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1 Communication by healthcare staff

2 Review question
3 How should healthcare staff communicate with babies, children and young people, and the
4 parents or carers of babies and young children?

Introduction

5

6 Good communication with babies, children, young people and the parents or carers of babies

7 and young children is essential and it is vital for healthcare professionals to establish rapport

8 and good communication from the very first contact and throughout healthcare. Effective

9 communication can support children and young people to understand their health condition,
10 treatment options, treatment plans, and reduce anxiety and fear.

11 Communication is also vital to ensure a thorough understanding to allow for informed
12 consent and shared decision-making, especially in circumstances where the issues to be
13 considered are difficult or emotional.

14 The aim of this review is to identify the preferred way for healthcare staff to communicate
15 with babies, children and young people, and the parents or carer of babies and young
16 children.

17 Summary of the protocol

18 See Table 1 for a summary of the population, phenomenon of interest and primary outcome
19 characteristics of this review.

20 Table 1. Summary of the protocol
¢ People <18 years-old who have experience of healthcare

o Studies that use the views of parents or carers as proxies will be
included only if they are responding on behalf of their child or charge,
and

o The baby or child of the parent or carer is under-5 years-old, or

o There is a clear rationale provided as to why the study is using
parents’ or carers’ views on and experiences of healthcare as
proxies for their child.

Experience of healthcare, in particular communication with healthcare
staff

Themes will be identified from the literature. The committee identified the
following potential themes (however, not all of these themes may be
found in the literature, and additional themes may be identified):

e Absence of continuity of communication with staff throughout the
healthcare journey in short- or long-term (e.g. staff does not explain
aim or reasons for emergency procedure)

e Appropriate and multiple opportunities to ask staff questions about
healthcare condition and treatment options,

¢ Avoiding use of medical jargon

e Importance of feeling a personal connection to healthcare staff
e Lack of consistency in what is communicated

o Lack of appropriately-trained staff

e Provision of interpreter

e Sensitivity of staff to personal and family circumstances

6
Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)
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For further details, see the review protocol in appendix A.

Methods and process

This evidence review was developed using the methods and process described in
developing NICE guidelines: the manual. Methods for this review question are described in
the review protocol in appendix A and the methods supplement.

Clinical evidence

Included studies

This was a qualitative review with the aim of:

¢ Understanding how children and young people, or the parents or carers of babies and
very young children prefer healthcare staff to communicate with them.

A systematic review of the literature was conducted using a combined search. Thirteen
studies were included in this evidence review: 8 studies used semi-structured interviews
(Arnott 2012, Boyden 2013, Heath 2015, Law 2020, McCormack 2010, Sharkey 2016, Taylor
2010, Wood 2018); 2 used participatory-based approaches (Curtis-Tyler 2012, Gibson 2010);
1 study used mixed-methods (Lowes 2015); and 1 systematic review included qualitative,
gquantitative and mixed-methods studies (Robards 2018). With the exception of Robards
2018, which included studies from the US, Australia, Canada, New Zealand and Portugal,
the remaining 12 studies were conducted in the UK.

The included studies are summarised in Table 2.

The data from the included studies were synthesised and explored in a number of central
themes and sub-themes (as shown in Figure 1). Main themes are shown in dark blue, and
sub-themes in pale blue.

Figure 1: Theme map
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See the literature search strategy in appendix B and study selection flow chart in appendix C.

7
Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)


https://www.nice.org.uk/article/pmg20/chapter/1%20Introduction%20and%20overview

DRAFT FOR CONSULTATION
Communication by healthcare staff

1 Excluded studies

2 Studies not included in this review are listed, and reasons for their exclusion are provided in

3 appendix K.

4 Summary of studies included in the evidence review

5 Summaries of the studies that were included in this review are presented in Table 2.

6 Table 2: Summary of included studies

Study
Arnott 2012

Study design

Semi-structured
interview

Aim of the study

To identify unmet
information and
communication
needs of parents
whose child has
had a suspected
adverse drug
reaction.

