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ABSTRACT
Objectives

To evaluate how the co-designed training programme ‘No conversation too tough’, can help
cancer, palliative and wider healthcare professionals support patients to communicate with
their dependent children when a parent is dying. We examined perceptions of learning
provided by the training, its contribution to confidence in communicating with families when
a parent is dying, and subjective experience of, and reactions to, the training. We also
explored potential changes in practice behaviours.

Design Pre-post, convergent, parallel, mixed-methods study. Motivations for practice
change measured quantitatively, and qualitatively through semi-structured interviews. Non-
parametric analysis was conducted for self-efficacy and outcome expectancy measures;
descriptive statistics examined perceptions of usefulness. intentions to use learning in
practice, and reactions to the training. Semi-structured interviews examined motivations and
perceptions of learning in depth. A six-week, practice log recorded immediate practice effects
and reflections.

Setting One-day training delivered three times, total delegates 36: online December 2021,
February 2022, face-to-face March 2022. Questionnaires delivered correspondingly in online
or paper formats, semi-structured interviews online.

Participants Pre-Post: palliative care professionals (n=14/12), acute cancer clinical nurse
specialists (n=16/11), other healthcare professionals (n=5/5).

Results

Positive changes were observed in self-efficacy (17 of 19 dimensions p< 0.003) and outcome
expectancies (3 of 14 beliefs p<0.036). Perceptions of usefulness and intentions to use
learning in practice mean scores were 82-94 (scales O=low-100=high). There was high
affirmation for sharing learning and influencing change in the workplace and wider practice.
Content, style, and delivery were positively endorsed. Further elements to be included in the
training were identified.

Conclusions

The training programme has the potential to effect change in practice behaviours. A large-
scale study will evaluate the rollout of the training delivered to individual professionals and
whole teams across the UK. It will provide longer-term feedback to understand practice

behaviour and mediators of change across professional roles.
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Strengths and limitations of this study

This is the first study to evaluate a training programme for cancer, palliative and
wider healthcare professionals, that is dedicated to helping them support dying parents

with dependent children.

The Kirkpatrick Model of Evaluation was used to frame the methods and data

analysis.

Mixed-methods evaluation was used whereby questionnaire responses could be

explored in greater depth in semi-structured interviews.

This was a small, initial study among a sample not powered to identify significance,
but which formed the methodological basis for a future, larger, longer-term

evaluation.

The transfer of learning into practice was evaluated through short-term reflective,
practice logs, and provided brief understanding of practice implications. These will

be examined in future evaluation.
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INTRODUCTION

When a parent is dying from a life-limiting condition, open and honest communication
between parents and their children is vital for children’s well-being and their future
emotional, behavioural, and educational development. -2 Children wish to be informed about
their parent’s illness and prognosis and can be resilient if given age-appropriate information
and support to grieve. 3 Nevertheless, parents often feel anxious and ill-prepared to hold
honest conversations at this time, and can be at odds with their partners and wider family
over what is best for their children; some avoid telling their children how ill their parent is
until death is imminent. ¢ In this difficult end-of-life period, parents want timely help from
healthcare professionals so that they can support and communicate with their dependent

children, and prepare them for their parent’s death.’

Palliative care professionals are well-placed to provide this support to parents, but services
provided to help parents support their children through bereavement vary. Across UK hospice
and community palliative care services, the number and types of services available to parents
and children are uniformly greater after a parent’s death than before. ® Their focus is more on
supporting children’s challenges after bereavement than on preventing them before a parent
dies. ® Fundamental to these gaps in provision are healthcare professionals’ stated low
confidence in their skills, fear of making a situation worse, uncertainty over parents’ and
children’s needs, and fear of the emotional labour required to provide support. Despite
evidence that healthcare professionals welcome and benefit from educational training to
support parents and families with advanced cancer, % '° ultimately there remains an absence

of training specifically related to supporting dying patients who have dependent children!!.

To address the need for support, a training programme ‘No conversation too tough’, was co-
developed with cancer and palliative care professionals, children’s bereavement specialists
(therapists and bereavement charity representatives), those with lived experience of parental
bereavement (both bereaved partners and adults bereaved as children), healthcare educators
and academic researchers, and representatives from the Ruth Strauss Foundation, a specialist
UK cancer charity. The training was designed to provide cancer, palliative care and wider
healthcare professionals with knowledge, skills, and confidence to help families prepare for
parental death, manage their own emotions around providing support, and to build networks
with peers to enhance support for one another both in the workplace and in wider practice.

This evaluation aimed to understand delegates’ perception of learning provided by the
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training, the contribution it made to their confidence in communicating with families when a
parent is dying, and their subjective experience of the training. Potential changes in practice
behaviours were assessed, and recommendations for future roll-out of the programme were

developed.

METHODS
Design

We conducted a pre-post, convergent, parallel, mixed-methods study. ' Quantitative and
qualitative data were collected in the week before and immediately after training, and a
practice log was completed for the following six weeks. Data were triangulated: quantitative
and qualitative data were analysed independently, integrated and interpreted. (Supplemental
Material 1). The study was given a favourable opinion by the authors’ University Research

Integrity and Governance Committee (Ref: FHMS 20-21 165 EGA).

We used Kirkpatrick’s Model of Evaluation to frame the methods and data analysis. '3 This
model is widely applied across many sectors, including palliative care and nursing. 14171819 It
measures effectiveness of training across four levels: (1) an individual’s reaction to the
training, (2) learning from the training, (3) changes in behaviour, and (4) patient outcomes.

This evaluation presents data across Levels 1-3.

Reporting followed the Criteria for Describing and Evaluating Training Interventions in

Healthcare Professions (Cre-DEPTH) Checklist. 20
The Training

The programme comprised one-day of training which ran twice online and once face-to-face.
Fifteen places were available for each occasion across which 36 delegates took part in total.
Facilitators were registered health and/or social care professionals: the lead was an expert in
communications skills training; the second facilitator for the first course was a registered play
therapist specialised in working with children; for the second and third course, the second
facilitator was a specialist practitioner in preparing families for loss. ‘No conversation too

tough’ is described in Table 12!
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Table 1: ‘No conversation too tough’ training features.

Item

Development

Aims

Course
delivery

Intended
delegates

Training
Recruitment
Course
content

Teaching
Methods

Structure

Facilitation

Adverse Event

Costs

Description

The co-design group included cancer and palliative care professionals, children’s bereavement
specialists (therapists and bereavement charity representatives), those with lived experience of
parental bereavement (both bereaved partners and adults bereaved as children), healthcare educators
and academic researchers, and representatives from the supporting UK cancer charity. The group
met five times, facilitated by an expert in healthcare education and training.

To provide course delegates with information and education to: i) enable them to assess and influence
families’ readiness to address the needs of their dependent children; (ii) improve their confidence,
knowledge, and skills to provide or signpost parents to available resources/tools to help with
preparing children for parental death from cancer; (iii) provide them with the knowledge and skills to
recognise and manage their own emotions when dealing with families facing the death of a parent;
and (iv) empower them to network with peers to acknowledge the difficulties of support patients with
dependent children, and to enhance support for one another.

Three iterations of the training course ran between December 2021 and March 2022 with 15 places
designated for each course. The first two courses were delivered online through video conferencing
to reflect pandemic restrictions. The third course was delivered face-to-face at a UK city-centre
venue.

Cancer clinical nurse specialists (CNSs) and palliative care nurses (PCNs) working in community,
hospice or acute settings, who care for people whose cancer cannot be cured.

Potential delegates were contacted via personal and email approaches through the supporting UK
cancer charity and the co-design team’s networks.

Informed orientation and background evidence, theoretical foundations, developing skill sets and
fostering supportive processes (both peer-to-peer and organisational). Specifically, this included:
presentation of the evidence for the programme, models of grief, ages and stages of children’s
development, understanding of family dynamics and structures, documenting the presence of
children, putting knowledge into action, awareness of available resources, skills-based sessions, and
‘caring for yourself’.

Student-centred, experiential, and interactive methods comprising lectures and discussion, case
studies, videos, small groups, actor-facilitated role-play, facilitated reflection on practice, supportive
and theoretical resources.

One-day session

The lead was an expert in providing advanced communications skills training, an established lecturer,
with a research profile in supportive cancer care at a UK university and a nursing background. The
second facilitator for the December 2021 course was a registered play therapist and a senior lecturer
at a UK university with a background in nursing and counselling. For the February and March 2022
courses, the second facilitator was a specialist practitioner in preparing families for loss.

Should delegates have needed help with difficult issues they wished to discuss, contact details for a
Ruth Strauss Foundation practitioner were given in the course introduction. The facilitators

monitored responses throughout the session and were prepared to support delegates if required.

Free to delegates

Participant Recruitment

At course registration on the supporting charity’s website, delegates gave their permission for

their contact details to be passed to the evaluation team. Informed consent was subsequently

conducted independently online by the University evaluation team.
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Quantitative Data Collection

To assess the potential effect of the training on behaviour change, we included a measure of
self-efficacy (the perceived capability to perform a target behaviour). 22-2* The measure asked
participants to rate their confidence on a scale of 0-100, where 0 represented no confidence
and 100 represented full confidence. Nineteen items across three domains were assessed:
confidence in skills learned, confidence in managing own emotions, and confidence in
discussing topics learned about with patients. According to Social Cognitive Theory, self-
efficacy is a precursor to a person’s motivation to engage in a specific behaviour. 242 More
recent theories have gone further to propose self-efficacy-as-motivation, including it as one
of a range of behavioural motives that predict behaviour change. 2’ Reflecting this, we
included further measures to understand participants motivations to translate learning from

the course into their practice.

The anticipated consequences of engaging in practice behaviour change was assessed with an
Outcome Expectancies measure; beliefs were rated on a scale of 1-9, where participants were
asked across 14 items to rate ‘How likely is it that ...” where 1 represented ‘very likely” and 9
represented ‘very unlikely’. Both self-efficacy and outcome expectancy measures were
adapted from those used in Sage & Thyme communication skills training in palliative care.
Although unvalidated in previous studies, they were developed based on previous research
that reported good content and face validity. !> 28 2 The measures in our research were
tailored to reflect the factors affecting cancer, palliative and wider healthcare professionals’
approaches to having conversations with patients to help them support their dependent

children.

We assessed motivation for behaviour change further through an author-generated
questionnaire with closed and open questions. We asked about perceptions of usefulness and
intention to use learning, both rated on a scale of 0 (low) to 100 (high); attitudes to change in
practice and reactions to the training in respect of contents, teaching and learning styles
where each measured on a five-point Likert scale from strongly agree to strongly disagree.

Pre- and post-training questionnaires are appended.

For the first two courses, pre- and post-questionnaires were administered online via the
Qualtrics platform (Qualtrics © December 2021/February 2022 USA). For the third, held

face-to-face, paper questionnaires were distributed and collected on the day.
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Qualitative Data Collection

Repeated pre-post-training semi-structured interviews were planned with five participants
from each training day. Interviews, conducted by JG via video conferencing lasted 30-40
minutes. Pre-training interviews explored motivations, hopes, expectations, and past
experiences. Post-training interviews covered reactions to the course, perceived changes in
skills and confidence, managing one’s own emotions, intentions to use learning in practice,
perceptions of making a difference, barriers, and facilitators to translating learning into

practice, and support required in the workplace.

To understand the immediate effect of the training on practice behaviours, participants were
asked to keep a post-training practice log for up to six weeks. The log asked participants to
choose one example a week of caring for a patient with dependent children, to think about the
situation, how they felt, what they did, what they used from the training, and what they would

do again or differently next time.
Data analysis

Questionnaire data were downloaded in SPSS from the Qualtrics platform (IBM SPSS
Statistics (Version 28). Responses to self-efficacy and outcome expectancy measures were
analysed to identify changes between pre- and post-assessment using a Wilcoxon Signed-
Rank Test. Descriptive statistics were used to assess reactions to the training and intended

behaviour change.

Interviews were audio recorded, transcribed, entered into Nvivo 12, and analysed using
Framework Analysis. 3 JG, JCH and ER read/re-read the transcripts from the first course,
identified, discussed, and agreed the major themes. JG applied a coding frame developed
from the initial data to the remainder of the transcripts, Free-text responses from the
questionnaires were coded separately and subsequently integrated into the coding frame,
accounting for duplications (i.e. a participant highlighting the same point in both the
questionnaire and interview) to avoid ‘double counting’. Themes were compared within and
across cases. To examine intended and actual integration of learning into practice, practice

log entries were separately analysed with a Framework approach. 3°

The data were triangulated to identify convergent and divergent themes across the datasets. 3!
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10

Patient and Public Involvement

Individuals with lived experience of parental bereavement (both bereaved partners and adults
bereaved as children) were integral members of the co-design team that developed the
training programme; they also contributed to the design of the research and the dissemination

plans.

RESULTS

Sample size and characteristics

Thirty-five delegates consented to take part in the research and completed the pre-training
questionnaires; 28 completed pre- and post-training questionnaires. Sixteen participants were
interviewed before the training; 14 attended a second interview after the training. Eleven

participants completed and returned the practice log.

Pre- and post-training respectively, n=16/11 were acute oncology clinical nurse specialists,
n=14/12 were palliative care professionals, and 5/5 were allied healthcare professionals
working in cancer support (n=4) or as a lead research nurse (n=1). Pre- and post the majority
of participants were female (n=31,89% : n=25,89%), over 45 years (n=19,54% : n=15,54%),
or parents (n=27,77% : n=20,72%). A minority had high educations qualifications past
undergraduate (n=8,23% : n=7,25%), or indicated an ethnic/cultural minority background
(n=5,15% : n=4,16%). In respect of professional status, pre-post, the majority had been
registered over twenty years (n=20,57% : n=17,60%) and had been in their current specialism

for five years or more (n=20,57% : n=15,54%). (Supplemental Materials 2)
Quantitative Outcomes

Self-Efficacy. A Wilcoxon Signed-Rank Test revealed significant positive change after the
training on 17 of the 19 items assessed across three domains (z = -2.956 to -4.458 p< 0.003,
effect size r = -0.40 to -0.61). Participants had more confidence following the training in
starting, encouraging, and closing conversations, listening, responding, supporting patients
empathetically, and discussing relevant issues. Similarly, they felt more confident in
managing their own feelings during and after having conversations. The observed change for
skills to create a comfortable setting to speak openly did not reach significance, and no

change was observed for skills fo ask a patient if they have dependent children. (Table 2.)
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o
g 3
3 S Test
Pre-Median Post- MEdiag Statistic Effect Size
Variables: Total Scores 0-100 N (IQR) (IQ@ %-'g VA p r
: : 558
How certain are you that you have the skills to: »> N
T
Create a comfortable setting in which a patient can speak openly about their family? 27 71 (58-90) 90 (6% -1.873  0.061 -0.26
j
linitiate a discussion with a patient about their family circumstances? 27 81 (60-93) 99 (! 90:;48(5 -3.296  0.001 -0.45
Ask a patient directly if they have dependent children? 26 100 (90-100) 100 (955»@@ -1.29  0.197 -0.18
o
Ask questions to encourage a patient to talk about how their children are feeling and coping? 27 80 (64-90) 90 (8 @E_—Qg)% -2.956  0.003 -0.40
Ask questions that will encourage a patient to talk about their concerns for their children? 27 74 (53-90) 90 (8 (%;»9%)% -3.236  0.001 -0.44
Close a conversation with a patient who has concerns about their children? 27 60 (50-80) 80 (1 6@5%)% -4.189 <.001 -0.57
Listen and respond in a way that will encourage a patient to talk about their feelings in respect of their 2\(’3'3
children? 27 70 (50-85) 90 (8@9 7/ -4.145 <.001 -0.56
Use empathic supportive comments with a patient when talking about their children? 27 67 (53-80) 90 (8 OE] 05' -4.294 <001 -0.58
=S o
Encourage a patient to tell you if they would like help to support their children? 27 75 (50-90) 90 (. 85’—’:-] 0(:3 -3.838 <.001 -0.52
Support a patient if they get upset while talking about their children? 27 74 (58-82) 90 (8(_@10@ -4.106 <.001 -0.56
How certain are you that you can manage your own emotions: ) 9}
About initiating a conversation with a patient about their children's well-being? 27 71 (50-80) 90 (8@'92)3 -4231 <.001 -0.58
While having a conversation with a patient about their children? 27 75 (52-89) 90 (8 @94)2 -3.144  0.002 -0.43
o
While having a conversation with a patient about the need to talk openly with their children about death 5 5
and dying? 27 70 (50-83) 87 (8(295)‘; -3.306  <.001 -0.45
> &
S N
o
When you are off duty, having previously had a conversation with a patient about their children? 27 72 (50-85) 80 ( 7%95 )§ -3.748  <.001 -0.51
How certain are you that you can discuss with a patient: )
How children can be affected by losing a parent through cancer that can't be cured? 27 50 (21-70) 80 (6 7 90)> -4.349 <.001 -0.59
How children's needs for information and support vary depending on their age? 27 56 (35-75) 90 (69-95)2 4392 <.001 -0.60
The problems faced by parents with dependent children when a parent is dying? 27 50 (26-60) 80 (70-94 )8 -4.458 <.001 -0.61
The best time for a parent to receive help to support their children? 27 50 (35-70) 89 (74—95); -4.063 <.001 -0.55
Information resources that might help a parent to support their children? 27 60 (30-81) 90 (80-95 )g -4.024 <.001 -0.55
* Missing data in paper format. %;
=
)
o
o
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Outcome Expectancies. Wilcoxon Signed-Rank Tests revealed significant positive change
between pre- and post-training on three items: participants were less likely to believe (i) they
would get too close to a parent if they asked them about their feelings or concerns for their
children (Z=-2.524, p=.012, r=0.34), (i1) that it would damage the way the patient copes (Z=-
2.207, p=0.027, r=-0.30), and (ii1) and that a patient would raise their concerns without being
asked (Z=-2.097, p=0.036, r=-0.29). (Table 3.)
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Table 3. Outcome Expectations Pre-Post Training: Wilcoxon Sign-Rank Test = %
o
S
« Q
N Pre-Median Post-Median ’festz P Effect Size
Variables: Total scores 1-9: 1 = Very likely, 2 = Very unlikely (IQR) (IQR) Stagﬁ'l%Z r
B o<
How likely is it that ... AN
o Q
2o
o 2
You would be helping a patient if you talk to them about their children? 27 2 (1-3) 1 (1-2) -g@g 0.094 -0.23
You will keep control of the conversation if a patient becomes upset whilst D F(/E =
talking about their children? 27 3 (2-5) 3 (2-5) -g:@@- 0.840 -0.03
@
Asking a patient about their concerns will help you identify what may be =2 = 2
helpful? 27 1 (1-2) 1 (12 SRR 0.459 -0.10
You will have colleagues who you can go to if you need emotional support after >3
talking to a patient about their children? 27 (1-4) 1 (1-2) -@_Aﬁlg 0.666 -0.06
= ~—+
A patient will become distressed and upset if you ask about their children?** 27 (1-3) 2 (I-5) -“;5”#@ g 0.075 -0.24
Q- =
You will get too close to a patient if you ask about their feelings or concerns for 3> _g
their children?** 27 8 (5-8) 8 (79 -Z5248 0.012 -0.34
L @
It will damage the way a patient copes if you ask them about their children?** 27 7 (5-8) 7 (7-9) -§.:207.g_ 0.027 -0.30
=]
Your workload will become unmanageable if you ask a patient about their @ .3
children?** 26* 8 (7-9) 8.5 (6.75-9) 0003 1.000 0.00
<1
You will be criticised by your colleagues if a patient becomes upset when you 2 3
talk to them about their children?** 27 9 (89 9 (89 @718 0.473 -0.10
You could say something that will make matters worse for your patient if you 2z
try to talk to them about their children?** 26* 7 (5-8) 8 (6.75-9) _§954€ 0.051 -0.27
o)
A patient will raise concerns/feelings about their children without you =] e
asking?** 26* 5 (3-6) 5 (4.75-6) %09'/8 0.036 -0.29
« a1
If a patient shows strong emotions when talking about their children, it will be o 8
overwhelming for you?** 27 (6-8) 8 (6-9) = 24% 0.214 -0.17
You will feel down if you ask a patient about their children?** 27 (5-9) 8 (6-9) -1.67588 0.094 -0.23
o
o
There will not be enough support available to you if you need to reflect on the W
difficulties, you experience when talking with a patient about their children?** 27 7 (6-9) 8 (5-9) -0.80% 0.423 -0.11

* Missing data in paper format.
** Negatively worded variables.
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Perceptions of usefulness, intentions to use learning. Participants felt the training would leave
them more satisfied in their work with parents (scale-mean 82/100); it would encourage them
to seek out more knowledge and understanding about working with patients with dependent
children (scale-mean 92/100), and that it would be highly useful for supporting patients
(scale-mean 93/100). There were strong intentions so use learning in practice (scale-mean

94/100).

Attitudes to change in practice. The majority of participants agreed/strongly agreed that they
would share their learning with colleagues and contacts (26/28, 90%), and that they would be
able to influence change in their workplace (25/28 participants, 89%). Nearly three quarters
(20/28, 71%) thought they could change or influence wider practice.

