Conversation guide for professionals:

conversation with child
and parents




Step 1: InGroduction

11 Make the goal of the
conversation clear

To the child: Today we are going to talk
about what you think is important in
your life and for your future. Because
when you have a serious illness, it
affects your daily life. That's why we —
the doctors and nurses — want to talk
with you and your parents to make
sure that the care and treatment that
you get is right for you. During our
conversation, | will first ask you some
questions. And then your parents can
say something if they want to. Is that
alright with you?

Step 2: Exploration

To the child: To get to know you better, | would
like to get a better idea about how you think
about all sorts of things.To help me to do this,

I would like to ask you and your parents a series
of questions. Is this alright with you?

(2.1 Exploring identity
—

To the child: If | were to ask you ‘who
is [child’s name], what would you say?
What sort of things do you like doing?
Do you have brothers and sisters? Do
you have friends or nice classmates at
school?) What is your favourite subject
at school? And what do you do at the
weekend / on vacation?

To the parents: As a parent, how would
you describe [child’s name]? What do you
think is important in [child’s name]’s life?

\_ J

-
2.2 Exploring illness experience

—\
To the child: What do you notice about your
iliness? Is there anything that you think about
a lot? What do you think the illness does to
you? Does it mean you have to do some things
differently, or can you do everything normally?
Do you know any other children who have

the same illness? What do you think about the
things these children tell you? Who do you talk
to about your illness? Would you like to tell
me something about it, or would you rather
only talk about it with this person?

To the parents:What does [child’s name]’s
disease or condition mean to you as parents?
What does it mean for your family?

\_

(2.3 Exploring expectations for
Ghe future

B
To the child:What do think your future/the
next few weeks/months will be like? What
do you want to be when you are grown up?
What do you dream about? What do you
hope for!? What else do you hope for? And if
that doesn’t work out, what else would you
hope for?

To the parents:As parents, what are your
expectations for [child’s name]’s future? What
are your goals? As parents, what do you hope

for? And what else do you hope for?

J
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2.4 Exploring role of
the parents

—~/
To the child: Do you get along well
with your parents? What do your
parents do for you? When are they
the nicest to you? Do you and your
parents usually agree, or do you
sometimes argue! When do you need
your parents most? What do you like
doing with your parents?

To the parents:What sort of a parent
are you to [child’s name]? What sort
of a parent would you like to be to
[child’s name]?

\. J

-
2.6 Exploring fears and worries about
Ghe future

-
2.9 Exploring goals and preferences for care

at differing stages of iliness (if necessary)

~\

[V
To the child: Do you worry about things that

could happen in the future? What are you afraid
of? Do you ever get angry?

To the parents:As parents, do you have concerns
about {child’s name}'s future? And what about
yourselves/yourself? Are you afraid of anything?

2.7 Further informabion aboub
expectations for the future
(if necessary)

[V
To the child: From my experience as a doctor for
children with [name of disease], | know that [state
expectation for future] could play a role.What do
you think about this information?

To the parents:As parents, what are your
thoughts about this?

[V
To the child: We hope it won’t happen, but just say
things started to get slowly worse with you, what would
you like to do then? What would you hope for in that
case! If things suddenly got much worse with you, what
would you like to do then? What would you hope for if
that happened? Have you ever thought about the types
of treatment that you would like to have, or wouldn’t
like to have? Do you ever talk about this with other
people? Can you tell me what you would say to them?
The time could come when we think or we notice that
you haven’t got much longer to live.What would you
like us to do then? Where would you like to be then?
And who would you like to be with you?

To the parents:As parents, what would you consider
important if [child’s name] became very ill? What
would you hope for in that case? What would you
consider important if [child’s name] became acutely
ill? And what about yourselves/yourself? What would

4 i i ) \. J you consider to be important if we thought that your
255 Exploring views on life e child did not have long to live? What would you hope
[V 2.8 Exploring goals and preferences for in that case?
To the child: What do you do when for care J
you want to be comforted? Do you — N
speak to someone or go to a special To the child:What would you like us to do for 210 Summary of exploration
place? Do you believe in God? Do you you? What should we do for you when you are —\/
ever go to church or to the mosque? with us in the hospital? And what shouldn’t we To the child: From what you are saying, | can hear
Do you like it there? do? What do you think is important about the that you think [summarize desired care goals] is/are
To the parents:As parents, do you care and treatment that you are getting! important.And that is why | think that the doctors
have a particular believe system? To the parents: In your opinion, as parents, and nurses.should aim to [goals of .care].That. means
What makes you feel supported in what is the goal of the care and treatment of that [explain care].What do you think about it?
your life? [child’s name]? To the parents:And you, as parents?
\_ / \_ J \\ J
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To the child: From what you have just told
me, | now know better what you and your
parents think is important. We have now
come to the part of the conversation, where
we look at the sort of medical goals that fit
your goals and preferences. If necessary, we
can also make the decisions about your care
and treatment. In any case, we can make an
agreement about what the main goals of your
care and treatment should be.

( A
31 Designate decision-making roles

[V

To the child:Who decides what sort of care
and treatment you should get? What do you
think about it? Who would you like to make
the decisions about your care and treatment?

To the parents:As parents, what is your
role in making decisions about the care and
treatment of [child’s name]

-
3.3 Further information aboubt
goals of care (if necessary)

[V

To the child: | know that other children with
the same disease thought it was important
that.... | would like to explain to you why

| think that it would be good if we thought
about.... Is that alright with you?

-
3.4 Documenting

-
3.2 Esbablish care goals

[V

To the child:What do you think would be
the best thing that our care and treatment
could do for you?

To the parents:And in your opinion, as
parents? What steps do you think should be

taken?

[V
To the child:What would you like to write
in your medical record? What sort of things
should other people know? And who should
know?

To the parents:As parents, what do you think

J

should be put down in your child’s case notes?
\_ J
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4 . .
41 Summarize the conversation

-
4.2 Enquire aboub other suhjects

—
To the child: Shall | sum up what we have
talked about up to now? You are a person
who [summarize identity].What you think
about life is [summary of attitude to life].
What the disease means to you is [summary
of disease experience]. If we think about

the future, we expect that [summary of
expectations for the future].The things that
you think are important about the care and
treatment that you are getting are [summary
of goals of care]. If you start to feel worse,
what you would like is [summary of care
preferences].Your goals of care are [summary
of goals of care]. Together; we are going to
work towards [summary of decision-making
process]. Have | gotten it right?

—\/
To the child: Is there anything else you would
like to tell me or to ask me?

To the parents:ls there anything else you
would like to discuss?

-
4.3 Plan a follow-up conversation

Notes

—\/
To the child: Because your situation may
change over time, | think it is a good idea if
we talk like this again. Is that alright with you?
When would you like to talk about this again?

J
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