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Family-centred Cancer Care programme of work:

14 years on... building the evidence FCCC

Family-centred Cancer Care

Impact of Parental Cancer
Literature review on the experience of parents
diagnosed with cancer (140+ citations).

Fatherhood and Cancer Evaluation of the Family Support Service
A phenomenological study of fathers’ Focus groups with children & parents on the
experience of living with cancer and having experience of parental cancer: impact of a psychosocial

Qualitative study on experience of parents parenting responsibilities. intervention (CLIMB®) for young children.
with head & neck cancer.

Family-centred Cancer Care Knowledge Exchange - Education
Conversations: At diagnosis for Healthcare Professionals
Development of an eLearning module based on 35 face-to-face education session for
previous research to equip healthcare professionals to oncology professionals on the support needs of
communicate with parents diagnosed with cancer. families impacted by parental cancer.

Children Navigating Parental Cancer
Focus group, artwork and individual interviews (parents,
children & healthcare professionals) to evaluate the
impact of CLIMB® for young children.

Managing Parental Cancer Family-centred Cancer Care
when Mum or Dad is at End of Life Conversations: At End of Life

Systematic review on the challenges & support Development of communication framework and
needs of parents & children when a parent is at end of life. “Top tips’ resource for health & social care professionals.

Qualitative studies with health & social care professional, funeral directors,
parents at end of life & bereaved parents, exploring the experience of family
life when a mum or dad of dependent children is at end of life.
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BACKGROUND
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‘Don’t forget the children’ Familial challenges The role of health and
and needs social care professionals
(Childhood Bereavement (Hanna et al., 2019; (Dalton et al., 2022;
Network, 2023) McCaughan et al., 2021; Franklin et al., 2019;
Semple et al., 2021) Hanna et al., 2021)
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AIMS and OBJECTIVES

Aim:

To evaluate the effects of a face-to-face evidence-based and theory-driven educational intervention, to equip

professionals, to deliver family-centred cancer supportive care when a parent with children (<18) is at end of life.

Objectives:
(1) to determine if the intervention improved professionals’ knowledge about the support needs of families at end of life.

(2) to determine if the intervention improved professionals’ self-efficacy toward supporting parents at end of life.

(3) to explore the perceived impact of the intervention on professionals’ practice toward supporting parents at end of
life with children (<18).
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THE INTERVENTION
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Family life when a parent
is at end of life from cancer. a
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How HSCPs can best support parents:

- honest information about prognosis

- advice on preparing for the future

How HSCPs can best support parents:

- honest information that death is approaching

- guidance and support on how best to tell the children

- guidance on preparing and telling the
children mum or dad is going to die

Intermittent Living in

glimpses the moment
that death is

approaching
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Actual Death



THE INTERVENTION
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This step-by-step framework is designed to help professionals empower parents
on when and how to communicate their poor prognosis with their children




Overview

There are two steps in the Talking, Telling and Sharing Framework.

This will help open the conversation with parents to
assess their attitudes, beliefs and readiness about sharing
their poor prognosis with the children

This will help professionals give guidance to parents on
when and how to communicate their poor prognosis
with their children
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FCCC

Family-centred Cancer Care

The first part of the framework uses a set of questions as prompts to help the conversation with parents and assess their attitudes,
beliefs and readiness about sharing their poor cancer prognosis with the children.

N
D q ‘No doesn’t mean the end of the conversation. Check if they need
o you have any children? . . .
help telling grandchildren, nieces, nephews etc.
J
A
How many? What ages: 0-2/3-5/6-12/13-18? Children’s mforma.tlon needs and reactions to the news vary and
are related to their developmental stage.
J
)
What do the children know? Establish what the children know and have been told.
J
~N
What are your thoughts about telling? Ask qbou_t porel:mts core beliefs on telling. Acknowledge it is
challenging. Reinforce importance of honesty. Explore worries.
J
N
. NO: Parental resistance is common.
Are you ready to tell your children?
y Y y If encountered, consider: \ YES \
J
( )
Acknowledge how difficult these ‘l understand it is very difficult for you to tell the ® y
conversations can be children you’re not going to survive your cancer’
. J
( 2
Share that children can pick up “Your children will pick up that something is wrong Ps y
that something is wrong and can feel scared if they do not know the truth’
o J
( )
Explain that children want to be ‘Telling your children means they can be involved, P J
involved and informed and you can support them through that process’
. J
A N4
. Assess parents’ emotional readiness to tell their children. ° J
Planning to tell. S
Ulster e 9 Then move on to advice in Step 2.

University




Step 2: Communicating with the children

FCCC

Family-centred Cancer Care

The next part of this framework helps health and social care professionals give guidance to parents on when
and how to communicate with their children about their poor cancer prognosis. It uses the 6W grid
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THE INTERVENTION
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Evidence-base Framework

Educational videos
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THE INTERVENTION
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Duration Evidence-base Framework
Educational videos Bereaved parent Facilitators

h\4
South Eastern Health
Ulst
LUnsi\grsity m and Social Care Trust




THE INTERVENTION

14 sessions.
Sept 21 — Sept 23.