Reactions to the training. Participants were consistently positive about the course. All 28
agreed/strongly agreed that the facilitators worked well together and were knowledgeable,
and the topics covered were relevant to them. For the second and third course we asked
about response to the role-play; all 21 participants agreed/strongly agree that the role-play
actor performed authentically, and the scenario depicted was realistic. Two provided negative
feedback relating to clarity of the training objectives, time available, support materials, and

role-play. (Supplemental Material 3)
Qualitative Findings

Two overarching themes were identified and explained motivations, (i) transferring learning

into practice, and (ii) reactions to the training. Verbatims are provided in Table 4.
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Table 4. Participant verbatim quotes 5 3
Transferring learning into practice s 5
Intentions to [...] it has made me make more of an effort to consciously go through their notes to remind myself what their family setup is and whegher #looks like it might be appropriate to start engaging in that
use learning conversation, which is something I wasn’t necessarily making a concerted effort to do before the training. Breast CNS S g

Intentions to
improve
organisational
practice

Barriers to
implementing
learning

Learning into
practice

6

So [...] 'm really looking forward to our next [monthly nurse meeting] so I can share with the whole team what happened in the trainfpggl® and just share some of the resources as well because 1
think there is an awful lot out there that we maybe haven’t been so aware of [...] I want to just try and make the other nurses [...] who arﬁa,%it more junior feel a bit more empowered to be able to
initiate some of these conversations. Breast CNS = 00

One of my roles here [...] was with the development of our computer [...] and it’s made me realise we don’t have anything on there. @Ifgo@h we do family trees and we might write about the fact
that people have children, we don’t have any reportable box on there that says ‘does this person have children under 18?” or anything @_l% %at, so I’'m now going to discuss that with the team and I’'m

going to take that away and say, ‘Right, this is something we need. Community PCNS =2 g

So we have had [ethnic minority] patients that have died and they really do not accept death and dying, they really a lot of the time d(IEl(W %cept withdrawal. So that was very complex. If the parents
and the adults aren’t accepting it, they [...] aren’t going to start preparing the children and the young people. Hospital PCNS (Pre-traitting o

}

n

I know that if I need to have those conversations that’s going to be really difficult for me to do realistically and in terms of privacy it 3 m_aied to space in the cancer centre and how many rooms we
have. Lung CNS (Pre-training) a 2 =

There is a bit about, at the moment, lots of changes going through the team, a bit of a lack of staffing level, so it is a bit sad but all th&projects are on hold. So at the moment, the barrier would be that
it’s not the right timing. Hospital PCNS ; :; >

The training enhanced the courage of my convictions to talk with [the patient] about her family and her daughter. It would have beeé@ﬁsy to shy aware from this as it was just too painful. In the
end — instead of being painful, it was probably the most meaningful, tender and most beautiful moment of my nursing career. BreastéNSﬁ)ractice log extract)

Reactions to the training > 3

Contents and
style

Interactive
training

Role-play

Resources and

[...] it definitely suited me. I do like [...] that style of learning. I don’t want to be sat and talked to all the time with information, I wast to garticipate and want to join in. Breast CNS

I think just giving you the [...] overall background that this is something that’s really important and that you do need to plan for it ang'ym_ndo need the confidence to be able to go in and start
conversations with people and not be sort of fearful about how things might go wrong. Community PCNS 5 g

From the information delivered [and] from the learning from the day, I certainly feel [...] I can do better and [...] I can now also shar%:praegtice with other colleagues and feel more confident, maybe
in challenging others on how they approach supporting patients with children and become a better advocate [...] for services to impro%e and being available. Breast CNS

Just little tips from other people and case studies and scenarios and just how people manage different situations. [...] Yes, just learnil’g frogn others really. It’s silly but it’s little things like, “Oh I say
this to my patients,” and you think, oh yes, that’s a really good thing. Hospital Research Nurse = 5
I think actually [the mix of professional backgrounds] really complemented it because I got to see things from [Hospital CNSs’] persﬁécti‘és and how hard their conversations are. Because we know
that our patients have been given that information in clinics, sometimes a few weeks, sometimes a few years ago, it varies massively, §ut Ifadn’t really heard first hand from those nurses around how
that feels for them and how the conversations sometimes go and the complications that can come up as well. Community PCNS S o

)
One of the CNSs doing the role-play at one point said [...] “How can I tell the child?” and she said, “Can I just ask [the patient] how gid y% tell [your son] when you had your cancer diagnosis?” 1
thought, that’s quite powerful because almost what she was saying was “You’ve done this before, you’ve broken bad news to your chiidreiPbefore’. That’s why the learning from your peers [when
observing role-play] is quite often so powerful as well. Hospital PCNS 3 2
I certainly didn’t feel that [ managed it well at all, I really felt myself floundering [...] and that really disconcerted me actually [...] I Wou%say probably for the rest of the day. Community PCNS

So all the resources that were shared on the day were great and actually has made me think that I could improve the information I give to r}?;y patients and the support that they may get as well. Breast
®

additional CNS

learning I know there were some resources laid out, some booklets for children, bereavement support, but really we were not being explained the dgferences between them, they were only left on the table to
have a look at and I was hoping that we would have had more explanation about what is what and how to use it as well. Hospital PCNS &

Talking to I think also a lot has been said about convincing or helping a parent understanding what is important to talk to their children, but we ha$@ not got down to the practicality of what words do you use,

children what do you say based on their age. Hospital Palliative Care Clinical Nurse Specialist S
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Transferring learning into practice

Intentions to use learning. Post-training, most participants had not had an opportunity to
apply their learning, but they spoke of intentions to do so. They were aware of the optimal
timing to initiate conversations, and aimed to enquire more about patients’ children, how
‘children are doing’, explore patient cues to assess readiness for conversation, use listening
skills, and ‘be alongside’ patients as they navigate their ‘palliative journey’. They intended in
future to look more consciously through clinic notes to establish children’s presence, make
efforts to document this, allocate follow-up appointments with patients, ensure they had
enough time to ask parents questions about their children, and compile resources for patients

on communicating with their children.

Intentions to improve organisational practice. Some participants had shared the training
resources with colleagues; several had plans to do so. Some had started to think about
changes that could be made to procedures to improve their organisation’s practice; these
included reviewing and updating patient documentation systems, building stronger networks

with other professionals, and developing workshops to be offered to parents.

Barriers to implementing learning. Professional settings and roles influenced participants’
perceptions of the support they could provide families. Those working in acute settings faced
challenges including heavy caseloads, limited time, and scarce resources that hindered their
ability to develop relationships and engage in proactive conversations with parents. Some
participants only met patients in their final days of life and felt unable to build meaningful
rapport in the way achieved by those who worked with patients longer-term. These factors
constrained how learning from the training could be implemented. Participants discussed
their lack of control over the environment in which to hold conversations; community-based
participants were dependent on the home situation they visited, whereas hospital-based

participants often found it difficult to find quiet and private spaces for sensitive discussions.

Putting learning into practice. Where post-training, participants had encountered patients with
dependent children, practice log entries supported their increased awareness of the
importance of engaging parents in conversations around death and dying, and their greater
confidence in initiating these conversations. Participants also discussed how the training had
reiterated the importance of being open and non-judgemental (for instance, in situations
where patients were reluctant to discuss their family/children). They recognised the

importance of mirroring the patient’s energy, pausing, listening, and providing cues and
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responses at appropriate times, and had employed these strategies in conversations. After the
training, some felt more confident with signposting and liaising with other professionals and

organisations.
Reactions to the training

Content and style. Face-to-face training encouraged more networking, enquiry, and support.
Across both delivery formats, awareness of the importance of having conversations around
parental death, and enhanced confidence to initiate such conversations were felt to have
increased. Despite levels of experience, all those interviewed found the training suitable for
their personal needs; junior participants alluded to knowledge and skills acquisition, more
experienced participants referenced validation, updating, and expansion of existing

knowledge.

Interactive training. The range of delegates’ professional backgrounds was deemed especially
beneficial; sharing experiences and learning from others was invaluable. Participants found it
useful to learn about practice within other settings and get advice and ideas on innovations to
implement in their own practice. Hearing others’ stories validated personal experiences of

working with patients with dependent children.

Reality and authenticity. Role-play was one of the most appreciated elements of the training:
the professional actor added to the realism and authenticity of scenarios. Whether
participating or observing, participants had discovered new practice insights and approaches
to be used in conversations with parents. Despite positive response to the role-play, the
similarity of a scenario to a recent patient experience caused upset for one delegate; another
indicated that the role-play strengthened feelings of inadequacy. It was suggested that role-
play would work better in a face-to-face context, where appropriate in-person support can be

offered.

Resources and additional learning. Participants welcomed being introduced to grief and
childhood development theory, and support resources for preparing parents to communicate
with their children about parental death, although some would have liked more practical
guidance on how to work with these in practice. Many explained how they worked with a
diverse range of patient populations that varied in their responses to illness, and the care and
support provided by healthcare professionals. It was highlighted that in some cultures, the

concepts of death and dying are not accepted and/or openly spoken about. Diversity and
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inclusivity across cultures and social groups was considered essential to reflect in resources
and materials. Similarly, whilst not a main component of the training, multiple participants
would have liked to receive guidance on how to talk to children directly, using age-

appropriate language.
Integrating data

Data converged to develop understanding in relation to participants’ intentions to incorporate
their learning into their practice and more widely, and to provide guidance for development
and design of the training. These themes are illustrated in Table 5 and interpretation is

presented in the next section.
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Influence change in the workplace. (89%)
Influence wider practice. (71%)

Participants consistently positive.

N=28/28 agreed/strongly agreed the facilitators worked
well together and were knowledgeable, and the topics
covered were relevant to them.

N=21/28 agreed/strongly agreed that role-play was
authentic and realistic.

N=2/28 provided negative feedback — not clear about the
objective, not enough time, support materials not helpful,
role-play not comfortable.

Support provided influenced by settings and roles. In acute settings: heavy caseloads, limited time, arfffsca

ée resources hindered
relationships and proactive conversations/finding a quiet space for sensitive discussions. Difficult to b%ld r@port when only contact is at a

patient’s final days of life. In community-based settings: lack of control over context and conversationfﬂowg

=
2. 3
Theme: Reactions to the training experience 3 S
o <
. . = c
Delivery style and range of content was appreciated and relevant. oy g
Training considered suitable for all levels of roles and experience. g ©
Face-to-face format facilitated relationship building and support. = AN
S o
Opportunities to share experience invaluable — new ideas, validated experiences. <_8 ol
Learning together with mixed professional backgrounds brings other perspectives and expands knowlﬁge afd understanding.
: >
Role-play with a professional actor brings realism/authenticity. ‘g
New insights experienced whether engaged in role-play or observing. g
Risk of evoking recent experiences, generating emotional responses, and increasing feelings of inadequacy. ®
Suggestions that role-play might be better when face-to-face so that appropriate support can be offered. @
o

Resources introduced were welcomes and useful, but more practical guidance on how to work with these in@actice required.
Understanding diversity in response to illness, death and dying across different patient populations. How toaplk to children directly.

- ~7
o o
BMJ Open S 3 Page 20 of 29
o
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Table S. Convergent Themes 2 9
QUANTitative QUALitative S A
Theme: Transferring learning into practice Sl Overriding themes
Q@
o
Confidence Feelings of confidence to hold conversations. o cjo
(p<0.003) c = Empowerment
Increases in: Skills to have conversations; managing Improved confidence in practice to signpost and liaise with other professionals and organisations. g g‘ )
own emotions, being able to discuss relevant issues. » g E
25 Q
Expectations and Beliefs Greater awareness of the importance of being non-judgemental, especially where patients were reluctagt % %age. Tolerance and open-
Less concerned about: w3 U mindedness
Getting too close to a patient. (p=.012) =29
Talking to them would damage how they cope. (p=0.027)  Appreciation of the importance of mirroring the patient’s energy, pausing, listening, providing cues an&res;énses at appropriate times, and Increased sensitivity
Making matters worse. (p= 0.051) readiness to employ these strategies in conversations. Q (C” o
Less likely to believe that: ;'8 2
A patient would raise concerns on their own. (p=0.036) S5 =@
O
ot =
Perceptions of Usefulness and Intentions Strong intentions to use learning in practice. More awareness of timing, questions to ask, the need to checR i@ with patients, explore cues, Determination
(Scale mean. Total = 100) use listening skills, ‘be alongside’, and to use resources. >3
More satisfied. Mean=82 3 % =
Motivated to seek more knowledge. Mean=92 Consciously looking at patient notes to identify children, greater efforts to document presence of chlldE@Eurmg time for talking and Changing personal
More able to support parents. Mean=93 resources. 8 . § practice
Intension to use. Mean=94 “> 3
= 5
Attitudes to influencing change in practice Sharing learning and making organisational changes — reviewing and updating documentation systemsgbullﬁng stronger networks with Influencing wider
% Participants other professionals, developing workshops to be offered to parents. S _3 practice
Sharing learning with colleagues. (90%) S

Barriers/challenges to
implementing learning

Content and Style

Interactive training

Realism
and
authenticity

Resources and
additional learning
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DISCUSSION

These evaluation outcomes determined that the ‘No conversation too tough’ training was
principally effective in meeting intended aims. After the training delegates felt more
empowered to hold conversations with parents about supporting their dependent children.
Confidence in skills and the ability to discuss sensitive issues increased, and clear intentions
to build empathetic and supportive relationships with patients were displayed. More open-
minded beliefs in the consequences of engaging with patients about their dependent children
were evident; this is an important element for behaviour change that can increase as
experiences of new behaviours progress over time, and new practice is normalised through
peer group and external feedback. 3> Delegates also revealed determination to use their new
learning in practice by being proactive in starting conversations, and making greater use of
and improving, organisational procedures to identify and record the presence of children.
These results reflect outcomes of communication skills training developed and researched in

palliative care more broadly. 1523

A pertinent finding in this evaluation is that delegates were enthusiastic and exhibited strong
intentions to share their learning with colleagues. They welcomed the opportunity during the
course to interact with other professionals, and subsequently to build strong networks and
influence wider practice. The mix of professionals attending the training offered delegates
new perspectives and facilitated learning about, and from, others. Delegates were working
across roles and settings and recognised the influence that working contexts had on
relationships built with patients; length of time (days/months/years) available to build
relationships with patients, the duration of conversations staff time affords, and environments
in which these take place, all varied strikingly. To maximise learning the training needs to
take account of and explore best practice across professional roles and settings. 33 The
challenges that exist in today’s healthcare environments, evidenced in this research by
concerns over heavy caseloads, limited time and resources, and lack of privacy and space for
conversations to build and continue relationships with patients, all impact on scale and scope
of possible enhancements in patient support. Provider organisations are crucial in facilitating
conducive cultures and environments, not only for ensuring changes in practice behaviours,

but also for supporting the emotional well-being of their staff. !!

The benefits of face-to-face versus virtual delivery of the training were apparent. The focus

of the training is highly sensitive and evoked strong emotions, particularly during role-play.
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Delegates welcomed the more cohesive face-to-face environment over virtual delivery, as it
enabled greater opportunity to share experiences, develop new ideas from others, and build
supportive relationships with the facilitators and other delegates. There has been an increase
in virtual learning since the pandemic and the opportunities this affords for health education
are apparent. >* However, in this context, where delegates’ sensitives, experiences, and
individual responses can require support, a face-to-face format, potentially in conjunction
with virtual learning, appeared to offer greater opportunity; it can impart knowledge and
skills in a comfortable, supportive, nurturing environment where individuals are less likely to

get ‘lost’ without recourse to in-the-moment support.

Further training needs became apparent during the research. Congruent with other research,
36 several delegates indicated how they were often introduced to children within the care
setting, but their own lack of understanding of how to communicate according to children's
ages and levels of development was a significant deterrent to establishing relationships with
children, or with their parents when the child was the focus. Delegates also called for a
greater focus in the training on the diversity of the families they care for, and delivery of
culturally appropriate care. Difference in ethnocultural background, socioeconomic status,
and family structure influence patients’ responses to illness, their care needs, and their
willingness to talk about death and dying. These have an impact on the nature of the
conversation to be had (e.g. need for cultural sensitivity, focus on legalities and guardianship
in the case of single parenthood). Hitherto, the needs of dependent children, and diverse
families have been lacking in palliative care policy and guidance, but there are now clear
elements set out in the UK Ambitions for Palliative and End of Life Care: A national

framework for local action 2021-2026. 37

This evaluation of the training programme has limitations. It was a small-scale study, not
powered to detect change, nor to assess changes in practice behaviours or their sustainability.
Furthermore, it was not designed to assess the impacts of such changes on patient outcomes.
In the context of NHS staff shortages and potential burnout, 3% there is a need to ensure
training is effective and time efficient, and that evaluation is straightforward and brief enough
to capture what is needed. Furthermore, the techniques and advice imparted need to be easily
implemented in busy NHS environments. Longer-term, large-scale evaluation is now

required.

Conclusions and next steps
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‘No conversation too tough’ is the first training programme co-developed and tested
specifically for cancer, palliative care and wider healthcare professionals to help dying
parents support their dependent children. '- 3 These evaluation findings have shown that
training such as ‘No conversation too tough’ has the ability to impart healthcare professionals
with the skills, knowledge and confidence to empower them to start conversations about
death and dying, progress supportive patient relationships, and in turn, to help their patients

to communicate with and support their children.

The findings have supported course refinement, and the training is to be rolled-out on a
national basis. It will comprise pre-course e-learning, (including an extra module to address
cultural and religious diversities in attitudes to death and dying), and a subsequent one-day
face-to-face interactive session. Individual professionals and whole teams will take part
across healthcare providers and higher education. Large-scale evaluation will provide
feedback to understand behaviour change, what works for whom (which professionals benefit
most), and why (mediators of change). In light of demand, a masterclass for communicating
directly with children is planned. Future evaluation steps will include sensitive assessment of

the impact of the training on family and children’s outcomes.
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Supplemental Material 2. Evaluation Sample Characteristics

Page 28 of 29

Pre-Training  Post-Training Pre-Training Post-Training
N =35 N =28 N =35 N =28
n %" n %* n %* n %*
Demographics: Time in current specialism
Gender ldentity Less than a year 4 11 4 14
Female 31 89 25 89 1-2 years 6 17 5 18
Male 4 11 3 11 3-4 years 5 14 4 14
Total® 35 28 5 or more years 20 57 15 54
Age Group Total® 35 35
18-24 years 1 3 1 3 Qualifications
25-34 years 7 20 7 25 Diploma 14 40 10 36
35-44 years 8 23 5 18 Undergraduate Degree 24 69 20 71
45-54 years 11 31 8 29 Master's Degree 8 23 7 25
55-64 years 8 23 7 25 Post Registration Training specific to 16 46 15 53
Total® 35 28 Palliative care
Ethnic/Cultural Background Totals exceed sample sizes
White British 24 69 19 68 Professional Roles:
White Irish 1 3 1 4 Acute Care Clinical Nurse Specialists 16 46 11 39
White Other 5 14 4 14 Breast Cancer n= 5
Asian 2 6 1 4 Haematology 2
Mixed background 1 3 1 4 Lung Cancer 2
Black Caribbean/Black 1 3 1 4 Colorectal 1
Caribbean British Gynaecology Oncology 1
Black African or Black 1 3 1 4 Myeloma and Plasma 1
African British Oncology 1
Total® 35 28 Oesophageal/Gastroenterology 1
Presence of Children Neuro-Oncology 1
Under 18 years 18 51 12 43 Sarcoma 1
All children over 18 years. 9 26 8 29 Palliative Care 14 40 12 43
No children 8 23 8 29 Hospital Palliative Care Nurse 8
Total® 35 28 Hospice Community Care Nurse 3
Professional Status: NHS Trust Community 1
Registration Year Palliative Care Nurse
1980-1989 6 17 5 18 Clinical Practice Educator for 1
1990-1999 9 26 6 21 Palliative Care
2000-2009 9 26 6 21 Hospital Palliative Care Social 1
2010-2020 11 31 11 39 Worker
Total® 35 28 Cancer Support 4 11 4 14
Support/Information Specialist 3
Support Services Manager 1
Lead Research Nurse 1 3 1 4
Total® 35 28

2 Percentages rounded.

5 Some totals exceed 100% due to rounding.
Seven participants were lost to quantitative post-training assessment, two of whom were also lost to qualitative post-training interviews. Reasons given
were, lack of time due to busy practice, issues with staffing levels, and personal reasons (leave, illness).
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n=28

Facilitators worked well together.

Facilitators were knowledgeable about topics.
Topics were relevant to me.

Facilitators were well prepared.

Objectives were met.

Communication and joining instructions were clear.
Content was organised well and easy to follow.
Training objectives were clearly defined.

Enough time was given to each topic.

Enough time allocated for the training as a whole.
Support materials helped increase my knowledge and skills.
Range of training support materials was about right.

Course 2 and 3 only n=21

Roleplay actor performed authentically.

Roleplay scenario depicted felt realistic.

Roleplay created a comfortable space to practise my communication skills.
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Criteria for Describing and Evaluating Training Interventions in
Healthcare Professions (CRe-DEPTH) Checklist

Developed from:
Van Hecke A, Duprez V, Pype P, Beeckman D, Verhaeghe S. Criteria for describing and evaluating
training interventions in healthcare professions - CRe-DEPTH. Nurse Educ Today. 2020;84:104254.
doi:10.1016/j.nedt.2019.104254

Page 30 of 29

Item # Criterion Reported
on Page #
Development of the training
1 Description of the aim or objectives of the training 7
2 Description of the underlying theoretical framework 5/6
3 Description of the developmental process 7
4 Description of the target population and setting of the training 7
5 Description of the educational resources 7
Characteristics of the training
6 Description of the content of the training 7
7 Description of the format 7
8 Description of the didactic methods of training 7
9 Description of the tailoring of the training 7
Characteristics of the providers/trainers
10 Description of the providers of the training 5/6
Assessment of the training outcomes
11 Description of the measured outcomes 8/9
12 Description of the applied assessment method, including validity and reliability. 8/9

Note: Listed on the Enhancing the QUAlity and Transparency of health Research (EQUATOR)

Network
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ABSTRACT
Objectives

To evaluate how the co-designed training programme ‘No conversation too tough’, can help
cancer, palliative and wider healthcare professionals support patients to communicate with
their dependent children when a parent is dying. We examined perceptions of learning
provided by the training, its contribution to confidence in communicating with families when
a parent is dying, and subjective experience of, and reactions to, the training. We also
explored potential changes in practice behaviours.

Design Pre-post, convergent, parallel, mixed-methods study. Motivations for practice
change measured quantitatively, and qualitatively through semi-structured interviews. Non-
parametric analysis was conducted for self-efficacy and outcome expectancy measures;
descriptive statistics examined perceptions of usefulness. intentions to use learning in
practice, and reactions to the training. Semi-structured interviews examined motivations and
perceptions of learning in depth. A six-week, practice log recorded immediate practice effects
and reflections.

Setting One-day training delivered three times, total delegates 36: online December 2021,
February 2022, face-to-face March 2022. Questionnaires delivered correspondingly in online
or paper formats, semi-structured interviews online.

Participants Pre-Post: palliative care professionals (n=14/12), acute cancer clinical nurse
specialists (n=16/11), other healthcare professionals (n=5/5).

Results

Positive changes were observed in self-efficacy (17 of 19 dimensions p< 0.003) and outcome
expectancies (3 of 14 beliefs p<0.036). Perceptions of usefulness and intentions to use
learning in practice mean scores were 82-94 (scales O=low-100=high). There was high
affirmation for sharing learning and influencing change in the workplace and wider practice.
Content, style, and delivery were positively endorsed. Further elements to be included in the
training were identified.

Conclusions

The training programme has the potential to effect change in practice behaviours. A large-
scale study will evaluate the rollout of the training delivered to individual professionals and
whole teams across the UK. It will provide longer-term feedback to understand practice

behaviour and mediators of change across professional roles.
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Strengths and limitations of this study

» This was a convergent, mixed-methods, parallel design whereby data were analysed

independently, integrated, and interpreted.

» The Kirkpatrick Model of Evaluation was employed to frame the methods and data

analysis in terms of healthcare professionals’ reactions, learning and behaviour.

» Kirkpatrick Level 4, the impact of change on patient outcomes, was not included in

the design of this initial evaluation.

» This was a single arm study, without a control group.
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INTRODUCTION

When a parent is dying from a life-limiting condition, open and honest communication
between parents and their children is vital for children’s well-being and their future
emotional, behavioural, and educational development. -2 Children wish to be informed about
their parent’s illness and prognosis and can be resilient if given age-appropriate information
and support to grieve. 3 Nevertheless, parents often feel anxious and ill-prepared to hold
honest conversations at this time, and can be at odds with their partners and wider family
over what is best for their children; some avoid telling their children how ill their parent is
until death is imminent. ¢ In this difficult end-of-life period, parents want timely help from
healthcare professionals so that they can support and communicate with their dependent

children, and prepare them for their parent’s death.’