Liverpool, UK
Boyden 2013

Study design

Semi-structured
interview

Aim of the study

To explore the
experiences of
children using a
local learning
disability-CAMHS
service, in order
to produce a set
of quality
standards in line
with Department
of Health
guidelines and
national legal
requirements.

Derbyshire, UK
Curtis-Tyler 2012

Data collection

Participatory-
based

Population

N=45 parental
proxies of 44
babies, children, or
young people
o Only parents of
children under
5 years old are
included in this
review

Characteristics

Age of child
(range): 0-17 years

Gender of child
(M/F): 24/20

N=7 children and
young people

Characteristics
Age (range): 11-17

years

Gender (M/F): 5/2

N=17 children

Characteristics
Age (range): 4-11
years

Methods
Recruitment
2 sampling routes

e Adverse Drug Reaction
programme at UK
paediatric centre

¢ Yellow Card scheme
(UK drug surveillance
system)

Data collection
Semi-structured interviews

Analysis
Modified grounded theory

Recruitment

Participants suggested by
CAMHS team

Data collection
Semi-structured interviews

Analysis
Thematic analysis

Recruitment
Convenience sampling
where study invitations
were sent to children’s
homes and outpatient

8

Themes

e Medical information: Co-
ordination

e Medical information:
Timing

e Medical information:
Future

¢ Types of communication:
Written

e Consultations: clear and
Honest

e Communication with
parents: Utilising
knowledge of their child

e Person not patient:
Creating relationships

e Types of communication:
Talking and listening

e Types of communication:
Creative and interactive

e Types of communication:
Behavioural

e Consultations: Age-
appropriate

e Consultations: First
impressions

e Person not patient:
Importance of nurse
involvement

e Types of communication:
Talking and listening

Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)
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Study
approaches,
home visits,
discussion
groups and
observation

Aim of the study

To explore the
experiences of
children under 10
years who live
with Type 1
diabetes.

London, UK
Gibson 2010

Study design

Participatory-
based activities

Aim of the study

To examine the
views of children
and young
peoples on
cancer care and
to present a
conceptual model
of communication
and information
sharing.

UK (exact
location not
specified)

Heath 2015

Study design

Semi-structured
interview

Aim of the study

To explore
babies, children
and young
people’s (and
parents') views of
paediatric
outpatient care,
focusing on how

Population

Gender (M/F): 9/8

N=38 children and
young people

Characteristics
Age (range): 4-19
years

Gender (M/F):
18/20

N=14 children and

young people

¢ n=8 hospital
outpatient

e n=6 community
clinic outpatient

Characteristics
Not reported

Methods

clinics. Participants self-
selected to join the study.

Data collection

Home visits with
participatory-based
approaches, clinic
appointment observation,
passive observation of
waiting rooms and
discussion groups.

Analysis
Ground theory approach

Recruitment

Paediatric cancer patients
identified by clinicians,
notices at parent support
groups and posters in
clinical areas of 3 UK
Principal Cancer
Treatment sites

Data collection

Three age-appropriate

participatory methods

used:

e Play and puppets (4-5
years old)

e Drawing and writing
techniques (6-12 years
old)

o Activities day and
interviews (13-19 years
old)

Analysis
Inductive thematic
analysis

Recruitment

Purposive sampling of
families in waiting area of
paediatric clinic

Data collection
Semi-structured interviews

Analysis

Descriptive
phenomenology

9

Themes

e Medical information:
Amount

e Person not patient:
Insensitivity

e Person not patient:
Creating relationships

e Person not Patient:
Importance of nurse
involvement

e Types of communication:
Talking and listening

e Types of communication:
Behavioural

e Consultations: Age-
appropriate

¢ Consultations: Actively
promoting involvement

e Consultations: Clear and
honest

e Communication with
parents: Support

e Person not patient: Time

e Person not patient:
Insensitivity

e Consultations: First
impressions

e Communication with
parents: Utilising
knowledge of their child

Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)
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Study

healthcare setting
may impact
experiences.