347 professionals trained.
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RESEARCH DESIGN

Mixed-methods approach

What benefits has the
organization experienced as
a result of the training?

Quantitative

Lovers R J - Pre-test, post-test.

— o - Validated self-efficacy scale.
Lover2 R - Single item questions.

learn from the training and
have their skills improved?

(X(

X

How did participants respond
to the training?

Level 1

é Qualitative
Kirkpatrick’s (1994) four levels of evaluation - Interviews > 3 months.
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METHODOLOGY

Participants Data analysis
Quantitative Quantitative

@ - Pre-survey (n = 274). ‘f\fﬂ Descriptive and inferential
"7/ - Post-survey (n = 239). statistics.
- Pre + post-survey (n = 216).

Qualitative Qualitative

- 14 interviews. 1 Reflexive thematic analysis
9 - Between 3-and-19-months post

framework.
intervention (mAvg = 9-months).
| [ s el




KEY FINDINGS

Level one: Reaction

Question Mean Sk
dev
‘The workshop objectives were clear’  4.66 .82
(n=239).
‘The workshop was delivered at a  4.67 .78 ¥
suitable place’ (n = 239). This was excellent training.

The thought behind it, the
videos, the simplicity of the
information which needed
to be shared, and the
detailed process was
fantastic. The training
should be shared with all
professionals. What a
brilliant and meaningful
PhD. Trainers were excellent
too.

‘The course content was relevant to 458 .84
my practice’ (n =239).

‘' would recommend this training  4.80 .55
workshop to a colleague working on
cancer care’ (n = 239).
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KEY FINDINGS

Level two: Learning

Question Mean Std.

dev

‘The course content increased 4.65 77
my knowledge level’ (n = 239).

‘The course content was detailed 4.56 .60
enough to meet my training
needs’ (n=239).
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Measurement of self-efficacy
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Pre-intervention Post-intervention
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One-way ANOVA = p<.001

Score of self-efficacy




KEY FINDINGS

Level two: Learning

120

Of the 215 participants, 39 reported ™
previous training in this area.

(o]
o

Tests of between-subjects effects:
F(1,203) = 9.734, p =.002.

B
o

=@ No

Score of self-efficacy

N
o

o

Pre-intervention Post-intervention
mean score mean score

South Eastern Health
Ulst
LUnsngrsuty m and Social Care Trust




KEY FINDINGS

Level three: Behaviour

Theme 1 : Impact of the intervention on practice

\ )

I had a quiet word with Patrick
[oncologist] before the
appointment, and I gently
challenged him in that the lady
needed to know that her time
is limited, so she can make the
necessary preparations. I told
him [oncologist] T'm happy to
have further conversations
with her, but you need to start
that with an honest prognosis.

\.

From doing the workshop, I
am encouraging parents to sit
down and be open and honest.
Things like ‘this affects every-

one in the house. It affects
everyone's children. If
children do not know the
truth, they will make up a
story themselves in their

head’




KEY FINDINGS

Level three: Behaviour

Theme 1 : Impact of the intervention on practice

N

It's been ten months, but the
memory of those videos has stuck
with me. I've watched them a few
times since. In fact, I had a mum
who was in the dying phase a few
weeks ago, and I re-watched that
video just to remind myself of
what it is I needed to tell dad. The
videos are so impactful and
poignant, and very reflective

of what we are seeing in practice.
kThey are so well done.

~\

J

Lisa’s story was so raw and yet
so real. Lisa really had to pick
up the pieces, and had to find

out a lot of support for herself.

And that’s not right. I’ve no
doubt there’s plenty of parents
out there like Lisa. Hearing the
real-life example makes you
want to change your practice
and make things better for
future parents.




KEY FINDINGS

Level three: Behaviour

Theme 2: How to progress practice
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Advanced Ongoing training Aligned practice
communication skills
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FCCC-

NEW eLEARNING RESOURCE EoLEd

Family Centred
Cancer Care: ‘f
Supporting End of

Life Conversations

START COURSE
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Family-centred Cancer Care -
End of Life Education

Farniily Contrad Cancar Mod ule 3 . Prepu ri n g fOr th e
Ceire: SUpperting End of
' e future
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F This section will share advice as you
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THANK YOU + QUESTIONS

Life Conversations

Family Centred
Cancer Care: ‘v ]’
Supporting End of Y@ o

Prof Cherith Semple
c.semple@ulster.ac.uk
@semple_cherith

Dr Jeff Hanna
j.hanna@ulster.ac.uk

@drjhanna02

Please note: permission required from Ulster
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Unversity J} and Social Care Trust University presenters’ for reuse of any content within
recording’.
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