Palliative care professionals are well-placed to provide this support to parents, but services
provided to help parents support their children through bereavement vary. Across UK hospice
and community palliative care services, the number and types of services available to parents
and children are uniformly greater after a parent’s death than before. ® Their focus is more on
supporting children’s challenges after bereavement than on preventing them before a parent
dies.® Fundamental to these gaps in provision are healthcare professionals’ stated low
confidence in their skills, fear of making a situation worse, uncertainty over parents’ and
children’s needs, and fear of the emotional labour required to provide support. Despite
evidence that healthcare professionals welcome and benefit from educational training to
support parents and families with advanced cancer, % '° ultimately there remains an absence

of training specifically related to supporting dying patients who have dependent children!!.

To address the need for support, a training programme ‘No conversation too tough’, was co-
developed with cancer and palliative care professionals, children’s bereavement specialists
(therapists and bereavement charity representatives), those with lived experience of parental
bereavement (both bereaved partners and adults bereaved as children), healthcare educators
and academic researchers, and representatives from the Ruth Strauss Foundation, a specialist
UK cancer charity. The training was designed to provide cancer, palliative care and wider
healthcare professionals with knowledge, skills, and confidence to help families prepare for
parental death, manage their own emotions around providing support, and to build networks
with peers to enhance support for one another both in the workplace and in wider practice.

This evaluation aimed to understand delegates’ perception of learning provided by the
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training, the contribution it made to their confidence in communicating with families when a
parent is dying, and their subjective experience of the training. Potential changes in practice
behaviours were assessed, and recommendations for future roll-out of the programme were

developed.

METHODS
Design

We conducted a pre-post, convergent, parallel, mixed-methods study. ' Quantitative and
qualitative data were collected in the week before and immediately after training, and a
practice log was completed for the following six weeks. Data were triangulated: quantitative
and qualitative data were analysed independently, integrated, and interpreted. (Supplemental

Material 1).

We used Kirkpatrick’s Model of Evaluation to frame the methods and data analysis. !* This
model is widely applied across many sectors, including palliative care and nursing. 4171819 Tt
measures effectiveness of training across four levels: (1) an individual’s reaction to the
training, (2) learning from the training, (3) changes in behaviour, and (4) patient outcomes.

This evaluation presents data across Levels 1-3.

Reporting followed the Criteria for Describing and Evaluating Training Interventions in

Healthcare Professions (Cre-DEPTH) Checklist. 20
The Training

The programme comprised one-day of training which ran twice online and once face-to-face.
Fifteen places were available for each occasion across which 36 delegates took part in total.
Facilitators were registered health and/or social care professionals: the lead was an expert in
communications skills training; the second facilitator for the first course was a registered play
therapist specialised in working with children; for the second and third course, the second
facilitator was a specialist practitioner in preparing families for loss. ‘No conversation too

tough’ is described in Table 1!

Table 1: ‘No conversation too tough’ training features.
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Item

Development

Aims

Course
delivery

Intended
delegates

Training
Recruitment
Course
content

Teaching
Methods

Structure

Facilitation

Adverse Event

Costs

Description

The co-design group included cancer and palliative care professionals, children’s bereavement
specialists (therapists and bereavement charity representatives), those with lived experience of
parental bereavement (both bereaved partners and adults bereaved as children), healthcare educators
and academic researchers, and representatives from the supporting UK cancer charity. The group met
five times, facilitated by an expert in healthcare education and training.

To provide course delegates with information and education to: i) enable them to assess and influence
families’ readiness to address the needs of their dependent children; (ii) improve their confidence,
knowledge, and skills to provide or signpost parents to available resources/tools to help with
preparing children for parental death from cancer; (iii) provide them with the knowledge and skills to
recognise and manage their own emotions when dealing with families facing the death of a parent;
and (iv) empower them to network with peers to acknowledge the difficulties of support patients with
dependent children, and to enhance support for one another.

Three iterations of the training course ran between December 2021 and March 2022 with 15 places
designated for each course. The first two courses were delivered online through video conferencing
to reflect pandemic restrictions. The third course was delivered face-to-face at a UK city-centre
venue.

Cancer clinical nurse specialists (CNSs) and palliative care nurses (PCNs) working in community,
hospice or acute settings, who care for people whose cancer cannot be cured.

Potential delegates were contacted via personal and email approaches through the supporting UK
cancer charity and the co-design team’s networks.

Informed orientation and background evidence, theoretical foundations, developing skill sets and
fostering supportive processes (both peer-to-peer and organisational). Specifically, this included:
presentation of the evidence for the programme, models of grief, ages and stages of children’s
development, understanding of family dynamics and structures, documenting the presence of
children, putting knowledge into action, awareness of available resources, skills-based sessions, and
‘caring for yourself.

Student-centred, experiential, and interactive methods comprising lectures and discussion, case
studies, videos, small groups, actor-facilitated role-play, facilitated reflection on practice, supportive
and theoretical resources.

One-day session

The lead was an expert in providing advanced communications skills training, an established lecturer,
with a research profile in supportive cancer care at a UK university and a nursing background. The
second facilitator for the December 2021 course was a registered play therapist and a senior lecturer
at a UK university with a background in nursing and counselling. For the February and March 2022
courses, the second facilitator was a specialist practitioner in preparing families for loss.

Should delegates have needed help with difficult issues they wished to discuss, contact details for a
Ruth Strauss Foundation practitioner were given in the course introduction. The facilitators

monitored responses throughout the session and were prepared to support delegates if required.

Free to delegates

Participant Recruitment

Healthcare professionals were invited to take part in the course by the supporting UK cancer
charity. This took place on a convenience basis via the charity’s existing networks and word-
of-mouth. Fifteen places were available on each of three courses. Invitations were accepted

until all the places were filled. At course registration on the supporting charity’s website,
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delegates gave their permission for their contact details to be passed to the evaluation team at
the University. Informed consent to participate in the evaluation research was then conducted
independently via email and telephone by the University. Consent to take part in the
questionnaires was a requirement of participation; consent to also take part in the interviews
and/or keep a reflective practice log for up to six weeks, was optional. Interview participants
were selected on participant availability and to ensure a range of job roles and work settings.
A pragmatic approach to sample size was adopted given the limited size of the delegate

population in this instance.
Quantitative Data Collection

To assess the potential effect of the training on behaviour change, we included a measure of
self-efficacy (the perceived capability to perform a target behaviour).?>>* The measure asked
participants to rate their confidence on a scale of 0-100, where 0 represented no confidence
and 100 represented full confidence. Nineteen items across three domains were assessed:
confidence in skills learned, confidence in managing own emotions, and confidence in
discussing topics learned about with patients. (Supplemental Material 2). According to Social
Cognitive Theory, self-efficacy is a precursor to a person’s motivation to engage in a specific
behaviour.?*2¢ More recent theories have gone further to propose self-efficacy-as-motivation,
including it as one of a range of behavioural motives that predict behaviour change.?’
Reflecting this, we included further measures to understand participants motivations to

translate learning from the course into their practice.

The anticipated consequences of engaging in practice behaviour change were assessed with
an Outcome Expectancies measure; beliefs were rated on a scale of 1-9, where participants
were asked across 14 items to rate ‘How likely is it that ..." where 1 represented ‘very likely’
and 9 represented ‘very unlikely’. (Supplemental Material 3). Both self-efficacy and outcome
expectancy measures were adapted from those used in Sage & Thyme communication skills
training in palliative care. Although unvalidated in previous studies, they were developed
based on previous research that reported good content and face validity. !> 28 2° The measures
in our research were tailored to reflect the factors affecting cancer, palliative and wider
healthcare professionals’ approaches to having conversations with patients to help them

support their dependent children.

We assessed motivation for behaviour change further through an author-generated

questionnaire with closed and open questions. We asked about perceptions of usefulness and
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intention to use learning, both rated on a scale of 0 (low) to 100 (high); attitudes to change in
practice and reactions to the training in respect of contents, teaching and learning styles
where each measured on a five-point Likert scale from strongly agree to strongly disagree.
Before the training, we assessed participant characteristics, working practices, reasons and

expectations for attending the course. (Supplemental Material 4 and 5).

For the first two courses, pre- and post-questionnaires were administered online via the
Qualtrics platform (Qualtrics © December 2021/February 2022 USA). For the third, held

face-to-face, paper questionnaires were distributed and collected on the day.
Qualitative Data Collection

Repeated pre-post-training, semi-structured interviews were planned with five participants
from each training day. JG, a postdoctoral research fellow with training and experience in
qualitative and mixed-methods research, conducted the interviews via video conferencing;
interviews lasted 30-40 minutes each. Pre-training interviews explored motivations, hopes,
expectations, and past experiences. Post-training interviews covered reactions to the course,
perceived changes in skills and confidence, managing one’s own emotions, intentions to use
learning in practice, perceptions of making a difference, barriers, and facilitators to
translating learning into practice, and support required in the workplace. (Supplemental

Material 6 and 7).

To understand the immediate effect of the training on practice behaviours, participants were
asked to keep a post-training practice log for up to six weeks. The log asked participants to
choose one example a week of caring for a patient with dependent children, to think about the
situation, how they felt, what they did, what they used from the training, and what they would

do again or differently next time.
Data analysis

Questionnaire data were downloaded in SPSS from the Qualtrics platform (IBM SPSS
Statistics (Version 28). Responses to self-efficacy and outcome expectancy measures were
analysed to identify changes between pre- and post-assessment using a Wilcoxon Signed-
Rank Test. Descriptive statistics were used to assess reactions to the training and intended

behaviour change.

Interviews were audio recorded, transcribed, entered into Nvivo 12, and analysed using

Framework Analysis.3 Framework Analysis was chosen to enable the data to be compared
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and contrasted across the range of healthcare professional roles and specialities that
characterise this study population. At the same time, its accessible matrix output aided
understanding of the breadth and depth of individual participant responses.’* JG, JCH and ER
read/re-read the transcripts from the first course, identified, discussed, and agreed the major
themes. JG applied a coding frame developed from the initial data to the remainder of the
transcripts, Free-text responses from the questionnaires were coded separately and
subsequently integrated into the coding frame, accounting for duplications (i.e. a participant
highlighting the same point in both the questionnaire and interview) to avoid ‘double
counting’. Themes were compared within and across cases. To examine intended and actual
integration of learning into practice, practice log entries were separately analysed with a

Framework approach.3?

The data were triangulated to identify convergent and divergent themes across the datasets.3?

Patient and Public Involvement

Individuals with lived experience of parental bereavement (both bereaved partners and adults
bereaved as children) were integral members of the co-design team that developed the
training programme; they also contributed to the design of the research and the dissemination

plans.

RESULTS

Sample size and characteristics

Thirty-five delegates consented to take part in the research and completed the pre-training
questionnaires; 28 completed pre- and post-training questionnaires. Sixteen participants were
interviewed before the training; 14 attended a second interview after the training. Eleven

participants completed and returned the practice log.

Pre- and post-training respectively, n=16/11 were acute oncology clinical nurse specialists,
n=14/12 were palliative care professionals, and 5/5 were allied healthcare professionals
working in cancer support (n=4) or as a lead research nurse (n=1). Pre- and post the majority
of participants were female (n=31; 89%: n=25; 89%), over 45 years (n=19; 54% : n=15;
54%), or parents (n=27; 77% : n=20; 72%). A minority had high educations qualifications

past undergraduate (n=8; 23% : n=7; 25%), or indicated an ethnic/cultural minority

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘salfojouyoal Jejiwis pue ‘Bulurel |y ‘Buiuiw elep pue 1xal 0] pale|al sasn 1o} Buipnjoul ‘1ybliAdoo Ag paloaloid

e e

* (s3gv) Inauadns juswaublaosug


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

11

background (n=5; 15% : n=4; 16%). In respect of professional status, pre-post, the majority
had been registered over twenty years (n=20; 57% : n=17; 60%) and had been in their current

specialism for five years or more (n=20; 57% : n=15; 54%). (Supplemental Materials 8).
Quantitative Outcomes

Self-Efficacy. A Wilcoxon Signed-Rank Test revealed significant positive change after the
training on 17 of the 19 items assessed across three domains (z = -2.956 to -4.458 p< 0.003,
effect size r = -0.40 to -0.61). Participants had more confidence following the training in
starting, encouraging, and closing conversations, listening, responding, supporting patients
empathetically, and discussing relevant issues. Similarly, they felt more confident in
managing their own feelings during and after having conversations. The observed change for
skills to create a comfortable setting to speak openly did not reach significance, and no

change was observed for skills fo ask a patient if they have dependent children. (Table 2.)
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Table 2. Self-Efficacy Pre-Post Training: Wilcoxon Sign-Rank Test c %
o
g 3
3 S Test
Pre-Median Post- MEdiag Statistic Effect Size
Variables: Total Scores 0-100 N (IQR) (IQ@ %-'g VA p r
: : 558
How certain are you that you have the skills to: »> N
T
Create a comfortable setting in which a patient can speak openly about their family? 27 71 (58-90) 90 (6% -1.873  0.061 -0.26
j
Initiate a discussion with a patient about their family circumstances? 27 81 (60-93) 99 (! 90:;48(5 -3.296  0.001 -0.45
Ask a patient directly if they have dependent children? 26 100 (90-100) 100 (955»@@ -1.29  0.197 -0.18
o
Ask questions to encourage a patient to talk about how their children are feeling and coping? 27 80 (64-90) 90 (8 @E_—Qg)% -2.956  0.003 -0.40
Ask questions that will encourage a patient to talk about their concerns for their children? 27 74 (53-90) 90 (8 (%;»9%)% -3.236  0.001 -0.44
Close a conversation with a patient who has concerns about their children? 27 60 (50-80) 80 (1 6@5%)% -4.189 <.001 -0.57
Listen and respond in a way that will encourage a patient to talk about their feelings in respect of their 2\(’3'3
children? 27 70 (50-85) 90 (8@9 7/ -4.145 <.001 -0.56
Use empathic supportive comments with a patient when talking about their children? 27 67 (53-80) 90 (8 OE] 05' -4.294 <001 -0.58
=S o
Encourage a patient to tell you if they would like help to support their children? 27 75 (50-90) 90 (. 85’—’:-] 0(:3 -3.838 <.001 -0.52
Support a patient if they get upset while talking about their children? 27 74 (58-82) 90 (8(_@10@ -4.106 <.001 -0.56
How certain are you that you can manage your own emotions: ) 9}
About initiating a conversation with a patient about their children's well-being? 27 71 (50-80) 90 (8@'92)3 -4231 <.001 -0.58
While having a conversation with a patient about their children? 27 75 (52-89) 90 (8 @94)2 -3.144  0.002 -0.43
o
While having a conversation with a patient about the need to talk openly with their children about death 5 5
and dying? 27 70 (50-83) 87 (8(295)‘; -3.306  <.001 -0.45
> &
S N
o
When you are off duty, having previously had a conversation with a patient about their children? 27 72 (50-85) 80 ( 7%95 )§ -3.748  <.001 -0.51
How certain are you that you can discuss with a patient: )
How children can be affected by losing a parent through cancer that can't be cured? 27 50 (21-70) 80 (6 7 90)> -4.349 <.001 -0.59
How children's needs for information and support vary depending on their age? 27 56 (35-75) 90 (69-95)2 4392 <.001 -0.60
The problems faced by parents with dependent children when a parent is dying? 27 50 (26-60) 80 (70-94 )8 -4.458 <.001 -0.61
The best time for a parent to receive help to support their children? 27 50 (35-70) 89 (74—95); -4.063 <.001 -0.55
Information resources that might help a parent to support their children? 27 60 (30-81) 90 (80-95 )g -4.024 <.001 -0.55
* Missing data in paper format. %;
=
)
o
o
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Outcome Expectancies. Wilcoxon Signed-Rank Tests revealed significant positive change
between pre- and post-training on three items: participants were less likely to believe (i) they
would get too close to a parent if they asked them about their feelings or concerns for their
children (Z=-2.524, p=.012, r=0.34), (i1) that it would damage the way the patient copes (Z=-
2.207, p=0.027, r=-0.30), and (ii1) and that a patient would raise their concerns without being
asked (Z=-2.097, p=0.036, r=-0.29). (Table 3.)
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Table 3. Outcome Expectations Pre-Post Training: Wilcoxon Sign-Rank Test = %
o
S
« Q
N Pre-Median Post-Median ’festz P Effect Size
Variables: Total scores 1-9: 1 = Very likely, 2 = Very unlikely (IQR) (IQR) Stagﬁ'l%Z r
B o<
How likely is it that ... AN
o Q
2o
o 2
You would be helping a patient if you talk to them about their children? 27 2 (1-3) 1 (1-2) -g@g 0.094 -0.23
You will keep control of the conversation if a patient becomes upset whilst D F(/E =
talking about their children? 27 3 (2-5) 3 (2-5) -g:@@- 0.840 -0.03
@
Asking a patient about their concerns will help you identify what may be =2 = 2
helpful? 27 1 (1-2) 1 (12 SRR 0.459 -0.10
You will have colleagues who you can go to if you need emotional support after >3
talking to a patient about their children? 27 (1-4) 1 (1-2) -@_Aﬁlg 0.666 -0.06
= ~—+
A patient will become distressed and upset if you ask about their children?** 27 (1-3) 2 (I-5) -“;5”#@ g 0.075 -0.24
Q- =
You will get too close to a patient if you ask about their feelings or concerns for 3> _g
their children?** 27 8 (5-8) 8 (79 -Z5248 0.012 -0.34
L @
It will damage the way a patient copes if you ask them about their children?** 27 7 (5-8) 7 (7-9) -§.:207.g_ 0.027 -0.30
=]
Your workload will become unmanageable if you ask a patient about their @ .3
children?** 26* 8 (7-9) 8.5 (6.75-9) 0003 1.000 0.00
<1
You will be criticised by your colleagues if a patient becomes upset when you 2 3
talk to them about their children?** 27 9 (89 9 (89 @718 0.473 -0.10
You could say something that will make matters worse for your patient if you 2z
try to talk to them about their children?** 26* 7 (5-8) 8 (6.75-9) _§954€ 0.051 -0.27
o)
A patient will raise concerns/feelings about their children without you =] e
asking?** 26* 5 (3-6) 5 (4.75-6) %09'/8 0.036 -0.29
« a1
If a patient shows strong emotions when talking about their children, it will be o 8
overwhelming for you?** 27 (6-8) 8 (6-9) = 24% 0.214 -0.17
You will feel down if you ask a patient about their children?** 27 (5-9) 8 (6-9) -1.67588 0.094 -0.23
o
o
There will not be enough support available to you if you need to reflect on the W
difficulties, you experience when talking with a patient about their children?** 27 7 (6-9) 8 (5-9) -0.80% 0.423 -0.11

* Missing data in paper format.
** Negatively worded variables.

| ap anbiydeibol
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Perceptions of usefulness, intentions to use learning. Participants felt the training would leave
them more satisfied in their work with parents (scale-mean 82/100); it would encourage them
to seek out more knowledge and understanding about working with patients with dependent
children (scale-mean 92/100), and that it would be highly useful for supporting patients
(scale-mean 93/100). There were strong intentions so use learning in practice (scale-mean

94/100).

Attitudes to change in practice. The majority of participants agreed/strongly agreed that they
would share their learning with colleagues and contacts (26/28, 90%), and that they would be
able to influence change in their workplace (25/28 participants, 89%). Nearly three quarters
(20/28, 71%) thought they could change or influence wider practice.

Reactions to the training. Participants were consistently positive about the course. All 28
agreed/strongly agreed that the facilitators worked well together and were knowledgeable,
and the topics covered were relevant to them. For the second and third course we asked about
response to the role-play; all 21 participants agreed/strongly agree that the role-play actor
performed authentically, and the scenario depicted was realistic. Two provided negative
feedback relating to clarity of the training objectives, time available, support materials, and

role-play. (Supplemental Material 9).
Qualitative Findings

Two overarching themes were identified and explained motivations, (i) transferring learning

into practice, and (ii) reactions to the training. Verbatims are provided in Table 4.
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Table 4. Participant verbatim quotes o 8
Transferring learning into practice s 5
Intentions to [...] it has made me make more of an effort to consciously go through their notes to remind myself what their family setup is and whegher #looks like it might be appropriate to start engaging in that
use learning conversation, which is something I wasn’t necessarily making a concerted effort to do before the training. Breast CNS S g

oNOYTULT D WN =

Intentions to
improve
organisational
practice

Barriers to
implementing
learning

Learning into
practice

6

So [...] 'm really looking forward to our next [monthly nurse meeting] so I can share with the whole team what happened in the trainfpggl® and just share some of the resources as well because 1
think there is an awful lot out there that we maybe haven’t been so aware of [...] I want to just try and make the other nurses [...] who arﬁa,%it more junior feel a bit more empowered to be able to
initiate some of these conversations. Breast CNS = 00

One of my roles here [...] was with the development of our computer [...] and it’s made me realise we don’t have anything on there. @Ifgo@h we do family trees and we might write about the fact
that people have children, we don’t have any reportable box on there that says ‘does this person have children under 18?” or anything @_l% %at, so I’'m now going to discuss that with the team and I’'m

going to take that away and say, ‘Right, this is something we need. Community PCNS =2 g

So we have had [ethnic minority] patients that have died and they really do not accept death and dying, they really a lot of the time d(IEl(W %cept withdrawal. So that was very complex. If the parents
and the adults aren’t accepting it, they [...] aren’t going to start preparing the children and the young people. Hospital PCNS (Pre-traitting o

}

n

I know that if I need to have those conversations that’s going to be really difficult for me to do realistically and in terms of privacy it 3 m_aied to space in the cancer centre and how many rooms we
have. Lung CNS (Pre-training) a 2 =

There is a bit about, at the moment, lots of changes going through the team, a bit of a lack of staffing level, so it is a bit sad but all th&projects are on hold. So at the moment, the barrier would be that
it’s not the right timing. Hospital PCNS ; :; >

The training enhanced the courage of my convictions to talk with [the patient] about her family and her daughter. It would have beeé@ﬁsy to shy aware from this as it was just too painful. In the
end — instead of being painful, it was probably the most meaningful, tender and most beautiful moment of my nursing career. BreastéNSﬁ)ractice log extract)

Reactions to the training > 3

Contents and
style

Interactive
training

Role-play

Resources and
additional
learning

Talking to
children

[...] it definitely suited me. I do like [...] that style of learning. I don’t want to be sat and talked to all the time with information, I wast to garticipate and want to join in. Breast CNS

I think just giving you the [...] overall background that this is something that’s really important and that you do need to plan for it ang'ym_ndo need the confidence to be able to go in and start
conversations with people and not be sort of fearful about how things might go wrong. Community PCNS 5 g

From the information delivered [and] from the learning from the day, I certainly feel [...] I can do better and [...] I can now also shar%:praegtice with other colleagues and feel more confident, maybe
in challenging others on how they approach supporting patients with children and become a better advocate [...] for services to impro%e and being available. Breast CNS

Just little tips from other people and case studies and scenarios and just how people manage different situations. [...] Yes, just learnil’g frogn others really. It’s silly but it’s little things like, “Oh I say
this to my patients,” and you think, oh yes, that’s a really good thing. Hospital Research Nurse = 5
I think actually [the mix of professional backgrounds] really complemented it because I got to see things from [Hospital CNSs’] persﬁécti‘és and how hard their conversations are. Because we know
that our patients have been given that information in clinics, sometimes a few weeks, sometimes a few years ago, it varies massively, §ut Ifadn’t really heard first hand from those nurses around how
that feels for them and how the conversations sometimes go and the complications that can come up as well. Community PCNS S o

)
One of the CNSs doing the role-play at one point said [...] “How can I tell the child?” and she said, “Can I just ask [the patient] how gid y% tell [your son] when you had your cancer diagnosis?” 1
thought, that’s quite powerful because almost what she was saying was “You’ve done this before, you’ve broken bad news to your chiidreiPbefore’. That’s why the learning from your peers [when
observing role-play] is quite often so powerful as well. Hospital PCNS 3 2
I certainly didn’t feel that [ managed it well at all, I really felt myself floundering [...] and that really disconcerted me actually [...] I Wou%say probably for the rest of the day. Community PCNS

So all the resources that were shared on the day were great and actually has made me think that I could improve the information I give to r}?;y patients and the support that they may get as well. Breast
CNS i

I know there were some resources laid out, some booklets for children, bereavement support, but really we were not being explained the dgferences between them, they were only left on the table to
have a look at and I was hoping that we would have had more explanation about what is what and how to use it as well. Hospital PCNS &

I think also a lot has been said about convincing or helping a parent understanding what is important to talk to their children, but we ha$@ not got down to the practicality of what words do you use,
what do you say based on their age. Hospital Palliative Care Clinical Nurse Specialist g

| ap anbiyd
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Transferring learning into practice

Intentions to use learning. The interviews immediately post-training revealed that due to the
shortness of time passed, participants had not had an opportunity to apply their learning, but
they spoke of intentions to do so. They were aware of the optimal timing to initiate
conversations, and aimed to enquire more about patients’ children, how ‘children are doing’,
explore patient cues to assess readiness for conversation, use listening skills, and ‘be
alongside’ patients as they navigate their ‘palliative journey’. They intended in future to look
more consciously through clinic notes to establish children’s presence, make efforts to
document this, allocate follow-up appointments with patients, ensure they had enough time to
ask parents questions about their children, and compile resources for patients on

communicating with their children.