Birmingham/West
Midlands, UK

Law 2020

Study design

Semi-structured
interview

Aim of the study

To understand
young people's
concept of mental
health recovery.

East Anglia and
Greater
Manchester, UK

Livesley 2013

Study design
Ethnographic,
including
participatory
activities and
fieldwork

Aim of the study

To explore
children's
experiences of,
and knowledge
about, being a
hospital in-
patient.

North England,
UK

Lowes 2015

Study design

Population

N=23 young people

e n=15 <18 years

e n=8 >18 years

o Only the views

of the young
people under
18 years are
included in this
review.

Characteristics
Age (years, n):
e 14-17=15

e 18-21=5

e 22-25=3

Gender (M/F/non-
binary): 4/18/1
N=17 children and
young people
* N=6 phase 1
e N=9 phase 2

Characteristics
Phase 1

Age (range): 9-15
years

Gender (M/F/not
reported): 3/2/1

Phase 2
Age (range): 5-14
years

Gender (M/F): 3/7

e Study reports that
there were 9
participants in
Phase 2 but
provides details
of characteristics
for 10
participants.

e N=518 children
and young people
completed

Methods

Recruitment

Convenience sampling of
2 regional mental health
services.

Data collection
Semi-structured interviews

Analysis
Thematic analysis

Recruitment

Purposive sampling from
hospital records and
patients admitted to
paediatric hospital study
ward

Data collection
Age-appropriate home-
based participatory
activities (Phase 1) and
subsequent field work on
paediatric hospital ward
(Phase 2)

Analysis

Constant comparative
method

Recruitment

Participants taking part in
DEPICTED cluster-
randomised control trial

10

Themes

e Person not patient:
Creating relationships

e Types of communication:
Talking and listening

o Consultations: Actively
promoting involvement

e Person not patient:
Creating relationships

e Person not patient: Time
e Person not patient:
Insensitivity

e Types of communication:
Behavioural

e Medical information:
Amount

Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)



DRAFT FOR CONSULTATION
Communication by healthcare staff

Study

Free-text
guestionnaire

Aim of the study

To examine
experience of
children and
adolescents living
with and
managing Type 1
diabetes, and
attending
specialist
paediatric
diabetes services

Nationwide, UK

McCormack 2010

Study design

Semi-structured
interview

Aim of the study

To explore the
impact of chronic
health conditions
on young people,
their lives, their
families and their
interactions with
healthcare
services.

Cornwall and
Devon, UK

Robards 2018

Study design

Systematic
review

Aim of study

To examine how
young people
who are
marginalized

Population
baseline
questionnaires
o N=259 in

intervention
group

o N=259 in control
group

e N=390 children
and young people
completed 1 year
follow- up
questionnaires:

o N=185in
intervention
group

o n=205 in control
group

Characteristics
Age (range): 7-15
years

Gender: Not
reported

N=3 young people

Characteristics
Age (range): 12-18
years

Gender: Not
reported

K=68 studies

Range of sample
size: N=3 to 1388

Characteristics
Type of study (k):

e Qualitative=44

e Quantitative=16

e Mixed-methods=8

Methods

study, who were recruited
from 26 secondary and
tertiary care paediatric
diabetes services

Data collection

Age-appropriate free-text
guestionnaires at baseline
and 1-year follow-up

Analysis
Qualitative descriptive
analysis

Recruitment

Participants taking part in
a documentary about the
impact of living with
chronic ilinesses.

Data collection
Semi-structured interviews

Analysis
Thematic analysis

Recruitment
Not applicable

Data collection

Systematic literature
search

Analysis

Data extraction, quality
appraisal of studies, and
thematic analysis

11

Themes

e Person not Patient:
Importance of nurse
involvement

e Consultations: With and
without parents

e Medical information:
Going forward

e Person not patient:
Insensitivity

e Person not patient:
Creating relationships

e Person not patient:
Insensitivity

e Person not patient:
Creating relationships

e Consultations: First
impressions

¢ Consultations: Actively
promoting involvement

e Types of communication:
Listening

Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)
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Study

access and
engage with
health services
and navigate
health-care
systems in high-
income countries

Multiple countries

Sharkey 2016

Study design

Semi-structured
interview

Aim of the study

To explore the
experiences of
healthcare
professionals and
parents when
communicating
with children who

Population

o This study
incorporated all
their results
(qualitative and
guantitative)
into a narrative
summary,
which was then
used in the
findings of this
review.

