes, G, &
1.M.(2017).

fear o death, h
disabilty. upset, but
Disabilites, 36), 1076-1088, dok: 10.
hites /fwwncbinim. i goy/pubmesd/28544418

Go back Slide 26 of 28 Next slide
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Your answers for this module

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

to yourself.

Print your answers to the  Email your answers to. yunrself
Think About questions

‘Goback Stde 270128 | Nextslide

[ 2 7 B e

Congratulations!

You have completed the module

- You can now print a certificate

 Goback P—  Gotohome page
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