Intentions to improve organisational practice. Some participants had shared the training
resources with colleagues; several had plans to do so. Some had started to think about
changes that could be made to procedures to improve their organisation’s practice; these
included reviewing and updating patient documentation systems, building stronger networks

with other professionals, and developing workshops to be offered to parents.

Barriers to implementing learning. Professional settings and roles influenced participants’
perceptions of the support they could provide families. Those working in acute settings faced
challenges including heavy caseloads, limited time, and scarce resources that hindered their
ability to develop relationships and engage in proactive conversations with parents. Some
participants only met patients in their final days of life and felt unable to build meaningful
rapport in the way achieved by those who worked with patients longer-term. These factors
constrained how learning from the training could be implemented. Participants discussed
their lack of control over the environment in which to hold conversations; community-based
participants were dependent on the home situation they visited, whereas hospital-based

participants often found it difficult to find quiet and private spaces for sensitive discussions.

Putting learning into practice. Where post-training, participants had encountered patients with
dependent children, practice log entries supported their increased awareness of the
importance of engaging parents in conversations around death and dying, and their greater

confidence in initiating these conversations. Participants also discussed how the training had
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reiterated the importance of being open and non-judgemental (for instance, in situations
where patients were reluctant to discuss their family/children). They recognised the
importance of mirroring the patient’s energy, pausing, listening, and providing cues and
responses at appropriate times, and had employed these strategies in conversations. After the
training, some felt more confident with signposting and liaising with other professionals and

organisations.
Reactions to the training

Content and style. Face-to-face training encouraged more networking, enquiry, and support.
Across both delivery formats, awareness of the importance of having conversations around
parental death, and enhanced confidence to initiate such conversations were felt to have
increased. Despite levels of experience, all those interviewed found the training suitable for
their personal needs; junior participants alluded to knowledge and skills acquisition, more
experienced participants referenced validation, updating, and expansion of existing

knowledge.

Interactive training. The range of delegates’ professional backgrounds was deemed especially
beneficial; sharing experiences and learning from others was invaluable. Participants found it
useful to learn about practice within other settings and get advice and ideas on innovations to
implement in their own practice. Hearing others’ stories validated personal experiences of

working with patients with dependent children.

Reality and authenticity. Role-play was one of the most appreciated elements of the training:
the professional actor added to the realism and authenticity of scenarios. Whether
participating or observing, participants had discovered new practice insights and approaches
to be used in conversations with parents. Despite positive response to the role-play, the
similarity of a scenario to a recent patient experience caused upset for one delegate; another
indicated that the role-play strengthened feelings of inadequacy. It was suggested that role-
play would work better in a face-to-face context, where appropriate in-person support can be

offered.

Resources and additional learning. Participants welcomed being introduced to grief and
childhood development theory, and support resources for preparing parents to communicate
with their children about parental death, although some would have liked more practical

guidance on how to work with these in practice. Many explained how they worked with a
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diverse range of patient populations that varied in their responses to illness, and the care and
support provided by healthcare professionals. It was highlighted that in some cultures, the
concepts of death and dying are not accepted and/or openly spoken about. Diversity and
inclusivity across cultures and social groups was considered essential to reflect in resources
and materials. Similarly, whilst not a main component of the training, multiple participants
would have liked to receive guidance on how to talk to children directly, using age-

appropriate language.
Integrating data

Data converged to develop understanding in relation to participants’ intentions to incorporate
their learning into their practice and more widely, and to provide guidance for development
and design of the training. These themes are illustrated in Table 5 and interpretation is

presented in the next section.
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DISCUSSION

These evaluation outcomes determined that the ‘No conversation too tough’ training was
principally effective in meeting intended aims. After the training delegates felt more
empowered to hold conversations with parents about supporting their dependent children.
Confidence in skills and the ability to discuss sensitive issues increased, and clear intentions
to build empathetic and supportive relationships with patients were displayed. More open-
minded beliefs in the consequences of engaging with patients about their dependent children
were evident; this is an important element for behaviour change that can increase as
experiences of new behaviours progress over time, and new practice is normalised through
peer group and external feedback.’® Delegates also revealed determination to use their new
learning in practice by being proactive in starting conversations, and making greater use of
and improving, organisational procedures to identify and record the presence of children.
These results reflect outcomes of communication skills training developed and researched in

palliative care more broadly. 1523

A pertinent finding in this evaluation is that delegates were enthusiastic and exhibited strong
intentions to share their learning with colleagues. They welcomed the opportunity during the
course to interact with other professionals, and subsequently to build strong networks and
influence wider practice. The mix of professionals attending the training offered delegates
new perspectives and facilitated learning about, and from, others. Delegates were working
across roles and settings and recognised the influence that working contexts had on
relationships built with patients; length of time (days/months/years) available to build
relationships with patients, the duration of conversations staff time affords, and environments
in which these take place, all varied strikingly. To maximise learning the training needs to
take account of and explore best practice across professional roles and settings.’* The
challenges that exist in today’s healthcare environments, evidenced in this research by
concerns over heavy caseloads, limited time and resources, and lack of privacy and space for
conversations to build and continue relationships with patients, all impact on scale and scope
of possible enhancements in patient support. Provider organisations are crucial in facilitating
conducive cultures and environments, not only for ensuring changes in practice behaviours,

but also for supporting the emotional well-being of their staff. !!

The benefits of face-to-face versus virtual delivery of the training were apparent. The focus

of the training is highly sensitive and evoked strong emotions, particularly during role-play.

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 22 of 60

‘salfojouyoal Jejiwis pue ‘Bulurel |y ‘Buiuiw elep pue 1xal 0] pale|al sasn 1o} Buipnjoul ‘1ybliAdoo Ag paloaloid

* (s3gv) Inauadns juswaublaosug

e

R e


http://bmjopen.bmj.com/

Page 23 of 60

oNOYTULT D WN =

BMJ Open

22

Delegates welcomed the more cohesive face-to-face environment over virtual delivery, as it
enabled greater opportunity to share experiences, develop new ideas from others, and build
supportive relationships with the facilitators and other delegates. There has been an increase
in virtual learning since the pandemic and the opportunities this affords for health education
are apparent.’®> However, in this context, where delegates’ sensitives, experiences, and
individual responses can require support, a face-to-face format, potentially in conjunction
with virtual learning, appeared to offer greater opportunity; it can impart knowledge and
skills in a comfortable, supportive, nurturing environment where individuals are less likely to

get ‘lost’ without recourse to in-the-moment support.

Further training needs became apparent during the research. Congruent with other research,3°
37 several delegates indicated how they were often introduced to children within the care
setting, but their own lack of understanding of how to communicate according to children's
ages and levels of development was a significant deterrent to establishing relationships with
children, or with their parents when the child was the focus. Delegates also called for a
greater focus in the training on the diversity of the families they care for, and delivery of
culturally appropriate care. Difference in ethnocultural background, socioeconomic status,
and family structure influence patients’ responses to illness, their care needs, and their
willingness to talk about death and dying. These have an impact on the nature of the
conversation to be had (e.g. need for cultural sensitivity, focus on legalities and guardianship
in the case of single parenthood). Hitherto, the needs of dependent children, and diverse
families have been lacking in palliative care policy and guidance, but there are now clear
elements set out in the UK Ambitions for Palliative and End of Life Care: A national

framework for local action 2021-2026. 37

This evaluation of the training programme has limitations. It was a small-scale study, not
powered to detect change, nor to assess changes in practice behaviours or their sustainability.
Furthermore, it was not designed to assess the impacts of such changes on patient outcomes.
In the context of NHS staff shortages and potential burnout,’® there is a need to ensure
training is effective and time efficient, and that evaluation is straightforward and brief enough
to capture what is needed. Furthermore, the techniques and advice imparted need to be easily
implemented in busy NHS environments. Longer-term, large-scale evaluation is now

required.

Conclusions and next steps
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‘No conversation too tough’ is the first training programme co-developed and tested
specifically for cancer, palliative care and wider healthcare professionals to help dying
parents support their dependent children.!!- 4 These evaluation findings have shown that
training such as ‘No conversation too tough’ has the ability to impart healthcare professionals
with the skills, knowledge and confidence to empower them to start conversations about
death and dying, progress supportive patient relationships, and in turn, to help their patients

to communicate with and support their children.

The findings have supported course refinement, and the training is to be rolled-out on a
national basis. It will comprise pre-course e-learning, (including an extra module to address
cultural and religious diversities in attitudes to death and dying), and a subsequent one-day
face-to-face interactive session. Individual professionals and whole teams will take part
across healthcare providers and higher education. Large-scale evaluation will provide
feedback to understand behaviour change, what works for whom (which professionals benefit
most), and why (mediators of change). In light of demand, a masterclass for communicating
directly with children is planned. Future evaluation steps will include sensitive assessment of

the impact of the training on family and children’s outcomes.
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Convergent, parallel, mixed methods design

QUANtitative

Questionnaires
Pre- and Post-training.

Descriptive statistics.
Non-parametric,
dependent sample
comparisons.

Profiles, experiences,
reactions, motivations,
expectations and self -
efficacy (confidence).

Comparing and merging results and findings

Interpretation

QUALitative

Semi-structured, in -
depth interviews
pre- and post-training. Meth_od/
Reflective/practice log Design
for six weeks post -

training.

Framework analysis
Analysis

Pre-training: contexts

(personal and professional), Findings
past experience, hopes and

motivations.

Post-training:

Reaction to training exploring

perceptions of learning and

motivations, implementation

intentions, support required,

behaviour.

Outcomes

Discussion

Description of convergent parallel mixed -methods design used adapted from Creswell and Plano Clark

2017
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Supplemental Material 2.
‘No Conversation Too Tough’

Self-Efficacy Questionnaire

Thinking about patients whose cancer cannot be cured, and who have a poor or uncertain prognosis,
or whose life expectancy is short.

Below are statements about how certain you are that you can successfully provide support. Please
rate your response on a scale of 0-100, with 0 being Very uncertain and 100 being Very certain.

0 W 20 30 40 bBO 60 70 B8O 90 100

Very Uncertain Very Certain

O

Please write down a number (0-100) in the table below.

Thinking specifically about having a conversation with a patient who has dependent children.
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How certain are you that you have the skills to ...

Response (0 =
Very uncertain,
100 = Very
certain)

... create a comfortable setting in which a patient can speak openly about their
family.

... initiate a discussion with a patient about their family circumstances?

... ask a patient directly if they have dependent children?

... ask questions that will encourage a patient to talk about how their children
are feeling and coping?

... ask questions that will encourage a patient to talk to you about their
concerns for their children?

... close a conversation with a patient who has concerns about their children?

Thinking now about responding to what a patient has told you about their dependent children.

How certain are you that you have the skills to ...

Response (0 =
Very uncertain,
100 = Very
certain)

... listen and respond in a way that will encourage a patient to talk about their
feelings in respect of their children?

... use empathic supportive comments (not sympathy) with a patient when
talking about their children?

... encourage a patient to tell you if they would like help to support their
children?

... support a patient if they get upset while talking about their children?

Now thinking about managing your own emotions when talking to a patient about their dependent

children.

How certain are you that you can manage your own emotions ...

Response (0 =
Very uncertain,
100 = Very
certain)

... about initiating a conversation with a patient about their children's well-
being?

... while having a conversation with a patient about their children?

... while having a conversation with a patient about the need to talk openly with
their children about death and dying?

... when you are off duty, having previously had a conversation with a patient
about their children?
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Finally, thinking about the knowledge you have about patients and their dependent

children.

How certain are you that you can discuss with a patient ...

Response (0 =
Very uncertain,
100 = Very
certain)

... how children can be affected by losing a parent through cancer that can't be
cured?

... how children's needs for information and support vary depending on their
age?

...the problems faced by parents with dependent children when a parent is
dying?

...the best time for a parent to receive help to support their children?

... information resources that might help a parent to support their children?
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Supplemental Material 3.
‘No Conversation Too Tough’

Outcome Expectancies Questionnaire

Thinking about patients whose cancer cannot be cured, and who have a poor or uncertain prognosis,
or whose life expectancy is short.

We'd like to know what you think might be the outcome of having a conversation with a patient
about their dependent children.

The following pages contain statements about your expectations.
For each, please circle your response on a score of 1 to 9 where:
1= Very likely and 9 = Very unlikely.

Please note: this scale runs in the opposite direction to that in the previous questionnaire.

How likely is it that ...

... you would be helping a patient if you talk to them about their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

... a patient will become distressed and upset if you ask about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... it will damage the way a patient copes if you ask them about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will get too close to a patient if you ask about their feelings or concerns for
their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

... your workload will become unmanageable if you ask a patient about their
children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will be criticised by your colleagues if a patient becomes upset when you
talk to them about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will keep control of the conversation if a patient becomes upset whilst
talking about their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely
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... you could say something that will make matters worse for your patient if you
try to talk to them about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... asking a patient about their concerns will help you identify what may be
helpful?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... a patient will raise concerns/feeling about their children without you asking?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... if a patient shows strong emotions when talking about their children, it will be
overwhelming for you?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will feel down if you ask a patient about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... there will not be enough support available to you if you need to reflect on the
difficulties you experience when talking with a patient about their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will have colleagues who you can go to if you need emotional support
after talking to a patient about their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

THANK YOU VERY MUCH FOR COMPLETING THE PRE-TRAINING QUESTIONNAIRES
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Supplemental Material 4.
‘No Conversation Too Tough’

Pre-training Main Questionnaire.

Thank you for taking part in this evaluation of the Ruth Strauss Foundation Pilot Training
Programme.

To start, please could you tell us a little about yourself?
In which type of health care do you currently work?
Acute Care
Hospital Palliative Care
Hospice
Community

Other, please describe:

What is your current job title? Please write down:

And what is the year of your professional registration?
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Could you tell us your current specialism? Please write down:

And, how long have you worked in this specialism?

Less than a year
1-2 years
3-4 years

5 or more years

Which of the following qualifications have you completed? Please check all that apply.

Diploma

Undergraduate Degree

Master's Degree

MPhil

PhD

Post-registration training specific to palliative care.

Please describe:

Please could you indicate how you describe your ethnic or cultural background? On the next page
are the categories used by the NHS. Please select one category. This question is optional.

White British

White Irish

White - any other White background
Asian Bangladeshi or Bangladeshi British
Asian Indian or Indian British

Asian Pakistani or Pakistani British

Asian - any other Asian background
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Chinese

Mixed Black Caribbean + White

Mixed Black African + White

Mixed Asian + White

Mixed - any other Mixed background
Black Caribbean or Black Caribbean British
Black African or Black African British

Black - any other Black background

Any other ethnic group

Prefer not to answer

With which gender do you most identify?

Female
Male
Non-binary

Prefer to self-describe

Prefer not to answer

In which age group are you?

18-24 years
25-34 years
35-44 years
45-54 years
55-64 years
Over 65 years

Prefer not to answer
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And finally, please could you tell us which of the statements below best describes your family
situation? Please select one statement.

| have a dependent child (or children) under the age of 18 years.
All my children are over 18 years.

Neither of the above apply to me.

Prefer not to answer.

In this next section, we would like you to think about the patients who you care for in your
workplace.

When we refer to patients, we mean patients whose cancer cannot be cured, and who have a poor
or uncertain prognosis, or whose life expectancy is short.

How often do you encounter patients with dependent children? Please check one option below.

Regularly (at least weekly)
Occasionally (once a month)

Rarely (once every six months or so)
Hardly ever (once a year)

Never

How frequently do you provide support for patients with dependent children?

Very frequently
Quite frequently
Sometimes
Hardly ever
Never

What types of support have you provided to patients with dependent children? Please select all
that apply.
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Emotional support.

Written literature/information.

Conduct Holistic Needs Assessment and care plan.

Signposting - please describe:

Referral to specialist services - please describe:

Other - please describe:

Below are names/descriptions of sources of support that patients/parents with dependent children
might find helpful.

We'd like you to tell us which ones you are aware of and how often you have used them.

Which of the following charitable organisations that support parents/children are you aware of
and, if aware, how frequently have you used them when supporting patients with dependent
children?

Not aware Aware Used Used Never
often occasionally used
Winston's Wish

Child Bereavement UK

Grief Encounter

RipRap for Teenagers

Teenage Grief Sucks
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1

2

3

4

5 Other than those we listed on the previous page, are you aware of any other charitable
? organisations that support parents/children? If so, please write names below.
8

9

10

11

12 And have you ever used any of these?

13

14

15

16

17

18 Which of the following books, booklets and resources that support parents/children are you
19 aware of, and, if aware, how frequently have you used these when supporting patients with
20 dependent children?

21

22 Not aware Aware Used often Used Never
23 sometimes used
24 Badger's Parting Gift by Susan

25 Varley

26

27 The Invisible String by Patricia

28 Karst

;g What Does Dead Mean? A

31 book for young children to

32 help explain death and dying

33 by Caroline Jay and Jenni

34 Thomas

35 The Little C Club

36

37

38 The Secret C by Julia Stokes

39 (Winston's Wish)

2(1) Pip's Kit by Fruit Fly Collective

42

43 No Matter What by Debi

44 Gliori

22 Macmillan Cancer Support

47 Booklet on preparing a child

48 for loss

49 Talking to Children and

50 Teenagers When an Adult has

51 Cancer by Macmillan Cancer

52 Support

;31 As Big As It Gets from

zs Winston's Wish

56

57

58

59
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Other than those we listed on the previous page, are you aware of any other books, booklets or
resources for supporting parents/children? If so, please describe/write names below:

Have you ever used any of these?

Now, we'd like you to think about your workplace.

Please could you tell us about the processes your workplace has, if any, for gathering information
about whether a patient has dependent children? Please select one option below that most
accurately describes what happens in your workplace.

We ask at admission or first community visit and enter in a patient's records.

We ask at admission or first community visit, but we do not enter in a patient's records.

We ask informally during a patient's stay or subsequent visits and enter in their records.

We ask informally during a patient's stay or subsequent visits, but we do not enter in their
records.

We have no consistent procedure.
We do not ask or record at any time.

Don't know.

If you have indicated that your organisation gathers information about whether a patient has
dependent children, please could you tell us if this information is ever gathered through Holistic
Needs Assessment? Please select one of the options below.

Yes, information about dependent children is gathered through Holistic Needs Assessment.

No, Holistic Needs Assessment is not used to gather information about dependent children.

Don't know.

Is there anything else you'd like to tell us about asking patients if they have dependent children?
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Thinking now about being supported to have conversations with patients.

Can you tell us which of the following best describes the support provided in your workplace for
having conversations with patients about their dependent children? Please select all that apply.

Practical support (facilities to have a conversation, directory of resources etc).
Formal support from managers (supervision, debrief time).

Informal support from colleagues/peer support.

Training in holding sensitive conversations.

Regular group/individual meetings with a counsellor/therapist/clinical supervisor.
Talking with a family support or well-being team.

Chaplin support/service.

No support is available.

We have to seek our own support if we need it.

Other, please describe:

Can you tell us more about the support provided in your organisation, if any, for having
conversations with patients about their dependent children?

In this last section, we'd like to ask you about your previous training experience and how you feel
about coming on this course.

What previous training courses, if any, have you attended? Please select all that apply.
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Advanced Communication Skills Training

Intermediate or Foundation Level Communication Skills Training

Level 2 Psychology

Sage & Thyme

None

Other, please describe:

Could you please tell us the reasons why you decided to come on this course? Please check up to
three reasons.

To get more confidence in working with patients who have dependent children.

To learn more about the effects on children of losing a parent to cancer.

To improve my communication skills with patients who have dependent children.

To network.

To help me control my emotions when | have conversations with patients who have
dependent children.

Because | was asked to attend.

To fulfil my CPD requirement.

Other, please describe:

Please could you tell us a little about what you hope to achieve by attending this course?

How likely do you think it is it that you can influence or bring about change in practice in your
workplace?
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Extremely unlikely.
Unlikely.
Somewhat likely.
Very likely.
Extremely likely

Is there anything more you would like to tell us about the likelihood that you can, or cannot,
influence or change practice in your workplace?
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Supplemental Material 5.
‘No Conversation Too Tough’

Post-training Main Questionnaire.

Now that you have taken part in the Ruth Strauss Foundation Training Programme we'd like you to
complete some further questionnaires to help us evaluate the course.

In this first section, we ask how you think the training was organised and delivered.