Participants (k):

e Young people=61

o Professionals=11

Parents=7
o Although the

study notes that
their themes
were identified
by all the
participants in
their population
(marginalised
young people
up to age 24
years old,
parents and
healthcare
professionals),
views of people
> 18 years old,
parents and
health
professionals
will also have
been included
in their results.
Our findings
have been
downgraded for
relevance
where
applicable.

N=17 parental
proxies for children
with
‘communication
difficulties’

Characteristics
Age of child
(range): 5 to 16
years

Gender of child
(M/F): Not reported

Methods

Recruitment

Researchers identified
parents of disabled
children admitted to 2
district general hospitals in
England and displayed
posters in wards and
parent rooms

Data collection
Semi-structured interviews

Analysis

12

Themes

e Medical information: Co-
ordination

e Medical information: Co-
ordination

e Person not patient: Time

¢ Person not patient:
Creating relationships

e Types of communication:
Creative and interactive

e Types of communication:
Listening

e Types of communication:
Talking

Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)
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Study

have
‘communication
difficulties' on a
paediatric
inpatient ward.

South West
England, UK

Taylor 2010

Study design

Semi-structured
interview

Aim of the study
To explore the
views of children
and their
parents/carers
regarding their
involvement in
paediatric
consultations.

Northampton and
London, UK

Wood 2018

Study design

Semi-structured
interview

Aim of the study
To determine
whether
adolescents and
their families can
articulate their
experiences of
their ICU or high
dependency unit
visit, and to
identify the
factors that are
important to them
during such
Visits.

UK

Population

N=43 children,
young people and
parents

e n=20 children and
young people
e N=23 parents
o Only the views
of children and
young people
included in this
review

Characteristics
Age [median
(range)]: 10 (7-16)
years

Gender of child
(M/F): 5/15

N=17 young people

and parents

e N=8 mother-

adolescent dyads
e n=1 mother
o Views and

experiences of
the mothers
were included
in this review as
they were
reflecting on a
period of time
when their child
may not have
been able to
participate in
healthcare
conversations
and decisions
while in ICU.

Characteristics
Age of children
(years, n):

o 14=1

e 15=3

e 16=2

Methods
Framework analysis

Recruitment

Consecutive sampling of
families attending 1 of 2
paediatric in- and out-
patient clinics

Data collection

Semi-structured interviews
with topic guide

Analysis

Thematic (Framework)
analysis by 2 researchers
with 3 researcher
checking process and
methodology

Recruitment
Purposive sampling using
local specialist nurses

Data collection
Semi-structured interviews

Analysis

Framework thematic
analysis

13

Themes

e Communication with
parents: Utilising
knowledge of their child

e Medical information:
Going forward

e Medical information:
Amount

e Person not patient: Time

e Consultations: Actively
promoting involvement

e Consultations: With and
without parents

e Consultations: Age-
appropriate

e Person not patient:
Creating relationships

e Person not patient:
Insensitivity

¢ Consultations: Actively
promoting involvement

e Consultations: Age-
appropriate

Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)
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Study Population Methods Themes
o 17=2
e 19=1

Gender: Not
reported.

CAMHS: Child and Adolescent Mental Health Service; F: Female; ICU: Intensive care unit; M: Male; N: Number;
VS; Versus

See the full evidence tables in appendix D. No meta-analysis was conducted (and so there
are no forest plots in appendix E).