Strongly Agree Somewhat Disagree Strongly
Agree Agree Disagree

1. The pre-
course
communication
and joining
instructions
were clear.

2. The training
objectives
were clearly
defined.

3. The content
was organised
well and easy
to follow.

4. The topics
covered were
relevant to me.

5. There was
enough time
given to each
of the topic
areas.

6. The
facilitators
were
knowledgeable
about the
topics covered.

7. The
facilitators
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were well
prepared.

8. The
facilitators
worked well
together.

9. The training
support
materials
helped
increase my
knowledge and
skills.

10. The range
of training
support
materials was
about right.

11. There was
enough time
allocated for
the training as
a whole.

12. The
training
objectives
were met.

13. The
roleplay
scenario
depicted felt
realistic.

14. The
roleplay actor
performed
authentically.

15. The
roleplay
activity created
a comfortable
space to
practise my

BMJ Open

University of Surrey © 2021

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saIfojouyoal Jejiwis pue ‘Buiurey | ‘Buluiw elep pue 1Xa1 01 pale|al sasn Joj Buipnjoul ‘1ybliAdoo Aq paloalold

* (s3gv) Jnauadns juswaublosug

e

R e


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

communication
skills.

Thinking about the venue where the training was held. How comfortable did you find it? Please
select one option below.

Not at all comfortable
Slightly comfortable
Moderately comfortable
Very comfortable
Extremely comfortable

How would you rate the number of participants on the course? Were there about the right
number, too many or not enough? Please select one option.

About the right number
Too many

Not enough

How did you find the amount of rest periods built into the course? Please select one option.

About the right number
Too many

Not enough

How useful did you find the breakout sessions? Please select one option.

Not at all useful
Slightly useful
Moderately useful
Very useful

Extremely useful
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How did you find the opportunity to meet and get to know other participants? Was this very
poor, poor, fair, good, or excellent? Please select one option.

Very poor
Poor

Fair
Good

Excellent

We'd now like to find out what you thought of the course content.

Can you tell us how satisfied you were with the content of the course? Please select one option.

Not at all satisfied
Slightly satisfied
Moderately satisfied
Very satisfied
Extremely satisfied
Thinking about the topics covered, how relevant were they to the training objectives? Please select
one option.
Extremely relevant
Very relevant
Moderately relevant
Slightly relevant

Not at all relevant
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Were there any other topics you would have liked included?

No

Yes, please describe.

Were there any topics you would suggest leaving out in future?

No

Yes, please describe.

Did you learn as much as you expected? Please select one option below that describes your
expectation.

Did not meet my expectation

Fell below my expectation

Met my expectation

Was above my expectation

Far exceeded my expectation

Training courses can be taught with different styles and methods to meet different learning needs.

Can you tell us if the style of teaching and learning in the Ruth Strauss Foundation Training
Programme was comfortable for your needs? Please select one option below.

The methods of teaching and learning in the course were:

... just right for me.
... mostly right for me.

... hot right for me.

Please explain your answer:
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Thinking about supporting patients whose cancer cannot be cured and who have dependent

children.

Below are some questions about the strength of your intentions and feelings as a result of the

training.

For each question below, please indicate your response from 0 (low) to 100 (high):

How strong is your intention to use what you
have learned through the training in your
practice?

How strongly do you feel that the training will
be useful for supporting patients?

How strongly do you feel that the training will
leave you more satisfied in the work you do
with patients?

How strongly do you feel that the training has
encouraged you to seek out more knowledge
and understanding about working with
patients with dependent children?

Response (write down a number from 0-100):

Last in this section, can you tell us what you will do differently in your practice from now on?

On the next page are some questions about recommending the training and influencing practice.

Which of the following professional health care groups do you think would most benefit from the

training course? Select as many as you prefer.
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Tumour-specific CNSs

Palliative Care CNSs/Nurses

Lead Nurses

Chemotherapy Nurses

District Nurses

Oncologists, Consultants

Allied Health Care Professionals

Community Nurses

Social workers

Educators

Other, please describe.

None of these

How likely are you to recommend the course? Please select one option.

Very unlikely
Unlikely

Not sure
Quite likely

Very likely

University of Surrey © 2021
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Below are some statements about attitudes to change.

Please can you tell us how much you agree or disagree with each?

Strongly | Disagree Neither Agree Strongly
Disagree Agree nor Agree
Disagree

I will share my learning from the

training with other colleagues and

contacts.

Now that | have completed the

training, | will be able to change or

influence practice in my workplace.

Now that | have completed the

training, | will be able to change or

influence wider practice.

Did your organisation support your attendance on the course?

Yes, please explain how:

No

The following statements refer to being supported to have conversations with patients about the
needs of their dependent children.

How much do you agree or disagree with each?

Strongly Disagree Neither Agree @ Strongly
Disagree Agree Agree
nor
Disagree
There is enough support available within
my workplace to help me reflect on these
conversations.
It would be helpful to me if there was a
community of peers that | could engage
with for support in respect of these
conversations.
I like to deal with my feelings about these
conversations in private.
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We'd like to get your thoughts on the course overall, and if you wish, you can take the opportunity
to elaborate on your previous answers.

Could you tell us what aspects of the course worked well for you?

And, please could you tell us what aspects worked less well for you?

Are there any ways you think the course could be improved?

Is there anything else you would like to tell us about the training course?

University of Surrey © 2021
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Supplemental Material 6.
‘No Conversation Too Tough’

Before training interview questions

General questions about participant:

1. Firstly, can you tell me a bit about yourself?
- What is your job role, and can you describe some of your day-to-day activities within this
role?
2. Canyou tell me a bit more about your training background, pre- and post-registration?
- As you know, The RSF training programme focuses specifically on helping patients whose
cancer cannot be cured to communicate with and support their dependent children.
Were there any elements, broad or specific, within your previous training, pre- or post-
registration, that you believe have positively influenced your ability to help patients in
this sense?
- And do you think there were any gaps in your training in relation to this? [if so, what
were these?]

Questions about motivations, hopes and expectations in relation to RSF training programme:

3. How did you come to hear about this training programme and what were your initial
thoughts regarding, for instance, the name ‘No conversation too tough’ and the training
description provided by RSF?

4. What made you sign up for this training programme?

5. What are the most important things that you hope to get out of the training programme?
Why is this important to you?

- How do you expect the training to help you in supporting patients and their children?

- Regarding this, are there any specific elements that you hope to see in the training,
which will help you support patients? How do you think these may help you?

- Is there anything else that you would like to add regarding your expectations in relation
to the training programme?

Questions about experience:

6. Canyou tell me a bit more about the kinds of patients you work with on a regular basis and
to what extent you tend to be aware of these patients’ family situations and/or have
conversations with patients about their family situations? [further probing based on
response, e.g. How do you usually become aware of this? Is this through formal or informal
conversation/volunteered by patient/asked/does it come up in holistic needs assessment? If
participant mentions they do not regularly have these conversations, ask why they think this
is]

7. How often do you encounter patients whose cancer cannot be cured and who have
dependent children in practice?

University of Surrey © 2021 1
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What are your experiences in relation to communicating with these patients about their
children/discussing support for their children/communication with their children directly?
[further probing based on response]

- How do you feel about this? (in terms of, for instance, your confidence, skills and
managing your own emotions)?

- Canyou think of any specific examples where you feel that you were able to support
these patients and their children effectively? What made this effective, and how did you
feel in this situation?

- Canyou think of any specific examples where you found supporting these patients and
their children more challenging? What made it challenging, and how did you feel in this
situation?

To what extent do you believe you can personally influence change in your workplace in

general, and specifically when it comes to helping patients communicate with and support

their children? [further probing based on response, e.g. what do you see as constraints in
relation to this?]

10. In your workplace, do you receive any support for having conversations with these patients

11.

12.

13.

and their children? [further probing based on response — If yes: What kind of support? Do
you find this to be helpful? If no: why do you think no support is currently being offered? Do
you think this will change in the future?)

Because we are aware that personal context can be important for perspectives in relation to
children’s needs, may | ask if you have any children that you are a parent or guardian to or
that you are in any other way responsible for? How old are they?

Does anything from your own life influence your response to these patients, and/or your
approach to communicating with and supporting these patients and their children?

That’s all my questions. Is there anything that we haven’t covered and that you would like to
share before we finish?

University of Surrey © 2021
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Supplemental Material 7.

‘No Conversation Too Tough’

After training interview questions

1.

10.

11.

12.

13.

14.

15.

First of all, can you tell me what your overall thoughts on the training programme were?
- Was there anything that worked particularly well for you? Why do you think this worked
well for you?
- Was there anything that worked less well for you? Why do you think this did not work
so well for you? How do you think this can be improved in the future?

What did you think of the communication about the training beforehand? Was it clear
enough to you in advance when and in what format the training would take place?

You previously told me that your main reasons for signing up to the training programme
were [...]. To what extent do you believe the training programme has met your expectations
in relation to this? Why/why not? [If expectations met: Which elements of the training did
you find particularly helpful in relation to this? If not: Why do you think the training
programme did not meet these expectations?]

Were there any surprises in the training programme? Can you explain what these were and
why it was surprising to you?

Was there anything missing in the training programme? [If so: why is that important? How
do you think this could/should be included in the future?]

We are aware that the training day was quite full, with a lot of information and
components. Do you think it would be possible to move some elements into pre-course
work, for participants to do before the course, to free up time on the day for other things? If
so, which elements and how do you think this could be done?

What did you think of the role play and the actor who carried out the role play? What, if
anything, did you get out of this?

Thinking about your previous training background, and where you currently are in your
career, how did you feel about the suitability of the level of the training programme?

Do you believe the training has made a difference to how you feel in terms of your skills and
confidence in relation to helping patients whose cancer cannot be cured communicate with
and support their dependent children? [Why and in what way?/Why not?]

And has the training made any difference to how you feel in relation to managing your own
emotions and feeling supported?

Which elements of the training, if any, do you aim to implement in your practice? How do
you intend to do this? What do you think will be the timeline for doing this?

Do you think implementing these elements will make a difference to patients? [If so: how
and why? If not: why not?]

What do you believe to be the main barriers and facilitators to implementing your learning
from the training in practice/in your workplace? [In relation to any barriers: do you think
these can be overcome? How?]

What support do you need in your workplace to implement learning from the training in
your practice? Is this support available? [If not: what might be most helpful?]

In the training programme, the intention to build a community of practice has been
discussed
- What are your thoughts on this?
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- What might you like to get out of a community of practice that will follow on from this?
training programme? Would this include seeking support from the other training
participants? How likely do you think you are to stay in touch with the other participants and
contact them? Do you think you would benefit from RSF keeping you connected? How?
SHOW SLIDE ABOUT COMMUNITY OF PRACTICE AND ASK WHAT THEY THINK OF THIS
16. In addition to further improving the training programme, we also aim to improve the way in
which we are conducting this evaluation research for the next round of participants. In
relation to this, do you have any comments on the questionnaires, these interviews and the
reflective log document we are sending out?
17. Is there anything else that you would like to share before we finish?
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1
2
3 . . s 2o
. Supplemental Material 8. Evaluation Sample Characteristics
5
6
7 Pre-Training  Post-Training Pre-Training Post-Training
8 N =35 N =28 N =35 N =28
9 n %" n %* n %* n %*
10 Demographics: Time in current specialism
11 Gender Identity Less than a year 4 11 4 14
12 Female 31 89 25 89 1-2 years 6 17 5 18
Male 4 11 3 11 3-4 years 5 14 4 14
13 Totalb 35 28 5 or more years 20 57 15 54
14 Age Group Total® 35 35
15 18-24 years 1 3 1 3 Qualifications
16 25-34 years 7 20 7 25 Diploma 14 40 10 36
35-44 years 8 23 5 18 Undergraduate Degree 24 69 20 71
17 45-54 years 11 31 8 29 Master's Degree 8 23 7 25
18 55-64 years 8 23 7 25 Post Registration Training specific to 16 46 15 53
19 Total® 35 28 Palliative care
20 Ethnic/Cultural Background Totals exceed sample sizes
21 White British 24 69 19 68 Professional Roles:
White Irish 1 3 1 4 Acute Care Clinical Nurse Specialists 16 46 11 39
22 White Other 5 14 4 14 Breast Cancer n= 5
23 Asian 2 6 1 4 Haematology 2
24 Mixed background 1 3 1 4 Lung Cancer 2
25 Black Caribbean/Black 1 3 1 4 Colorectal 1
26 Caribbean British Gynaecology Oncology 1
Black African or Black 1 3 1 4 Myeloma and Plasma 1
27 African British Oncology 1
28 Total® 35 28 Oesophageal/Gastroenterology 1
29 Presence of Children Neuro-Oncology 1
30 Under 18 years 18 51 12 43 Sarcoma 1
All children over 18 years. 9 26 8 29 Palliative Care 14 40 12 43
31 No children 8 23 8 29 Hospital Palliative Care Nurse 8
32 Total® 35 28 Hospice Community Care Nurse 3
33 Professional Status: NHS Trust Community 1
34 Registration Year Palliative Care Nurse
35 1980-1989 6 17 5 18 Clinical Practice Educator for 1
1990-1999 9 26 6 21 Palliative Care
36 2000-2009 9 26 6 21 Hospital Palliative Care Social 1
37 2010-2020 11 31 11 39 Worker
38 Total® 35 28 Cancer Support 4 11 4 14
39 Support/Information Specialist 3
40 Support Services Manager 1
41 Lead Research Nurse 1 3 1 4
Total® 35 28
42 a Percentages rounded.
43 b Some totals exceed 100% due to rounding.
44 Seven participants were lost to quantitative post-training assessment, two of whom were also lost to qualitative post-training interviews. Reasons given
45 were, lack of time due to busy practice, issues with staffing levels, and personal reasons (leave, illness).
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60
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Supplemental Material 9. Reactions to the Training

n=28

Facilitators worked well together.

Facilitators were knowledgeable about topics.
Topics were relevant to me.

Facilitators were well prepared.

Objectives were met.

Communication and joining instructions were clear.
Content was organised well and easy to follow.
Training objectives were clearly defined.

Enough time was given to each topic.

Enough time allocated for the training as a whole.
Support materials helped increase my knowledge and skills.
Range of training support materials was about right.

Course 2 and 3 only n=21

Roleplay actor performed authentically.

Roleplay scenario depicted felt realistic.

Roleplay created a comfortable space to practise my communication skills.

o
(O]
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Criteria for Describing and Evaluating Training Interventions in
Healthcare Professions (CRe-DEPTH) Checklist

oNOYTULT D WN =

Developed from:

9 Van Hecke A, Duprez V, Pype P, Beeckman D, Verhaeghe S. Criteria for describing and evaluating
10 training interventions in healthcare professions - CRe-DEPTH. Nurse Educ Today. 2020;84:104254.
11 doi:10.1016/j.nedt.2019.104254

13 Item # Criterion Reported
on Page #

16 Development of the training
17 1

Description of the aim or objectives of the training 7

19 2 Description of the underlying theoretical framework 5/6

3 Description of the developmental process 7

22 4 Description of the target population and setting of the training 7

24 5 Description of the educational resources 7

25 Characteristics of the training

27 6 Description of the content of the training

7 Description of the format

30 8 Description of the didactic methods of training

N9 9

32 9 Description of the tailoring of the training

Characteristics of the providers/trainers
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35 10 Description of the providers of the training 5/6

Assessment of the training outcomes

38 11 Description of the measured outcomes 8/9

40 12 Description of the applied assessment method, including validity and reliability. 8/9

42 Note: Listed on the Enhancing the QUAlity and Transparency of health Research (EQUATOR)
Network
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COREQ, (COnsolidated criteria for REporting Qualitative research) Checklist

Page 60 of

A checklist of items that should be included in reports of qualitative research. You must report the page number in your manuscript

where you consider each of the items listed in this checklist. If you have not included this information, either revise your manuscript

accordingly before submitting or note N/A.

Topic Item No. Guide Questions/Description Reported on
Page No.
Domain 1: Research team .
and reflexivity g
Personal characteristics ¢
Interviewer/facilitator 1 Which author/s conducted the interview or focus group? 9
Credentials 2 What were the researcher’s credentials? E.g. PhD, MD 9 f
Occupation 3 What was their occupation at the time of the study? Q 'E
Gender 4 Was the researcher male or female? N7A g
Experience and training 5 What experience or training did the researcher have? 9 E-
Relationship with g
participants S
Relationship established Was a relationship established prior to study commencement? 7 9.
Participant knowledge of What did the participants know about the researcher? e.g. personal -
the interviewer goals, reasons for doing the research N/A—é.é”
Interviewer characteristics 8 What characteristics were reported about the inter viewer/facilitator? mg-
e.g. Bias, assumptions, reasons and interests in the research topic m.cg
Domain 2: Study design u o
Theoretical framework a0
Methodological orientation 9 What methodological orientation was stated to underpin the study? e.g. : '%
and Theory grounded theory, discourse analysis, ethnography, phenomenology, 9,10 g 5'
content analysis :E,;\
Participant selection 3 %
Sampling 10 How were participants selected? e.g. purposive, convenience, _21—5’3
consecutive, snowball / ‘: .
Method of approach 11 How were participants approached? e.g. face-to-face, telephone, mail, - =
email ;:L'
Sample size 12 How many participants were in the study? 10
Non-participation 13 How many people refused to participate or dropped out? Reasons? 10
Setting g
Setting of data collection 14 Where was the data collected? e.g. home, clinic, workplace 9 _§_-
Presence of non- 15 Was anyone else present besides the participants and researchers? =
participants 9—:,8_
Description of sample 16 What are the important characteristics of the sample? e.g. demographic ——=
data, date 10 GE
Data collection Y
Interview guide 17 Were questions, prompts, guides provided by the authors? Was it pilot 9
tested?
Repeat interviews 18 Were repeat inter views carried out? If yes, how many? 10
Audio/visual recording 19 Did the research use audio or visual recording to collect the data? 9
Field notes 20 Were field notes made during and/or after the inter view or focus group? | N/A
Duration 21 What was the duration of the inter views or focus group? 9
Data saturation 22 Was data saturation discussed? N/A
Transcripts returned 23 Were transcripts returned to participants for comment and/or N/A

-

I Peer review onty = http7/7bmjopen.bmj.com/site/about/guidetines.xitmi
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Topic Item No. Guide Questions/Description Reported on
Page No.

correction?

Domain 3: analysis and

findings

Data analysis

Number of data coders 24 How many data coders coded the data? 9

Description of the coding 25 Did authors provide a description of the coding tree?

tree 2 -

Derivation of themes 26 Were themes identified in advance or derived from the data? 9 E

Software 27 What software, if applicable, was used to manage the data? 9 =

Participant checking 28 Did participants provide feedback on the findings? N/A d

Reporting g

Quotations presented 29 Were participant quotations presented to illustrate the themes/findings? Z
Was each quotation identified? e.g. participant number 15 'E_

Data and findings consistent 30 Was there consistency between the data presented and the findings? 15 p

Clarity of major themes 31 Were major themes clearly presented in the findings? 15,16,17,18

Clarity of minor themes 32 Is there a description of diverse cases or discussion of minor themes? 15.16,17.18

Developed from: Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist
for interviews and focus groups. International Journal for Quality in Health Care. 2007. Volume 19, Number 6: pp. 349 — 357

Once you have completed this checklist, please save a copy and upload it as part of your submission. DO NOT include this

checklist as part of the main manuscript document. It must be uploaded as a separate file.
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ABSTRACT
Objectives

To evaluate how the co-designed training programme ‘No conversation too tough’, can help
cancer, palliative and wider healthcare professionals support patients to communicate with
their dependent children when a parent is dying. We examined perceptions of learning
provided by the training, its contribution to confidence in communicating with families when
a parent is dying, and subjective experience of, and reactions to, the training. We also
explored potential changes in practice behaviours.

Design Pre-post, convergent, parallel, mixed-methods study. Motivations for practice
change measured quantitatively, and qualitatively through semi-structured interviews. Non-
parametric analysis was conducted for self-efficacy and outcome expectancy measures;
descriptive statistics examined perceptions of usefulness. intentions to use learning in
practice, and reactions to the training. Semi-structured interviews examined motivations and
perceptions of learning in depth. A six-week, practice log recorded immediate practice effects
and reflections.

Setting One-day training delivered three times, total delegates 36: online December 2021,
February 2022, face-to-face March 2022. Questionnaires delivered correspondingly in online
or paper formats, semi-structured interviews online.

Participants Pre-Post: palliative care professionals (n=14/12), acute cancer clinical nurse
specialists (n=16/11), other healthcare professionals (n=5/5).

Results

Positive changes were observed in self-efficacy (17 of 19 dimensions p< 0.003) and outcome
expectancies (3 of 14 beliefs p<0.036). Perceptions of usefulness and intentions to use
learning in practice mean scores were 82-94 (scales O=low-100=high). There was high
affirmation for sharing learning and influencing change in the workplace and wider practice.
Content, style, and delivery were positively endorsed. Further elements to be included in the
training were identified.

Conclusions

The training programme has the potential to effect change in practice behaviours. A large-
scale study will evaluate the rollout of the training delivered to individual professionals and
whole teams across the UK. It will provide longer-term feedback to understand practice

behaviour and mediators of change across professional roles.
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Strengths and limitations of this study

» This was a convergent, mixed-methods, parallel design whereby data were analysed

independently, integrated, and interpreted.

» The Kirkpatrick Model of Evaluation was employed to frame the methods and data

analysis in terms of healthcare professionals’ reactions, learning and behaviour.

» Kirkpatrick Level 4, the impact of change on patient outcomes, was not included in

the design of this initial evaluation.

» This was a single arm study, without a control group.
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INTRODUCTION

When a parent is dying from a life-limiting condition, open and honest communication
between parents and their children is vital for children’s well-being and their future
emotional, behavioural, and educational development.[1,2] Children wish to be informed
about their parent’s illness and prognosis and can be resilient if given age-appropriate
information and support to grieve.[3-5] Nevertheless, parents often feel anxious and ill-
prepared to hold honest conversations at this time, and can be at odds with their partners and
wider family over what is best for their children; some avoid telling their children how ill
their parent is until death is imminent.[6] In this difficult end-of-life period, parents want
timely help from healthcare professionals so that they can support and communicate with

their dependent children, and prepare them for their parent’s death.[7]

Palliative care professionals are well-placed to provide this support to parents, but services
provided to help parents support their children through bereavement vary. Across UK hospice
and community palliative care services, the number and types of services available to parents
and children are uniformly greater after a parent’s death than before.[8] Their focus is more
on supporting children’s challenges after bereavement than on preventing them before a
parent dies.[8] Fundamental to these gaps in provision are healthcare professionals’ stated
low confidence in their skills, fear of making a situation worse, uncertainty over parents’ and
children’s needs, and fear of the emotional labour required to provide support. Despite
evidence that healthcare professionals welcome and benefit from educational training to
support parents and families with advanced cancer, ultimately there remains an absence of

training specifically related to supporting dying patients who have dependent children.[9-11]

To address the need for support, a training programme ‘No conversation too tough’, was co-
developed with cancer and palliative care professionals, children’s bereavement specialists
(therapists and bereavement charity representatives), those with lived experience of parental
bereavement (both bereaved partners and adults bereaved as children), healthcare educators
and academic researchers, and representatives from the Ruth Strauss Foundation, a specialist
UK cancer charity. The training was designed to provide cancer, palliative care and wider
healthcare professionals with knowledge, skills, and confidence to help families prepare for
parental death, manage their own emotions around providing support, and to build networks
with peers to enhance support for one another both in the workplace and in wider practice.

This evaluation aimed to understand delegates’ perception of learning provided by the
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training, the contribution it made to their confidence in communicating with families when a
parent is dying, and their subjective experience of the training. Potential changes in practice
behaviours were assessed, and recommendations for future roll-out of the programme were

developed.

METHODS
Design

We conducted a pre-post, convergent, parallel, mixed-methods study.[12] Quantitative and
qualitative data were collected in the week before and immediately after training, and a
practice log was completed for the following six weeks. Data were triangulated: quantitative
and qualitative data were analysed independently, integrated, and interpreted. (Supplemental

Material 1).

We used Kirkpatrick’s Model of Evaluation to frame the methods and data analysis.[13] This
model is widely applied across many sectors, including palliative care and nursing.[14-19] It
measures effectiveness of training across four levels: (1) an individual’s reaction to the
training, (2) learning from the training, (3) changes in behaviour, and (4) patient outcomes.

This evaluation presents data across Levels 1-3.

Reporting followed the Criteria for Describing and Evaluating Training Interventions in

Healthcare Professions (Cre-DEPTH) Checklist.[20]
The Training

The programme comprised one-day of training which ran twice online and once face-to-face.
Fifteen places were available for each occasion across which 36 delegates took part in total.
Facilitators were registered health and/or social care professionals: the lead was an expert in
communications skills training; the second facilitator for the first course was a registered play
therapist specialised in working with children; for the second and third course, the second
facilitator was a specialist practitioner in preparing families for loss. ‘No conversation too

tough’ is described in Table 1.[21]
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Table 1: ‘No conversation too tough’ training features.

Item

Development

Aims

Course
delivery

Intended
delegates

Training
Recruitment
Course
content

Teaching
Methods

Structure

Facilitation

Adverse Event

Costs

Description

The co-design group included cancer and palliative care professionals, children’s bereavement
specialists (therapists and bereavement charity representatives), those with lived experience of
parental bereavement (both bereaved partners and adults bereaved as children), healthcare educators
and academic researchers, and representatives from the supporting UK cancer charity. The group met
five times, facilitated by an expert in healthcare education and training.

To provide course delegates with information and education to: i) enable them to assess and influence
families’ readiness to address the needs of their dependent children; (ii) improve their confidence,
knowledge, and skills to provide or signpost parents to available resources/tools to help with
preparing children for parental death from cancer; (iii) provide them with the knowledge and skills to
recognise and manage their own emotions when dealing with families facing the death of a parent;
and (iv) empower them to network with peers to acknowledge the difficulties of support patients with
dependent children, and to enhance support for one another.

Three iterations of the training course ran between December 2021 and March 2022 with 15 places
designated for each course. The first two courses were delivered online through video conferencing
to reflect pandemic restrictions. The third course was delivered face-to-face at a UK city-centre
venue.

Cancer clinical nurse specialists (CNSs) and palliative care nurses (PCNs) working in community,
hospice or acute settings, who care for people whose cancer cannot be cured.

Potential delegates were contacted via personal and email approaches through the supporting UK
cancer charity and the co-design team’s networks.

Informed orientation and background evidence, theoretical foundations, developing skill sets and
fostering supportive processes (both peer-to-peer and organisational). Specifically, this included:
presentation of the evidence for the programme, models of grief, ages and stages of children’s
development, understanding of family dynamics and structures, documenting the presence of
children, putting knowledge into action, awareness of available resources, skills-based sessions, and
‘caring for yourself’.

Student-centred, experiential, and interactive methods comprising lectures and discussion, case
studies, videos, small groups, actor-facilitated role-play, facilitated reflection on practice, supportive
and theoretical resources.

One-day session

The lead was an expert in providing advanced communications skills training, an established lecturer,
with a research profile in supportive cancer care at a UK university and a nursing background. The
second facilitator for the December 2021 course was a registered play therapist and a senior lecturer
at a UK university with a background in nursing and counselling. For the February and March 2022
courses, the second facilitator was a specialist practitioner in preparing families for loss.

Should delegates have needed help with difficult issues they wished to discuss, contact details for a
Ruth Strauss Foundation practitioner were given in the course introduction. The facilitators

monitored responses throughout the session and were prepared to support delegates if required.

Free to delegates

Participant Recruitment

Healthcare professionals were invited to take part in the course by the supporting UK cancer
charity. This took place on a convenience basis via the charity’s existing networks and word-

of-mouth. Fifteen places were available on each of three courses. Invitations were accepted
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until all the places were filled. At course registration on the supporting charity’s website,
delegates gave their permission for their contact details to be passed to the evaluation team at
the University. Informed consent to participate in the evaluation research was then conducted
independently via email and telephone by the University. Consent to take part in the
questionnaires was a requirement of participation; consent to also take part in the interviews
and/or keep a reflective practice log for up to six weeks, was optional. Interview participants
were selected on participant availability and to ensure a range of job roles and work settings.
A pragmatic approach to sample size was adopted given the limited size of the delegate

population in this instance.
Quantitative Data Collection

To assess the potential effect of the training on behaviour change, we included a measure of
self-efficacy (the perceived capability to perform a target behaviour).[22-24] The measure
asked participants to rate their confidence on a scale of 0-100, where O represented no
confidence and 100 represented full confidence. Nineteen items across three domains were
assessed: confidence in skills learned, confidence in managing own emotions, and confidence
in discussing topics learned about with patients. (Supplemental Material 2). According to
Social Cognitive Theory, self-efficacy is a precursor to a person’s motivation to engage in a
specific behaviour.[24-26] More recent theories have gone further to propose self-efficacy-
as-motivation, including it as one of a range of behavioural motives that predict behaviour
change.[27] Reflecting this, we included further measures to understand participants

motivations to translate learning from the course into their practice.

The anticipated consequences of engaging in practice behaviour change were assessed with
an Qutcome Expectancies measure; beliefs were rated on a scale of 1-9, where participants
were asked across 14 items to rate ‘How likely is it that ..." where 1 represented ‘very likely’
and 9 represented ‘very unlikely’. (Supplemental Material 3). Both self-efficacy and outcome
expectancy measures were adapted from those used in Sage & Thyme communication skills
training in palliative care. Although unvalidated in previous studies, they were developed
based on previous research that reported good content and face validity.[15,28,29] The
measures in our research were tailored to reflect the factors affecting cancer, palliative and
wider healthcare professionals’ approaches to having conversations with patients to help

them support their dependent children.

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘salfojouyoal Jejiwis pue ‘Bulurel |y ‘Buiuiw elep pue 1xal 0] pale|al sasn 1o} Buipnjoul ‘1ybliAdoo Ag paloaloid

* (s3gv) Inauadns juswaublaosug

e

R e


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

We assessed motivation for behaviour change further through an author-generated
questionnaire with closed and open questions. We asked about perceptions of usefulness and
intention to use learning, both rated on a scale of 0 (low) to 100 (high); attitudes to change in
practice and reactions to the training in respect of contents, teaching and learning styles
where each measured on a five-point Likert scale from strongly agree to strongly disagree.
Before the training, we assessed participant characteristics, working practices, reasons and

expectations for attending the course. (Supplemental Material 4 and 5).

For the first two courses, pre- and post-questionnaires were administered online via the
Qualtrics platform (Qualtrics © December 2021/February 2022 USA). For the third, held

face-to-face, paper questionnaires were distributed and collected on the day.
Qualitative Data Collection

Repeated pre-post-training, semi-structured interviews were planned with five participants
from each training day. JG, a postdoctoral research fellow with training and experience in
qualitative and mixed-methods research, conducted the interviews via video conferencing;
interviews lasted 30-40 minutes each. Pre-training interviews explored motivations, hopes,
expectations, and past experiences. Post-training interviews covered reactions to the course,
perceived changes in skills and confidence, managing one’s own emotions, intentions to use
learning in practice, perceptions of making a difference, barriers, and facilitators to
translating learning into practice, and support required in the workplace. (Supplemental

Material 6 and 7).

To understand the immediate effect of the training on practice behaviours, participants were
asked to keep a post-training practice log for up to six weeks. The log asked participants to
choose one example a week of caring for a patient with dependent children, to think about the
situation, how they felt, what they did, what they used from the training, and what they would

do again or differently next time.
Data analysis

Questionnaire data were downloaded in SPSS from the Qualtrics platform (IBM SPSS
Statistics (Version 28). Responses to self-efficacy and outcome expectancy measures were
analysed to identify changes between pre- and post-assessment using a Wilcoxon Signed-
Rank Test. Descriptive statistics were used to assess reactions to the training and intended

behaviour change.
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Interviews were audio recorded, transcribed, entered into Nvivo 12, and analysed using
Framework Analysis.[30] Framework Analysis was chosen to enable the data to be compared
and contrasted across the range of healthcare professional roles and specialities that
characterise this study population. At the same time, its accessible matrix output aided
understanding of the breadth and depth of individual participant responses.[31] JG, JCH and
ER read/re-read the transcripts from the first course, identified, discussed, and agreed the
major themes. JG applied a coding frame developed from the initial data to the remainder of
the transcripts, Free-text responses from the questionnaires were coded separately and
subsequently integrated into the coding frame, accounting for duplications (i.e. a participant
highlighting the same point in both the questionnaire and interview) to avoid ‘double
counting’. Themes were compared within and across cases. To examine intended and actual
integration of learning into practice, practice log entries were separately analysed with a

Framework approach.[30]

The data were triangulated to identify convergent and divergent themes across the

datasets.[32]

Patient and Public Involvement

Individuals with lived experience of parental bereavement (both bereaved partners and adults
bereaved as children) were integral members of the co-design team that developed the
training programme; they also contributed to the design of the research and the dissemination

plans.

RESULTS

Sample size and characteristics

Thirty-five delegates consented to take part in the research and completed the pre-training
questionnaires; 28 completed pre- and post-training questionnaires. Sixteen participants were
interviewed before the training; 14 attended a second interview after the training. Eleven

participants completed and returned the practice log.

Pre- and post-training respectively, n=16/11 were acute oncology clinical nurse specialists,
n=14/12 were palliative care professionals, and 5/5 were allied healthcare professionals

working in cancer support (n=4) or as a lead research nurse (n=1). Pre- and post the majority
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of participants were female (n=31; 89%: n=25; 89%), over 45 years (n=19; 54% : n=15;
54%), or parents (n=27; 77% : n=20; 72%). A minority had high educations qualifications
past undergraduate (n=8; 23% : n=7; 25%), or indicated an ethnic/cultural minority
background (n=5; 15% : n=4; 16%). In respect of professional status, pre-post, the majority
had been registered over twenty years (n=20; 57% : n=17; 60%) and had been in their current

specialism for five years or more (n=20; 57% : n=15; 54%). (Supplemental Materials 8).
Quantitative Outcomes

Self-Efficacy. A Wilcoxon Signed-Rank Test revealed significant positive change after the
training on 17 of the 19 items assessed across three domains (z =-2.956 to -4.458 p< 0.003,
effect size r = -0.40 to -0.61). Participants had more confidence following the training in
starting, encouraging, and closing conversations, listening, responding, supporting patients
empathetically, and discussing relevant issues. Similarly, they felt more confident in
managing their own feelings during and after having conversations. The observed change for
skills to create a comfortable setting to speak openly did not reach significance; and no

change was observed for skills fo ask a patient if they have dependent children. (Table 2.)
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Table 2. Self-Efficacy Pre-Post Training: Wilcoxon Sign-Rank Test c %
o
g 3
3 S Test
Pre-Median Post- MEdiag Statistic Effect Size
Variables: Total Scores 0-100 N (IQR) (IQ@ %-'g VA p r
: : 558
How certain are you that you have the skills to: »> N
T
Create a comfortable setting in which a patient can speak openly about their family? 27 71 (58-90) 90 (6% -1.873  0.061 -0.26
j
Initiate a discussion with a patient about their family circumstances? 27 81 (60-93) 99 (! 90:;48(5 -3.296  0.001 -0.45
Ask a patient directly if they have dependent children? 26 100 (90-100) 100 (955»@@ -1.29  0.197 -0.18
o
Ask questions to encourage a patient to talk about how their children are feeling and coping? 27 80 (64-90) 90 (8 @E_—Qg)% -2.956  0.003 -0.40
Ask questions that will encourage a patient to talk about their concerns for their children? 27 74 (53-90) 90 (8 (%;»9%)% -3.236  0.001 -0.44
Close a conversation with a patient who has concerns about their children? 27 60 (50-80) 80 (1 6@5%)% -4.189 <.001 -0.57
Listen and respond in a way that will encourage a patient to talk about their feelings in respect of their 2\(’3'3
children? 27 70 (50-85) 90 (8@9 7/ -4.145 <.001 -0.56
Use empathic supportive comments with a patient when talking about their children? 27 67 (53-80) 90 (8 OE] 05' -4.294 <001 -0.58
=S o
Encourage a patient to tell you if they would like help to support their children? 27 75 (50-90) 90 (. 85’—’:-] 0(:3 -3.838 <.001 -0.52
Support a patient if they get upset while talking about their children? 27 74 (58-82) 90 (8(_@10@ -4.106 <.001 -0.56
How certain are you that you can manage your own emotions: ) 9}
About initiating a conversation with a patient about their children's well-being? 27 71 (50-80) 90 (8@'92)3 -4231 <.001 -0.58
While having a conversation with a patient about their children? 27 75 (52-89) 90 (8 @94)2 -3.144  0.002 -0.43
o
While having a conversation with a patient about the need to talk openly with their children about death 5 5
and dying? 27 70 (50-83) 87 (8(295)‘; -3.306  <.001 -0.45
> &
S N
o
When you are off duty, having previously had a conversation with a patient about their children? 27 72 (50-85) 80 ( 7%95 )§ -3.748  <.001 -0.51
How certain are you that you can discuss with a patient: )
How children can be affected by losing a parent through cancer that can't be cured? 27 50 (21-70) 80 (6 7 90)> -4.349 <.001 -0.59
How children's needs for information and support vary depending on their age? 27 56 (35-75) 90 (69-95)2 4392 <.001 -0.60
The problems faced by parents with dependent children when a parent is dying? 27 50 (26-60) 80 (70-94 )8 -4.458 <.001 -0.61
The best time for a parent to receive help to support their children? 27 50 (35-70) 89 (74—95); -4.063 <.001 -0.55
Information resources that might help a parent to support their children? 27 60 (30-81) 90 (80-95 )g -4.024 <.001 -0.55
* Missing data in paper format. %;
=
)
o
o
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Outcome Expectancies. Wilcoxon Signed-Rank Tests revealed significant positive change
between pre- and post-training on three items: participants were less likely to believe (i) they
would get too close to a parent if they asked them about their feelings or concerns for their
children (Z=-2.524, p=.012, r=0.34), (i1) that it would damage the way the patient copes (Z=-
2.207, p=0.027, r=-0.30), and (ii1) and that a patient would raise their concerns without being
asked (Z=-2.097, p=0.036, r=-0.29). (Table 3.)
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Table 3. Outcome Expectations Pre-Post Training: Wilcoxon Sign-Rank Test = %
o
S
« Q
N Pre-Median Post-Median ’festz P Effect Size
Variables: Total scores 1-9: 1 = Very likely, 2 = Very unlikely (IQR) (IQR) Stagﬁ'l%Z r
B o<
How likely is it that ... AN
o Q
2o
o 2
You would be helping a patient if you talk to them about their children? 27 2 (1-3) 1 (1-2) -g@g 0.094 -0.23
You will keep control of the conversation if a patient becomes upset whilst D F(/E =
talking about their children? 27 3 (2-5) 3 (2-5) -g:@@- 0.840 -0.03
@
Asking a patient about their concerns will help you identify what may be =2 = 2
helpful? 27 1 (1-2) 1 (12 SRR 0.459 -0.10
You will have colleagues who you can go to if you need emotional support after >3
talking to a patient about their children? 27 (1-4) 1 (1-2) -@_Aﬁlg 0.666 -0.06
= ~—+
A patient will become distressed and upset if you ask about their children?** 27 (1-3) 2 (I-5) -“;5”#@ g 0.075 -0.24
Q- =
You will get too close to a patient if you ask about their feelings or concerns for 3> _g
their children?** 27 8 (5-8) 8 (79 -Z5248 0.012 -0.34
L @
It will damage the way a patient copes if you ask them about their children?** 27 7 (5-8) 7 (7-9) -§.:207.g_ 0.027 -0.30
=]
Your workload will become unmanageable if you ask a patient about their @ .3
children?** 26* 8 (7-9) 8.5 (6.75-9) 0003 1.000 0.00
<1
You will be criticised by your colleagues if a patient becomes upset when you 2 3
talk to them about their children?** 27 9 (89 9 (89 @718 0.473 -0.10
You could say something that will make matters worse for your patient if you 2z
try to talk to them about their children?** 26* 7 (5-8) 8 (6.75-9) _§954€ 0.051 -0.27
o)
A patient will raise concerns/feelings about their children without you =] e
asking?** 26* 5 (3-6) 5 (4.75-6) %09'/8 0.036 -0.29
« a1
If a patient shows strong emotions when talking about their children, it will be o 8
overwhelming for you?** 27 (6-8) 8 (6-9) = 24% 0.214 -0.17
You will feel down if you ask a patient about their children?** 27 (5-9) 8 (6-9) -1.67588 0.094 -0.23
o
o
There will not be enough support available to you if you need to reflect on the W
difficulties, you experience when talking with a patient about their children?** 27 7 (6-9) 8 (5-9) -0.80% 0.423 -0.11

* Missing data in paper format.
** Negatively worded variables.
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Perceptions of usefulness, intentions to use learning. Participants felt the training would leave
them more satisfied in their work with parents (scale-mean 82/100); it would encourage them
to seek out more knowledge and understanding about working with patients with dependent
children (scale-mean 92/100), and that it would be highly useful for supporting patients
(scale-mean 93/100). There were strong intentions so use learning in practice (scale-mean

94/100).

Attitudes to change in practice. The majority of participants agreed/strongly agreed that they
would share their learning with colleagues and contacts (26/28, 90%), and that they would be
able to influence change in their workplace (25/28 participants, 89%). Nearly three quarters
(20/28, 71%) thought they could change or influence wider practice.

Reactions to the training. Participants were consistently positive about the course. All 28
agreed/strongly agreed that the facilitators worked well together and were knowledgeable,
and the topics covered were relevant to them. For the second and third course we asked about
response to the role-play; all 21 participants agreed/strongly agree that the role-play actor
performed authentically, and the scenario depicted was realistic. Two provided negative
feedback relating to clarity of the training objectives, time available, support materials, and

role-play. (Supplemental Material 9).
Qualitative Findings

Two overarching themes were identified and explained motivations, (i) transferring learning

into practice, and (ii) reactions to the training. Verbatims are provided in Table 4.
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Table 4. Participant verbatim quotes o 8
Transferring learning into practice s 5
Intentions to [...] it has made me make more of an effort to consciously go through their notes to remind myself what their family setup is and whegher #looks like it might be appropriate to start engaging in that
use learning conversation, which is something I wasn’t necessarily making a concerted effort to do before the training. Breast CNS S g

oNOYTULT D WN =

Intentions to
improve
organisational
practice

Barriers to
implementing
learning

Learning into
practice

6

So [...] 'm really looking forward to our next [monthly nurse meeting] so I can share with the whole team what happened in the trainfpggl® and just share some of the resources as well because 1
think there is an awful lot out there that we maybe haven’t been so aware of [...] I want to just try and make the other nurses [...] who arﬁa,%it more junior feel a bit more empowered to be able to
initiate some of these conversations. Breast CNS = 00

One of my roles here [...] was with the development of our computer [...] and it’s made me realise we don’t have anything on there. @Ifgo@h we do family trees and we might write about the fact
that people have children, we don’t have any reportable box on there that says ‘does this person have children under 18?” or anything @_l% %at, so I’'m now going to discuss that with the team and I’'m

going to take that away and say, ‘Right, this is something we need. Community PCNS =2 g

So we have had [ethnic minority] patients that have died and they really do not accept death and dying, they really a lot of the time d(IEl(W %cept withdrawal. So that was very complex. If the parents
and the adults aren’t accepting it, they [...] aren’t going to start preparing the children and the young people. Hospital PCNS (Pre-traitting o

}

n

I know that if I need to have those conversations that’s going to be really difficult for me to do realistically and in terms of privacy it 3 m_aied to space in the cancer centre and how many rooms we
have. Lung CNS (Pre-training) a 2 =

There is a bit about, at the moment, lots of changes going through the team, a bit of a lack of staffing level, so it is a bit sad but all th&projects are on hold. So at the moment, the barrier would be that
it’s not the right timing. Hospital PCNS ; :; >

The training enhanced the courage of my convictions to talk with [the patient] about her family and her daughter. It would have beeé@ﬁsy to shy aware from this as it was just too painful. In the
end — instead of being painful, it was probably the most meaningful, tender and most beautiful moment of my nursing career. BreastéNSﬁ)ractice log extract)

Reactions to the training > 3

Contents and
style

Interactive
training

Role-play

Resources and
additional
learning

Talking to
children

[...] it definitely suited me. I do like [...] that style of learning. I don’t want to be sat and talked to all the time with information, I wast to garticipate and want to join in. Breast CNS

I think just giving you the [...] overall background that this is something that’s really important and that you do need to plan for it ang'ym_ndo need the confidence to be able to go in and start
conversations with people and not be sort of fearful about how things might go wrong. Community PCNS 5 g

From the information delivered [and] from the learning from the day, I certainly feel [...] I can do better and [...] I can now also shar%:praegtice with other colleagues and feel more confident, maybe
in challenging others on how they approach supporting patients with children and become a better advocate [...] for services to impro%e and being available. Breast CNS

Just little tips from other people and case studies and scenarios and just how people manage different situations. [...] Yes, just learnil’g frogn others really. It’s silly but it’s little things like, “Oh I say
this to my patients,” and you think, oh yes, that’s a really good thing. Hospital Research Nurse = 5
I think actually [the mix of professional backgrounds] really complemented it because I got to see things from [Hospital CNSs’] persﬁécti‘és and how hard their conversations are. Because we know
that our patients have been given that information in clinics, sometimes a few weeks, sometimes a few years ago, it varies massively, §ut Ifadn’t really heard first hand from those nurses around how
that feels for them and how the conversations sometimes go and the complications that can come up as well. Community PCNS S o

)
One of the CNSs doing the role-play at one point said [...] “How can I tell the child?” and she said, “Can I just ask [the patient] how gid y% tell [your son] when you had your cancer diagnosis?” 1
thought, that’s quite powerful because almost what she was saying was “You’ve done this before, you’ve broken bad news to your chiidreiPbefore’. That’s why the learning from your peers [when
observing role-play] is quite often so powerful as well. Hospital PCNS 3 2
I certainly didn’t feel that [ managed it well at all, I really felt myself floundering [...] and that really disconcerted me actually [...] I Wou%say probably for the rest of the day. Community PCNS

So all the resources that were shared on the day were great and actually has made me think that I could improve the information I give to r}?;y patients and the support that they may get as well. Breast
CNS i

I know there were some resources laid out, some booklets for children, bereavement support, but really we were not being explained the dgferences between them, they were only left on the table to
have a look at and I was hoping that we would have had more explanation about what is what and how to use it as well. Hospital PCNS &

I think also a lot has been said about convincing or helping a parent understanding what is important to talk to their children, but we ha$@ not got down to the practicality of what words do you use,
what do you say based on their age. Hospital Palliative Care Clinical Nurse Specialist g
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Transferring learning into practice

Intentions to use learning. The interviews immediately post-training revealed that due to the
shortness of time passed, participants had not had an opportunity to apply their learning, but
they spoke of intentions to do so. They were aware of the optimal timing to initiate
conversations, and aimed to enquire more about patients’ children, how ‘children are doing’,
explore patient cues to assess readiness for conversation, use listening skills, and ‘be
alongside’ patients as they navigate their ‘palliative journey’. They intended in future to look
more consciously through clinic notes to establish children’s presence, make efforts to
document this, allocate follow-up appointments with patients, ensure they had enough time to
ask parents questions about their children, and compile resources for patients on

communicating with their children.