Quality assessment of studies included in the evidence review

A summary of the strength of evidence (overall confidence), assessed using GRADE-
CERQual is presented according to the themes below. For each of the sub-themes, the
overall confidence was judged to be:

Main theme 1: Medical information

e Sub-theme 1.1: Timing. The overall confidence in this sub-theme was judged to be very
low.

e Sub-theme 1.2: Co-ordination. The overall confidence in this sub-theme was judged to be
very low.

e Sub-theme 1.3: Amount. The overall confidence in this sub-theme was judged to be
moderate.

e Sub-theme 1.4: Future. The overall confidence in this sub-theme was judged to be very
low.

Main theme 2: Person not patient

e Sub-theme 2.1: Creating relationships. The overall confidence in this sub-theme was
judged to be high.

e Sub-theme 2.2: Time. The overall confidence in this sub-theme was judged to be high.

e Sub-theme 2.3: Importance of nurse involvement. The overall confidence in this sub-
theme was judged to be low.

e Sub-theme 2.4: Insensitivity. The overall confidence in this sub-theme was judged to be
high.

Main theme 3: Type of communication

e Sub-theme 3.1: Creative and interactive. The overall confidence in this sub-theme was
judged to be very low.

e Sub-theme 3.2: Behavioural. The overall confidence in this sub-theme was judged to be
moderate.

e Sub-theme 3.3: Talking and listening. The overall confidence in this sub-theme was
judged to be high.

e Sub-theme 3.4: Written. The overall confidence in this sub-theme was judged to be very
low.

Main theme 4: Consultations

e Sub-theme 4.1: First impressions. The overall confidence in this sub-theme was judged to
be moderate.

14
Babies, children and young people’s experience of healthcare: evidence reviews for
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1 e Sub-theme 4.2: With and without parents. The overall confidence in this sub-theme was

2 judged to be very low.

3 e Sub-theme 4.3: Actively promoting involvement. The overall confidence in this sub-theme

4 was judged to be high.

5 e Sub-theme 4.4: Open and honest. The overall confidence in this sub-theme was judged to
6 be low.

7 e Sub-theme 4.5: Age-appropriate. The overall confidence in this sub-theme was judged to

8 be high.

9 Main theme 5: Communication with parents

10 e Sub-theme 5.1: Utilising knowledge of their child. The overall confidence in this sub-theme
11 was judged to be low.

12 e Sub-theme 5.2: Support. The overall confidence in this sub-theme was judged to be very
13 low.

14 Findings from the studies are summarised in GRADE-CERQual tables. See the evidence
15 profiles in appendix F.

16 Evidence from reference groups and focus groups

17 The children and young people’s reference groups and focus groups provided additional
18 evidence for this review. A summary of the findings is presented in Table 3.

19 Table 3: Summary of evidence from the reference groups and focus groups

e <7 years

e 7-11 years

e 11-14 years

¢ Qualities of healthcare staff

¢ Healthcare staff verbal and non-verbal communication style
o ‘| like it when doctors are friendly and good at their job’

e ‘If it does hurt you, you can tell them and they will listen’

o ‘If they use the complicated words | prefer if they [health
professionals] talk to mum and dad but if they use words |
understand | prefer them talking to me’

¢ ‘Don’t know what the instrument is and when | don’t know what it is
and then they use it on me, it feels a bit strange and scary’

¢ ‘Make eye contact’
¢ ‘Kind staff —explanations, so know what is happening’

20 See the full evidence summary in appendix M.

21 Evidence from national surveys

22 The grey literature review of national surveys of children and young people’s experience
23 provided additional evidence for this review. A summary of the findings is presented in Table
24 4.