Intentions to improve organisational practice. Some participants had shared the training
resources with colleagues; several had plans to do so. Some had started to think about
changes that could be made to procedures to improve their organisation’s practice; these
included reviewing and updating patient documentation systems, building stronger networks

with other professionals, and developing workshops to be offered to parents.

Barriers to implementing learning. Professional settings and roles influenced participants’
perceptions of the support they could provide families. Those working in acute settings faced
challenges including heavy caseloads, limited time, and scarce resources that hindered their
ability to develop relationships and engage in proactive conversations with parents. Some
participants only met patients in their final days of life and felt unable to build meaningful
rapport in the way achieved by those who worked with patients longer-term. These factors
constrained how learning from the training could be implemented. Participants discussed
their lack of control over the environment in which to hold conversations; community-based
participants were dependent on the home situation they visited, whereas hospital-based

participants often found it difficult to find quiet and private spaces for sensitive discussions.

Putting learning into practice. Where post-training, participants had encountered patients with
dependent children, practice log entries supported their increased awareness of the
importance of engaging parents in conversations around death and dying, and their greater

confidence in initiating these conversations. Participants also discussed how the training had
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reiterated the importance of being open and non-judgemental (for instance, in situations
where patients were reluctant to discuss their family/children). They recognised the
importance of mirroring the patient’s energy, pausing, listening, and providing cues and
responses at appropriate times, and had employed these strategies in conversations. After the
training, some felt more confident with signposting and liaising with other professionals and

organisations.
Reactions to the training

Content and style. Face-to-face training encouraged more networking, enquiry, and support.
Across both delivery formats, awareness of the importance of having conversations around
parental death, and enhanced confidence to initiate such conversations were felt to have
increased. Despite levels of experience, all those interviewed found the training suitable for
their personal needs; junior participants alluded to knowledge and skills acquisition, more
experienced participants referenced validation, updating, and expansion of existing

knowledge.

Interactive training. The range of delegates’ professional backgrounds was deemed especially
beneficial; sharing experiences and learning from others was invaluable. Participants found it
useful to learn about practice within other settings and get advice and ideas on innovations to
implement in their own practice. Hearing others’ stories validated personal experiences of

working with patients with dependent children.

Reality and authenticity. Role-play was one of the most appreciated elements of the training:
the professional actor added to the realism and authenticity of scenarios. Whether
participating or observing, participants had discovered new practice insights and approaches
to be used in conversations with parents. Despite positive response to the role-play, the
similarity of a scenario to a recent patient experience caused upset for one delegate; another
indicated that the role-play strengthened feelings of inadequacy. It was suggested that role-
play would work better in a face-to-face context, where appropriate in-person support can be

offered.

Resources and additional learning. Participants welcomed being introduced to grief and
childhood development theory, and support resources for preparing parents to communicate
with their children about parental death, although some would have liked more practical

guidance on how to work with these in practice. Many explained how they worked with a
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diverse range of patient populations that varied in their responses to illness, and the care and
support provided by healthcare professionals. It was highlighted that in some cultures, the
concepts of death and dying are not accepted and/or openly spoken about. Diversity and
inclusivity across cultures and social groups was considered essential to reflect in resources
and materials. Similarly, whilst not a main component of the training, multiple participants
would have liked to receive guidance on how to talk to children directly, using age-

appropriate language.
Integrating data

Data converged to develop understanding in relation to participants’ intentions to incorporate
their learning into their practice and more widely, and to provide guidance for development
and design of the training. These themes are illustrated in Table 5 and interpretation is

presented in the next section.
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. . el %
4 QUANTitative QUALitative 'S,
Theme: Transferring learning into practice Sl (0) iding th
5 S5 o verriding themes
Q@
o
6 Confidence Feelings of confidence to hold conversations. o 3
7 (p< 0.003)' . ' ' ' ; ; Empowerment
8 Increases in: Skills to have conversations; managing Improved confidence in practice to signpost and liaise with other professionals and organisations. 4 g‘ )
9 own emotions, being able to discuss relevant issues. 0 <
= @O N
. . . N oS
10 Ililxpectatlons zn(ll) Beliefs Greater awareness of the importance of being non-judgemental, especially where patients were reluctagt % %age. Tolerance and open-
1 ess concerned about: D= mindedness
12 Getting too close to a patient. (p=.012) E ('30 g
Talk%ng to them would damage how they cope. (p=0.027) App_reciation of the importance of mirroring the patient’s energy, pausing, listening, providing cues an&rgspgnses at appropriate times, and Increased sensitivity
13 Making matters worse. (p= 0.051) readiness to employ these strategies in conversations. Wos
Less likely to believe that: y =5 B
::g A patientywould raise coﬁcerns on their own. (p=0.036) S 8 %
Qg
. . . . . . o . S
16 Perceptions of Usefulness and Intentions Strong intentions to use learning in practice. More awareness of timing, questions to ask, the need to cl%g'& i@ with patients, explore cues, Determination
17 (Scale mean. Total = 100) use listening skills, ‘be alongside’, and to use resources. >3
More satisfied. Mean=82 3%z
18 . Sm=
Motivated to seek more knowledge. Mean=92 Consciously looking at patient notes to identify children, greater efforts to document presence of chlldE@nsurmg time for talking and Changing personal
19 More able to support parents. Mean=93 resources. 8 L= practice
20 Intension to use. Mean=94 R =
> 3
21 : : : . : = O
2 uAttltu('le's to influencing change in practice Sharing learning and making organisational changes — reviewing and updating documentation systemsgbullﬁng stronger networks with Influencing wider
% Participants other professionals, developing workshops to be offered to parents. S5 S practice
23 Sharing learning with colleagues. (90%) 5 o
24 Influence change in t]_w workplace. (89%) Support provided influenced by settings and roles. In acute settings: heavy caseloads, limited time, anhoscaré. resources hindered Barriers/challenges to
25 Influence wider practice. (71%) relgtlonshlps and proac_tive conversatiqns/ﬁnding a quiet space for sensitive discussions. Difficult to b%ld r@port when only contact is at a implementing learning
% patient’s final days of life. In community-based settings: lack of control over context and conversationﬂlowg
27 Theme: Reactions to the training experience 3 S
28 " ‘ y 2 €
Participants consistently positive. Delivery style and range of content was appreciated and relevant. = 3
29 ive : _ pp: T @ Content and Style
Training considered suitable for all levels of roles and experience. © o
30 N=28/28 agreed/strongly agreed the facilitators worked Face-to-face format facilitated relationship building and support. g ~
31 well together and were knowledgeable, and the topics © o
32 covered were relevant to them. Opportunities to share experience invaluable — new ideas, validated experiences. <_8 E Interactive training
Learning together with mixed professional backgrounds brings other perspectives and expands knowledge aB understanding.
33 N=21/2_8 agreed/s_tropgly agreed that role-play was ) S Realism
34 authentic and realistic. Role-play with a professional actor brings realism/authenticity. ‘g and
35 ) ) NF}W insights experienced whether engaged in role-play or observing. 3 authenticity
N=.2/2.8 provided negative feedback — not .clear about the Risk of evoking recent experiences, generating emotional responses, and increasing feelings of inadequacy. ®
36 obljectllve, not enoiclgh t];?le, support materials not helpful, Suggestions that role-play might be better when face-to-face so that appropriate support can be offered. @©
37 role-play not comfortable. =2
38 Resources iptrod}xced_wgre welcomes and useful, but more practical guidance on how to work with these in‘gfactice required. Resources and
39 Understanding diversity in response to illness, death and dying across different patient populations. How to Blk to children directly. additional learning
©
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DISCUSSION

These evaluation outcomes determined that the ‘No conversation too tough’ training was
principally effective in meeting intended aims. After the training delegates felt more
empowered to hold conversations with parents about supporting their dependent children.
Confidence in skills and the ability to discuss sensitive issues increased, and clear intentions
to build empathetic and supportive relationships with patients were displayed. More open-
minded beliefs in the consequences of engaging with patients about their dependent children
were evident; this is an important element for behaviour change that can increase as
experiences of new behaviours progress over time, and new practice is normalised through
peer group and external feedback.[33] Delegates also revealed determination to use their new
learning in practice by being proactive in starting conversations, and making greater use of
and improving, organisational procedures to identify and record the presence of children.
These results reflect outcomes of communication skills training developed and researched in

palliative care more broadly.[15,28]

A pertinent finding in this evaluation is that delegates were enthusiastic and exhibited strong
intentions to share their learning with colleagues. They welcomed the opportunity during the
course to interact with other professionals, and subsequently to build strong networks and
influence wider practice. The mix of professionals attending the training offered delegates
new perspectives and facilitated learning about, and from, others. Delegates were working
across roles and settings and recognised the influence that working contexts had on
relationships built with patients; length of time (days/months/years) available to build
relationships with patients, the duration of conversations staff time affords, and environments
in which these take place, all varied strikingly. To maximise learning the training needs to
take account of and explore best practice across professional roles and settings.[34] The
challenges that exist in today’s healthcare environments, evidenced in this research by
concerns over heavy caseloads, limited time and resources, and lack of privacy and space for
conversations to build and continue relationships with patients, all impact on scale and scope
of possible enhancements in patient support. Provider organisations are crucial in facilitating
conducive cultures and environments, not only for ensuring changes in practice behaviours,

but also for supporting the emotional well-being of their staff.[11]

The benefits of face-to-face versus virtual delivery of the training were apparent. The focus

of the training is highly sensitive and evoked strong emotions, particularly during role-play.
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Delegates welcomed the more cohesive face-to-face environment over virtual delivery, as it
enabled greater opportunity to share experiences, develop new ideas from others, and build
supportive relationships with the facilitators and other delegates. There has been an increase
in virtual learning since the pandemic and the opportunities this affords for health education
are apparent.[35] However, in this context, where delegates’ sensitives, experiences, and
individual responses can require support, a face-to-face format, potentially in conjunction
with virtual learning, appeared to offer greater opportunity; it can impart knowledge and
skills in a comfortable, supportive, nurturing environment where individuals are less likely to

get ‘lost’ without recourse to in-the-moment support.

Further training needs became apparent during the research. Congruent with other research
[36,37], several delegates indicated how they were often introduced to children within the
care setting, but their own lack of understanding of how to communicate according to
children's ages and levels of development was a significant deterrent to establishing
relationships with children, or with their parents when the child was the focus. Delegates also
called for a greater focus in the training on the diversity of the families they care for, and
delivery of culturally appropriate care. Difference in ethnocultural background,
socioeconomic status, and family structure influence patients’ responses to illness, their care
needs, and their willingness to talk about death and dying. These have an impact on the
nature of the conversation to be had (e.g. need for cultural sensitivity, focus on legalities and
guardianship in the case of single parenthood). Hitherto, the needs of dependent children, and
diverse families have been lacking in palliative care policy and guidance, but there are now
clear elements set out in the UK Ambitions for Palliative and End of Life Care: A national

framework for local action 2021-2026.[38]

This evaluation of the training programme has limitations. It was a small-scale study, not
powered to detect change, nor to assess changes in practice behaviours or their sustainability.
Furthermore, it was not designed to assess the impacts of such changes on patient outcomes.
In the context of NHS staff shortages and potential burnout[39], there is a need to ensure
training is effective and time efficient, and that evaluation is straightforward and brief enough
to capture what is needed. Furthermore, the techniques and advice imparted need to be easily
implemented in busy NHS environments. Longer-term, large-scale evaluation is now

required.

Conclusions and next steps
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‘No conversation too tough’ is the first training programme co-developed and tested
specifically for cancer, palliative care and wider healthcare professionals to help dying
parents support their dependent children.[11,40] These evaluation findings have shown that
training such as ‘No conversation too tough’ has the ability to impart healthcare professionals
with the skills, knowledge and confidence to empower them to start conversations about
death and dying, progress supportive patient relationships, and in turn, to help their patients

to communicate with and support their children.

The findings have supported course refinement, and the training is to be rolled-out on a
national basis. It will comprise pre-course e-learning, (including an extra module to address
cultural and religious diversities in attitudes to death and dying), and a subsequent one-day
face-to-face interactive session. Individual professionals and whole teams will take part
across healthcare providers and higher education. Large-scale evaluation will provide
feedback to understand behaviour change, what works for whom (which professionals benefit
most), and why (mediators of change). In light of demand, a masterclass for communicating
directly with children is planned. Future evaluation steps will include sensitive assessment of

the impact of the training on family and children’s outcomes.
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Method/
Design

Analysis

Results

Process

Process

BMJ Open

Convergent, parallel, mixed methods design

QUANtitative

Questionnaires
Pre- and Post-training.

Descriptive statistics.
Non-parametric,
dependent sample
comparisons.

Profiles, experiences,
reactions, motivations,
expectations and self -
efficacy (confidence).

Comparing and merging results and findings

Interpretation

QUALitative

Semi-structured, in -
depth interviews
pre- and post-training. Meth_od/
Reflective/practice log Design
for six weeks post -

training.

Framework analysis
Analysis

Pre-training: contexts

(personal and professional), Findings
past experience, hopes and

motivations.

Post-training:

Reaction to training exploring

perceptions of learning and

motivations, implementation

intentions, support required,

behaviour.

Outcomes

Discussion

Description of convergent parallel mixed -methods design used adapted from Creswell and Plano Clark

2017
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Supplemental Material 2.
‘No Conversation Too Tough’

Self-Efficacy Questionnaire

Thinking about patients whose cancer cannot be cured, and who have a poor or uncertain prognosis,
or whose life expectancy is short.

Below are statements about how certain you are that you can successfully provide support. Please
rate your response on a scale of 0-100, with 0 being Very uncertain and 100 being Very certain.

0 W 20 30 40 bBO 60 70 B8O 90 100

Very Uncertain Very Certain

O

Please write down a number (0-100) in the table below.

Thinking specifically about having a conversation with a patient who has dependent children.

University of Surrey © 2021 1
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How certain are you that you have the skills to ...

Response (0 =
Very uncertain,
100 = Very
certain)

... create a comfortable setting in which a patient can speak openly about their
family.

... initiate a discussion with a patient about their family circumstances?

... ask a patient directly if they have dependent children?

... ask questions that will encourage a patient to talk about how their children
are feeling and coping?

... ask questions that will encourage a patient to talk to you about their
concerns for their children?

... close a conversation with a patient who has concerns about their children?

Thinking now about responding to what a patient has told you about their dependent children.

How certain are you that you have the skills to ...

Response (0 =
Very uncertain,
100 = Very
certain)

... listen and respond in a way that will encourage a patient to talk about their
feelings in respect of their children?

... use empathic supportive comments (not sympathy) with a patient when
talking about their children?

... encourage a patient to tell you if they would like help to support their
children?

... support a patient if they get upset while talking about their children?

Now thinking about managing your own emotions when talking to a patient about their dependent

children.

How certain are you that you can manage your own emotions ...

Response (0 =
Very uncertain,
100 = Very
certain)

... about initiating a conversation with a patient about their children's well-
being?

... while having a conversation with a patient about their children?

... while having a conversation with a patient about the need to talk openly with
their children about death and dying?

... when you are off duty, having previously had a conversation with a patient
about their children?

University of Surrey © 2021
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Finally, thinking about the knowledge you have about patients and their dependent

children.

How certain are you that you can discuss with a patient ...

Response (0 =
Very uncertain,
100 = Very
certain)

... how children can be affected by losing a parent through cancer that can't be
cured?

... how children's needs for information and support vary depending on their
age?

...the problems faced by parents with dependent children when a parent is
dying?

...the best time for a parent to receive help to support their children?

... information resources that might help a parent to support their children?

University of Surrey © 2021
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Supplemental Material 3.
‘No Conversation Too Tough’

Outcome Expectancies Questionnaire

Thinking about patients whose cancer cannot be cured, and who have a poor or uncertain prognosis,
or whose life expectancy is short.

We'd like to know what you think might be the outcome of having a conversation with a patient
about their dependent children.

The following pages contain statements about your expectations.
For each, please circle your response on a score of 1 to 9 where:
1= Very likely and 9 = Very unlikely.

Please note: this scale runs in the opposite direction to that in the previous questionnaire.

How likely is it that ...

... you would be helping a patient if you talk to them about their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

... a patient will become distressed and upset if you ask about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... it will damage the way a patient copes if you ask them about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will get too close to a patient if you ask about their feelings or concerns for
their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

... your workload will become unmanageable if you ask a patient about their
children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will be criticised by your colleagues if a patient becomes upset when you
talk to them about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will keep control of the conversation if a patient becomes upset whilst
talking about their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

University of Surrey © 2021 1
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... you could say something that will make matters worse for your patient if you
try to talk to them about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... asking a patient about their concerns will help you identify what may be
helpful?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... a patient will raise concerns/feeling about their children without you asking?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... if a patient shows strong emotions when talking about their children, it will be
overwhelming for you?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will feel down if you ask a patient about their children?

Very likely- 1 2 3 4 5 6 7 8 9 - Veryunlikely

... there will not be enough support available to you if you need to reflect on the
difficulties you experience when talking with a patient about their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

... you will have colleagues who you can go to if you need emotional support
after talking to a patient about their children?

Very likely - 1 2 3 4 5 6 7 8 9 - Veryunlikely

THANK YOU VERY MUCH FOR COMPLETING THE PRE-TRAINING QUESTIONNAIRES

University of Surrey © 2021
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Supplemental Material 4.
‘No Conversation Too Tough’

Pre-training Main Questionnaire.

Thank you for taking part in this evaluation of the Ruth Strauss Foundation Pilot Training
Programme.

To start, please could you tell us a little about yourself?
In which type of health care do you currently work?
Acute Care
Hospital Palliative Care
Hospice
Community

Other, please describe:

What is your current job title? Please write down:

And what is the year of your professional registration?
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Could you tell us your current specialism? Please write down:

And, how long have you worked in this specialism?

Less than a year
1-2 years
3-4 years

5 or more years

Which of the following qualifications have you completed? Please check all that apply.

Diploma

Undergraduate Degree

Master's Degree

MPhil

PhD

Post-registration training specific to palliative care.

Please describe:

Please could you indicate how you describe your ethnic or cultural background? On the next page
are the categories used by the NHS. Please select one category. This question is optional.

White British

White Irish

White - any other White background
Asian Bangladeshi or Bangladeshi British
Asian Indian or Indian British

Asian Pakistani or Pakistani British

Asian - any other Asian background
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Chinese

Mixed Black Caribbean + White

Mixed Black African + White

Mixed Asian + White

Mixed - any other Mixed background
Black Caribbean or Black Caribbean British
Black African or Black African British

Black - any other Black background

Any other ethnic group

Prefer not to answer

With which gender do you most identify?

Female
Male
Non-binary

Prefer to self-describe

Prefer not to answer

In which age group are you?

18-24 years
25-34 years
35-44 years
45-54 years
55-64 years
Over 65 years

Prefer not to answer
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And finally, please could you tell us which of the statements below best describes your family
situation? Please select one statement.

| have a dependent child (or children) under the age of 18 years.
All my children are over 18 years.

Neither of the above apply to me.

Prefer not to answer.

In this next section, we would like you to think about the patients who you care for in your
workplace.

When we refer to patients, we mean patients whose cancer cannot be cured, and who have a poor
or uncertain prognosis, or whose life expectancy is short.

How often do you encounter patients with dependent children? Please check one option below.

Regularly (at least weekly)
Occasionally (once a month)

Rarely (once every six months or so)
Hardly ever (once a year)

Never

How frequently do you provide support for patients with dependent children?

Very frequently
Quite frequently
Sometimes
Hardly ever
Never

What types of support have you provided to patients with dependent children? Please select all
that apply.
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Emotional support.

Written literature/information.

Conduct Holistic Needs Assessment and care plan.

Signposting - please describe:

Referral to specialist services - please describe:

Other - please describe:

Below are names/descriptions of sources of support that patients/parents with dependent children
might find helpful.

We'd like you to tell us which ones you are aware of and how often you have used them.

Which of the following charitable organisations that support parents/children are you aware of
and, if aware, how frequently have you used them when supporting patients with dependent
children?

Not aware Aware Used Used Never
often occasionally used
Winston's Wish

Child Bereavement UK

Grief Encounter

RipRap for Teenagers

Teenage Grief Sucks
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1

2

3

4

5 Other than those we listed on the previous page, are you aware of any other charitable
? organisations that support parents/children? If so, please write names below.
8

9

10

11

12 And have you ever used any of these?

13

14

15

16

17

18 Which of the following books, booklets and resources that support parents/children are you
19 aware of, and, if aware, how frequently have you used these when supporting patients with
20 dependent children?

21

22 Not aware Aware Used often Used Never
23 sometimes used
24 Badger's Parting Gift by Susan

25 Varley

26

27 The Invisible String by Patricia

28 Karst

;g What Does Dead Mean? A

31 book for young children to

32 help explain death and dying

33 by Caroline Jay and Jenni

34 Thomas

35 The Little C Club

36

37

38 The Secret C by Julia Stokes

39 (Winston's Wish)

2(1) Pip's Kit by Fruit Fly Collective

42

43 No Matter What by Debi

44 Gliori

22 Macmillan Cancer Support

47 Booklet on preparing a child

48 for loss

49 Talking to Children and

50 Teenagers When an Adult has

51 Cancer by Macmillan Cancer

52 Support

;31 As Big As It Gets from

zs Winston's Wish

56

57

58

59
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Other than those we listed on the previous page, are you aware of any other books, booklets or
resources for supporting parents/children? If so, please describe/write names below:

Have you ever used any of these?

Now, we'd like you to think about your workplace.

Please could you tell us about the processes your workplace has, if any, for gathering information
about whether a patient has dependent children? Please select one option below that most
accurately describes what happens in your workplace.

We ask at admission or first community visit and enter in a patient's records.

We ask at admission or first community visit, but we do not enter in a patient's records.

We ask informally during a patient's stay or subsequent visits and enter in their records.

We ask informally during a patient's stay or subsequent visits, but we do not enter in their
records.

We have no consistent procedure.
We do not ask or record at any time.

Don't know.

If you have indicated that your organisation gathers information about whether a patient has
dependent children, please could you tell us if this information is ever gathered through Holistic
Needs Assessment? Please select one of the options below.

Yes, information about dependent children is gathered through Holistic Needs Assessment.

No, Holistic Needs Assessment is not used to gather information about dependent children.

Don't know.

Is there anything else you'd like to tell us about asking patients if they have dependent children?

University of SLHor(rE\ée@e)rzr(e)\%]éw only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 40 of 60

‘saIfojouyoal Jejiwis pue ‘Buiurey | ‘Buluiw elep pue 1Xa1 01 pale|al sasn Joj Buipnjoul ‘1ybliAdoo Aq paloalold

* (s3gv) Jnauadns juswaublosug

e

R e


http://bmjopen.bmj.com/

Page 41 of 60

oNOYTULT D WN =

BMJ Open

Thinking now about being supported to have conversations with patients.

Can you tell us which of the following best describes the support provided in your workplace for
having conversations with patients about their dependent children? Please select all that apply.

Practical support (facilities to have a conversation, directory of resources etc).
Formal support from managers (supervision, debrief time).

Informal support from colleagues/peer support.

Training in holding sensitive conversations.

Regular group/individual meetings with a counsellor/therapist/clinical supervisor.
Talking with a family support or well-being team.

Chaplin support/service.

No support is available.

We have to seek our own support if we need it.

Other, please describe:

Can you tell us more about the support provided in your organisation, if any, for having
conversations with patients about their dependent children?

In this last section, we'd like to ask you about your previous training experience and how you feel
about coming on this course.

What previous training courses, if any, have you attended? Please select all that apply.
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Advanced Communication Skills Training

Intermediate or Foundation Level Communication Skills Training

Level 2 Psychology

Sage & Thyme

None

Other, please describe:

Could you please tell us the reasons why you decided to come on this course? Please check up to
three reasons.

To get more confidence in working with patients who have dependent children.

To learn more about the effects on children of losing a parent to cancer.

To improve my communication skills with patients who have dependent children.

To network.

To help me control my emotions when | have conversations with patients who have
dependent children.

Because | was asked to attend.

To fulfil my CPD requirement.

Other, please describe:

Please could you tell us a little about what you hope to achieve by attending this course?

How likely do you think it is it that you can influence or bring about change in practice in your
workplace?
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Extremely unlikely.
Unlikely.
Somewhat likely.
Very likely.
Extremely likely

Is there anything more you would like to tell us about the likelihood that you can, or cannot,
influence or change practice in your workplace?

University of SLHcg?\ée@e)rzr(e)\%]éw only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

10

‘saIfojouyoal Jejiwis pue ‘Buiurey | ‘Buluiw elep pue 1Xa1 01 pale|al sasn Joj Buipnjoul ‘1ybliAdoo Aq paloalold

* (s3gv) Jnauadns juswaublosug

e

R e


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

Supplemental Material 5.
‘No Conversation Too Tough’

Post-training Main Questionnaire.

Now that you have taken part in the Ruth Strauss Foundation Training Programme we'd like you to
complete some further questionnaires to help us evaluate the course.

In this first section, we ask how you think the training was organised and delivered.

Strongly Agree Somewhat Disagree Strongly
Agree Agree Disagree

1. The pre-
course
communication
and joining
instructions
were clear.

2. The training
objectives
were clearly
defined.

3. The content
was organised
well and easy
to follow.

4. The topics
covered were
relevant to me.

5. There was
enough time
given to each
of the topic
areas.

6. The
facilitators
were
knowledgeable
about the
topics covered.

7. The
facilitators

University of Surrey © 2021
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were well
prepared.

8. The
facilitators
worked well
together.

9. The training
support
materials
helped
increase my
knowledge and
skills.

10. The range
of training
support
materials was
about right.

11. There was
enough time
allocated for
the training as
a whole.

12. The
training
objectives
were met.

13. The
roleplay
scenario
depicted felt
realistic.

14. The
roleplay actor
performed
authentically.

15. The
roleplay
activity created
a comfortable
space to
practise my

BMJ Open
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communication
skills.

Thinking about the venue where the training was held. How comfortable did you find it? Please
select one option below.

Not at all comfortable
Slightly comfortable
Moderately comfortable
Very comfortable
Extremely comfortable

How would you rate the number of participants on the course? Were there about the right
number, too many or not enough? Please select one option.

About the right number
Too many

Not enough

How did you find the amount of rest periods built into the course? Please select one option.

About the right number
Too many

Not enough

How useful did you find the breakout sessions? Please select one option.

Not at all useful
Slightly useful
Moderately useful
Very useful

Extremely useful
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How did you find the opportunity to meet and get to know other participants? Was this very
poor, poor, fair, good, or excellent? Please select one option.

Very poor
Poor

Fair
Good

Excellent

We'd now like to find out what you thought of the course content.

Can you tell us how satisfied you were with the content of the course? Please select one option.

Not at all satisfied
Slightly satisfied
Moderately satisfied
Very satisfied
Extremely satisfied
Thinking about the topics covered, how relevant were they to the training objectives? Please select
one option.
Extremely relevant
Very relevant
Moderately relevant
Slightly relevant

Not at all relevant

University of Surrey © 2021 4
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Were there any other topics you would have liked included?

No

Yes, please describe.

Were there any topics you would suggest leaving out in future?

No

Yes, please describe.

Did you learn as much as you expected? Please select one option below that describes your
expectation.

Did not meet my expectation

Fell below my expectation

Met my expectation

Was above my expectation

Far exceeded my expectation

Training courses can be taught with different styles and methods to meet different learning needs.

Can you tell us if the style of teaching and learning in the Ruth Strauss Foundation Training
Programme was comfortable for your needs? Please select one option below.

The methods of teaching and learning in the course were:

... just right for me.
... mostly right for me.

... hot right for me.

Please explain your answer:
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Thinking about supporting patients whose cancer cannot be cured and who have dependent

children.

Below are some questions about the strength of your intentions and feelings as a result of the

training.

For each question below, please indicate your response from 0 (low) to 100 (high):

How strong is your intention to use what you
have learned through the training in your
practice?

How strongly do you feel that the training will
be useful for supporting patients?

How strongly do you feel that the training will
leave you more satisfied in the work you do
with patients?

How strongly do you feel that the training has
encouraged you to seek out more knowledge
and understanding about working with
patients with dependent children?

Response (write down a number from 0-100):

Last in this section, can you tell us what you will do differently in your practice from now on?

On the next page are some questions about recommending the training and influencing practice.

Which of the following professional health care groups do you think would most benefit from the

training course? Select as many as you prefer.
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For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saIfojouyoal Jejiwis pue ‘Buiurey | ‘Buluiw elep pue 1Xa1 01 pale|al sasn Joj Buipnjoul ‘1ybliAdoo Aq paloalold

* (s3gv) Jnauadns juswaublosug

e

R e


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

Tumour-specific CNSs

Palliative Care CNSs/Nurses

Lead Nurses

Chemotherapy Nurses

District Nurses

Oncologists, Consultants

Allied Health Care Professionals

Community Nurses

Social workers

Educators

Other, please describe.

None of these

How likely are you to recommend the course? Please select one option.

Very unlikely
Unlikely

Not sure
Quite likely

Very likely
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Below are some statements about attitudes to change.

Please can you tell us how much you agree or disagree with each?

Strongly | Disagree Neither Agree Strongly
Disagree Agree nor Agree
Disagree

I will share my learning from the

training with other colleagues and

contacts.

Now that | have completed the

training, | will be able to change or

influence practice in my workplace.

Now that | have completed the

training, | will be able to change or

influence wider practice.

Did your organisation support your attendance on the course?

Yes, please explain how:

No

The following statements refer to being supported to have conversations with patients about the
needs of their dependent children.

How much do you agree or disagree with each?

Strongly Disagree Neither Agree @ Strongly
Disagree Agree Agree
nor
Disagree
There is enough support available within
my workplace to help me reflect on these
conversations.
It would be helpful to me if there was a
community of peers that | could engage
with for support in respect of these
conversations.
I like to deal with my feelings about these
conversations in private.
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We'd like to get your thoughts on the course overall, and if you wish, you can take the opportunity
to elaborate on your previous answers.

Could you tell us what aspects of the course worked well for you?

And, please could you tell us what aspects worked less well for you?

Are there any ways you think the course could be improved?

Is there anything else you would like to tell us about the training course?
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Supplemental Material 6.
‘No Conversation Too Tough’

Before training interview questions

General questions about participant:

1. Firstly, can you tell me a bit about yourself?
- What is your job role, and can you describe some of your day-to-day activities within this
role?
2. Canyou tell me a bit more about your training background, pre- and post-registration?
- As you know, The RSF training programme focuses specifically on helping patients whose
cancer cannot be cured to communicate with and support their dependent children.
Were there any elements, broad or specific, within your previous training, pre- or post-
registration, that you believe have positively influenced your ability to help patients in
this sense?
- And do you think there were any gaps in your training in relation to this? [if so, what
were these?]

Questions about motivations, hopes and expectations in relation to RSF training programme:

3. How did you come to hear about this training programme and what were your initial
thoughts regarding, for instance, the name ‘No conversation too tough’ and the training
description provided by RSF?

4. What made you sign up for this training programme?

5. What are the most important things that you hope to get out of the training programme?
Why is this important to you?

- How do you expect the training to help you in supporting patients and their children?

- Regarding this, are there any specific elements that you hope to see in the training,
which will help you support patients? How do you think these may help you?

- Is there anything else that you would like to add regarding your expectations in relation
to the training programme?

Questions about experience:

6. Canyou tell me a bit more about the kinds of patients you work with on a regular basis and
to what extent you tend to be aware of these patients’ family situations and/or have
conversations with patients about their family situations? [further probing based on
response, e.g. How do you usually become aware of this? Is this through formal or informal
conversation/volunteered by patient/asked/does it come up in holistic needs assessment? If
participant mentions they do not regularly have these conversations, ask why they think this
is]

7. How often do you encounter patients whose cancer cannot be cured and who have
dependent children in practice?

University of Surrey © 2021 1
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What are your experiences in relation to communicating with these patients about their
children/discussing support for their children/communication with their children directly?
[further probing based on response]

- How do you feel about this? (in terms of, for instance, your confidence, skills and
managing your own emotions)?

- Canyou think of any specific examples where you feel that you were able to support
these patients and their children effectively? What made this effective, and how did you
feel in this situation?

- Canyou think of any specific examples where you found supporting these patients and
their children more challenging? What made it challenging, and how did you feel in this
situation?

To what extent do you believe you can personally influence change in your workplace in

general, and specifically when it comes to helping patients communicate with and support

their children? [further probing based on response, e.g. what do you see as constraints in
relation to this?]

10. In your workplace, do you receive any support for having conversations with these patients

11.

12.

13.

and their children? [further probing based on response — If yes: What kind of support? Do
you find this to be helpful? If no: why do you think no support is currently being offered? Do
you think this will change in the future?)

Because we are aware that personal context can be important for perspectives in relation to
children’s needs, may | ask if you have any children that you are a parent or guardian to or
that you are in any other way responsible for? How old are they?

Does anything from your own life influence your response to these patients, and/or your
approach to communicating with and supporting these patients and their children?

That’s all my questions. Is there anything that we haven’t covered and that you would like to
share before we finish?
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Supplemental Material 7.

‘No Conversation Too Tough’

After training interview questions

1.

10.

11.

12.

13.

14.

15.

First of all, can you tell me what your overall thoughts on the training programme were?
- Was there anything that worked particularly well for you? Why do you think this worked
well for you?
- Was there anything that worked less well for you? Why do you think this did not work
so well for you? How do you think this can be improved in the future?

What did you think of the communication about the training beforehand? Was it clear
enough to you in advance when and in what format the training would take place?

You previously told me that your main reasons for signing up to the training programme
were [...]. To what extent do you believe the training programme has met your expectations
in relation to this? Why/why not? [If expectations met: Which elements of the training did
you find particularly helpful in relation to this? If not: Why do you think the training
programme did not meet these expectations?]

Were there any surprises in the training programme? Can you explain what these were and
why it was surprising to you?

Was there anything missing in the training programme? [If so: why is that important? How
do you think this could/should be included in the future?]

We are aware that the training day was quite full, with a lot of information and
components. Do you think it would be possible to move some elements into pre-course
work, for participants to do before the course, to free up time on the day for other things? If
so, which elements and how do you think this could be done?

What did you think of the role play and the actor who carried out the role play? What, if
anything, did you get out of this?

Thinking about your previous training background, and where you currently are in your
career, how did you feel about the suitability of the level of the training programme?

Do you believe the training has made a difference to how you feel in terms of your skills and
confidence in relation to helping patients whose cancer cannot be cured communicate with
and support their dependent children? [Why and in what way?/Why not?]

And has the training made any difference to how you feel in relation to managing your own
emotions and feeling supported?

Which elements of the training, if any, do you aim to implement in your practice? How do
you intend to do this? What do you think will be the timeline for doing this?

Do you think implementing these elements will make a difference to patients? [If so: how
and why? If not: why not?]

What do you believe to be the main barriers and facilitators to implementing your learning
from the training in practice/in your workplace? [In relation to any barriers: do you think
these can be overcome? How?]

What support do you need in your workplace to implement learning from the training in
your practice? Is this support available? [If not: what might be most helpful?]

In the training programme, the intention to build a community of practice has been
discussed
- What are your thoughts on this?
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- What might you like to get out of a community of practice that will follow on from this?
training programme? Would this include seeking support from the other training
participants? How likely do you think you are to stay in touch with the other participants and
contact them? Do you think you would benefit from RSF keeping you connected? How?
SHOW SLIDE ABOUT COMMUNITY OF PRACTICE AND ASK WHAT THEY THINK OF THIS
16. In addition to further improving the training programme, we also aim to improve the way in
which we are conducting this evaluation research for the next round of participants. In
relation to this, do you have any comments on the questionnaires, these interviews and the
reflective log document we are sending out?
17. Is there anything else that you would like to share before we finish?
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1
2
3 . . s 2o
. Supplemental Material 8. Evaluation Sample Characteristics
5
6
7 Pre-Training  Post-Training Pre-Training Post-Training
8 N =35 N =28 N =35 N =28
9 n %" n %* n %* n %*
10 Demographics: Time in current specialism
11 Gender Identity Less than a year 4 11 4 14
12 Female 31 89 25 89 1-2 years 6 17 5 18
Male 4 11 3 11 3-4 years 5 14 4 14
13 Totalb 35 28 5 or more years 20 57 15 54
14 Age Group Total® 35 35
15 18-24 years 1 3 1 3 Qualifications
16 25-34 years 7 20 7 25 Diploma 14 40 10 36
35-44 years 8 23 5 18 Undergraduate Degree 24 69 20 71
17 45-54 years 11 31 8 29 Master's Degree 8 23 7 25
18 55-64 years 8 23 7 25 Post Registration Training specific to 16 46 15 53
19 Total® 35 28 Palliative care
20 Ethnic/Cultural Background Totals exceed sample sizes
21 White British 24 69 19 68 Professional Roles:
White Irish 1 3 1 4 Acute Care Clinical Nurse Specialists 16 46 11 39
22 White Other 5 14 4 14 Breast Cancer n= 5
23 Asian 2 6 1 4 Haematology 2
24 Mixed background 1 3 1 4 Lung Cancer 2
25 Black Caribbean/Black 1 3 1 4 Colorectal 1
26 Caribbean British Gynaecology Oncology 1
Black African or Black 1 3 1 4 Myeloma and Plasma 1
27 African British Oncology 1
28 Total® 35 28 Oesophageal/Gastroenterology 1
29 Presence of Children Neuro-Oncology 1
30 Under 18 years 18 51 12 43 Sarcoma 1
All children over 18 years. 9 26 8 29 Palliative Care 14 40 12 43
31 No children 8 23 8 29 Hospital Palliative Care Nurse 8
32 Total® 35 28 Hospice Community Care Nurse 3
33 Professional Status: NHS Trust Community 1
34 Registration Year Palliative Care Nurse
35 1980-1989 6 17 5 18 Clinical Practice Educator for 1
1990-1999 9 26 6 21 Palliative Care
36 2000-2009 9 26 6 21 Hospital Palliative Care Social 1
37 2010-2020 11 31 11 39 Worker
38 Total® 35 28 Cancer Support 4 11 4 14
39 Support/Information Specialist 3
40 Support Services Manager 1
41 Lead Research Nurse 1 3 1 4
Total® 35 28
42 a Percentages rounded.
43 b Some totals exceed 100% due to rounding.
44 Seven participants were lost to quantitative post-training assessment, two of whom were also lost to qualitative post-training interviews. Reasons given
45 were, lack of time due to busy practice, issues with staffing levels, and personal reasons (leave, illness).
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saIfojouyoal Jejiwis pue ‘Buiurey | ‘Buluiw elep pue 1Xa1 01 pale|al sasn Joj Buipnjoul ‘1ybliAdoo Aq paloalold

I e

* (s3gv) Jnauadns juswaublosug

e


http://bmjopen.bmj.com/

oNOYTULT D WN =

Supplemental Material 9. Reactions to the Training

n=28

Facilitators worked well together.

Facilitators were knowledgeable about topics.
Topics were relevant to me.

Facilitators were well prepared.

Objectives were met.

Communication and joining instructions were clear.
Content was organised well and easy to follow.
Training objectives were clearly defined.

Enough time was given to each topic.

Enough time allocated for the training as a whole.
Support materials helped increase my knowledge and skills.
Range of training support materials was about right.

Course 2 and 3 only n=21

Roleplay actor performed authentically.

Roleplay scenario depicted felt realistic.

Roleplay created a comfortable space to practise my communication skills.
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Criteria for Describing and Evaluating Training Interventions in
Healthcare Professions (CRe-DEPTH) Checklist
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Developed from:

9 Van Hecke A, Duprez V, Pype P, Beeckman D, Verhaeghe S. Criteria for describing and evaluating
10 training interventions in healthcare professions - CRe-DEPTH. Nurse Educ Today. 2020;84:104254.
11 doi:10.1016/j.nedt.2019.104254

13 Item # Criterion Reported
on Page #

16 Development of the training
17 1

Description of the aim or objectives of the training 7

19 2 Description of the underlying theoretical framework 5/6

3 Description of the developmental process 7

22 4 Description of the target population and setting of the training 7

24 5 Description of the educational resources 7

25 Characteristics of the training

27 6 Description of the content of the training

7 Description of the format

30 8 Description of the didactic methods of training

N9 9

32 9 Description of the tailoring of the training

Characteristics of the providers/trainers
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35 10 Description of the providers of the training 5/6

Assessment of the training outcomes

38 11 Description of the measured outcomes 8/9

40 12 Description of the applied assessment method, including validity and reliability. 8/9

42 Note: Listed on the Enhancing the QUAlity and Transparency of health Research (EQUATOR)
Network
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COREQ, (COnsolidated criteria for REporting Qualitative research) Checklist

Page 60 of

A checklist of items that should be included in reports of qualitative research. You must report the page number in your manuscript

where you consider each of the items listed in this checklist. If you have not included this information, either revise your manuscript

accordingly before submitting or note N/A.

Topic Item No. Guide Questions/Description Reported on
Page No.
Domain 1: Research team .
and reflexivity g
Personal characteristics ¢
Interviewer/facilitator 1 Which author/s conducted the interview or focus group? 9
Credentials 2 What were the researcher’s credentials? E.g. PhD, MD 9 f
Occupation 3 What was their occupation at the time of the study? Q 'E
Gender 4 Was the researcher male or female? N7A g
Experience and training 5 What experience or training did the researcher have? 9 E-
Relationship with g
participants S
Relationship established Was a relationship established prior to study commencement? 7 9.
Participant knowledge of What did the participants know about the researcher? e.g. personal -
the interviewer goals, reasons for doing the research N/A—é.é”
Interviewer characteristics 8 What characteristics were reported about the inter viewer/facilitator? mg-
e.g. Bias, assumptions, reasons and interests in the research topic m.cg
Domain 2: Study design u o
Theoretical framework a0
Methodological orientation 9 What methodological orientation was stated to underpin the study? e.g. : '%
and Theory grounded theory, discourse analysis, ethnography, phenomenology, 9,10 g 5'
content analysis :E,;\
Participant selection 3 %
Sampling 10 How were participants selected? e.g. purposive, convenience, _21—5’3
consecutive, snowball / ‘: .
Method of approach 11 How were participants approached? e.g. face-to-face, telephone, mail, - =
email ;:L'
Sample size 12 How many participants were in the study? 10
Non-participation 13 How many people refused to participate or dropped out? Reasons? 10
Setting g
Setting of data collection 14 Where was the data collected? e.g. home, clinic, workplace 9 _§_-
Presence of non- 15 Was anyone else present besides the participants and researchers? =
participants 9—:,8_
Description of sample 16 What are the important characteristics of the sample? e.g. demographic ——=
data, date 10 GE
Data collection Y
Interview guide 17 Were questions, prompts, guides provided by the authors? Was it pilot 9
tested?
Repeat interviews 18 Were repeat inter views carried out? If yes, how many? 10
Audio/visual recording 19 Did the research use audio or visual recording to collect the data? 9
Field notes 20 Were field notes made during and/or after the inter view or focus group? | N/A
Duration 21 What was the duration of the inter views or focus group? 9
Data saturation 22 Was data saturation discussed? N/A
Transcripts returned 23 Were transcripts returned to participants for comment and/or N/A

-
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correction?

Domain 3: analysis and

findings

Data analysis

Number of data coders 24 How many data coders coded the data? 9

Description of the coding 25 Did authors provide a description of the coding tree?

tree 2 -

Derivation of themes 26 Were themes identified in advance or derived from the data? 9 E

Software 27 What software, if applicable, was used to manage the data? 9 =

Participant checking 28 Did participants provide feedback on the findings? N/A d

Reporting g

Quotations presented 29 Were participant quotations presented to illustrate the themes/findings? Z
Was each quotation identified? e.g. participant number 15 'E_

Data and findings consistent 30 Was there consistency between the data presented and the findings? 15 p

Clarity of major themes 31 Were major themes clearly presented in the findings? 15,16,17,18

Clarity of minor themes 32 Is there a description of diverse cases or discussion of minor themes? 15.16,17.18

Developed from: Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist
for interviews and focus groups. International Journal for Quality in Health Care. 2007. Volume 19, Number 6: pp. 349 — 357

Once you have completed this checklist, please save a copy and upload it as part of your submission. DO NOT include this

checklist as part of the main manuscript document. It must be uploaded as a separate file.
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