25 Table 4: Summary of the evidence from national surveys
¢ Care Quality Commission. Children and young people’s inpatient
and day case survey 2018

e Child Outcomes Research Consortium. Child- and Parent-reported
Outcomes and Experience from Child and Young People’s Mental
Health Services 2011-2015
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o National Children’s Bureau. Listening to children’s views on health
provision 2012

¢ Picker Institute. Paediatric Emergency Department Survey 2015 and
Children and Young People’s Outpatient Survey 2015

o Picker Institute/NHS England/Bliss. Neonatal Survey 2014

e Word of Mouth Research and Point of Care Foundation. An options
appraisal for obtaining feedback on the experiences of children and
young people with cancer 2018

e Communication by healthcare staff towards the following groups:

o Children and young people in hospital as an inpatient or as a
day case

o Young people with disabilities or severe conditions
o Parents with babies in the neonatal unit

¢ Children and young people mostly felt listened and understood by
healthcare staff, although some felt that doctors didn’t use language
they could understand

e Young people with disabilities felt that there should be more
resources and systems in place adapted for those with
communication impairments or learning difficulties

e Parents of babies in the neonatal unit mostly felt supported by
healthcare staff

¢ Young people with severe conditions felt that they had a positive
experience of how the diagnosis and treatment plan was discussed
and communicated to them

See the full evidence summary in appendix N.
Economic evidence

Included studies

A systematic review of the economic literature was conducted, but no economic studies were
identified which were applicable to this review question. A single economic search was
undertaken for all topics included in the scope of this guideline. See supplementary material
6 for details.

Excluded studies

Economic studies not included in this review are listed, and reasons for their exclusion are
provided in appendix K.

Summary of studies included in the economic evidence review

No studies were identified which were applicable to this review question.

Economic model

No economic modelling was undertaken for this review because the committee agreed that
other topics were higher priorities for economic evaluation
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1 The committee’s discussion of the evidence

2 Interpreting the evidence

3 The outcomes that matter most
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This review focused on the preferences of children and young people in relation to
communication by healthcare professionals. To address this issue, the review was designed
to include qualitative data, and as a result, the committee could not specify in advance the
data that would be located. Instead, they identified the following main themes to guide the
review:

¢ Absence of continuity of communication with staff throughout the healthcare journey in
short- or long-term (e.g. staff does not explain aim or reasons for emergency procedure)

o Appropriate and multiple opportunities to ask staff questions about healthcare condition
and treatment options,

¢ Avoiding use of medical jargon

e Importance of feeling a personal connection to healthcare staff
e Lack of consistency in what is communicated

e Lack of appropriately-trained staff

¢ Provision of interpreter

e Sensitivity of staff to personal and family circumstances

The themes which emerged from the evidence review provided data relating to most of these
themes, and were related to communication within a consultation setting, how medical
information was communicated, the importance of communicating to a person as an
individual not just as a patient, the role of communication with parents, and the best types of
communication.

The committee did not prioritise any of the themes above other ones and considered all the
evidence valuable in making their recommendations.

The quality of the evidence

The quality of the evidence for the systematic review was assessed using GRADE-CERQual,
and the quality of the methodology of the individual studies was assessed using the relevant
Critical Appraisal Skills Programme (CASP) checklists.

The quality of evidence ranged from very low to high. Sub-themes were generally
downgraded because of the methodological limitations of the included studies. Examples of
these are lack of information regarding recruitment methods or how interviews were
conducted. Lack of reflexivity in data analysis was also a common limitation. Themes were
downgraded for coherence in the study findings. For example, the evidence for certain
themes were closely interlinked and may have lost some nuances in the synthesis and
separation. Additionally, themes that were mainly identified in the systematic review
(Robards 2018) were also downgraded due to relevance of evidence as the population for
this review included evidence from health professionals and young people aged up to 24
years old. Finally, evidence was also downgraded due to concerns about the adequacy of
data, as some themes only had relatively small amounts of evidence contributing to the
finding.

There was no evidence relating to babies less than 1-year-old.

Benefits and harms

The evidence from the systematic literature review on the theme of consultations identified
that first impressions are important, and children want to be greeted in a positive and friendly
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manner. The committee discussed that creating a good first impression was important to
ensure ongoing and effective two-way communication between the healthcare professional
and the child or young person.

There was evidence from the theme of ‘person not patient’ that children and young people
wanted their healthcare practitioners to get to know them as individuals. The committee also
highlighted that using people’s names was very important in creating a friendly environment.
In particular, the committee agreed that it could be disrespectful or even upsetting if, when
talking to other staff, babies, children and young people were referred to using their
diagnosis or by a bed number instead of their name. However, there was some concern from
the committee that using names of babies, children and young people between healthcare
professionals could risk confidentiality in open clinical environments, such as wards, and that
some caution may be needed when using both first name and surname.

There was evidence from the sub-theme of time that children and young people appreciated
healthcare professionals having the time to communicate with them, and not appearing too
busy to be able to do so. This was raised as a particular concern by the parents of children
with communication difficulties, who reported that additional time may be required to
communicate effectively with their children. There was evidence from the types of
communication theme that listening was as important as talking and that healthcare
professionals should take the time to build a rapport, allow children and young people to
express views or feelings such as fear or embarrassment without being judged, and that
healthcare professionals should respond with empathy. The committee agreed that all these
factors were important and included them in their recommendations.

The sub-theme of insensitivity provided evidence that children and young people wanted
communication to be culturally aware, take into account their feelings, and that poor
communication could lead to embarrassment and distress.

Evidence from the sub-theme of age-appropriate showed that children and young people
wanted communication to be tailored to their age, needs or ability to understand and the
committee agreed that communication may need to change as children got older, with
appropriate changes in language and vocabulary. Further evidence from the theme on types
of communication showed that different forms of communication were preferred by different
children and young people, and that creative and interactive methods could be useful (such
as puppets or modelling dough). This may be related to developmental age, but also
personal preference. The committee therefore agreed that the recommendations should
include discussing how a child or young person wanted to be communicated with. This was
particularly important for children who had specific needs relating to communication (for
example, if English was not their first language) and those who need to use other forms of
communication, such as non-verbal communication, and that in cases such as this a foreign
language or sign language interpreter, or other tools such as picture boards or computer-
based systems may be required. The committee also discussed communication with babies
and young children and agreed that verbal communication with babies and young children
was important and could provide reassurance. Non-verbal communication such as
containment holding (placing one hand around baby’s head and the other around their
bottom and holding the position very still) could also be used.

The theme on communication with parents identified some conflicting evidence. Parents
wanted healthcare staff to utilise the parents’ knowledge of their children to improve the
healthcare experience, especially for children with communication difficulties. However, other
parents said it was important for healthcare professionals to learn to communicate with their
children in whatever way was necessary, and to not rely on parents or carers always being
present. The committee acknowledged the importance of both of these views but did not
make a separate recommendation based on this evidence as they agreed it was already
covered by the recommendation on identifying the preferred form of communication for each
baby, child, young person, parent or carer.
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There was some evidence from the sub-theme of nurse involvement that suggested that
children and young people may be more comfortable talking to nurses than doctors, and that
nurses may be more patient-focused. The committee discussed that it was necessary for
communication to be carried out by the appropriate person, depending on the clinical
circumstances, subjects to be discussed, and preferences of the child, young person, parent
or carer. The committee also discussed that different staff may have differing competence
and expertise at communication, but that all staff should be trained to communicate
effectively and should demonstrate competency.

The sub-theme of behavioural communication provided evidence that children and young
people appreciated healthcare professionals who made eye contact, focused on them as a
person, and read their behavioural cues. The committee discussed that behavioural cues
were important, particularly for babies and younger children or those with communication
difficulties, and that healthcare professionals should be aware of these. As part of this
discussion the committee also agreed, based on their experience, that there may be
occasions where children and young people do not wish to communicate, and that this
should be respected, but that other multiple opportunities to discuss things should be offered.

Based on their experience, the committee agreed that children and young people want to
speak to the same person whenever possible, and not have to repeatedly share their stories.
As such the committee agreed that consistency in who an individual sees is important, and if
this cannot be the same person, it should be the same team of healthcare professionals.
Professionals should ensure that information is communicated between themselves so that
trauma in repeating stories is minimised, helping towards a positive experience and helping
trust to be built. However, the committee discussed that recommendations on this topic
would fit better on the section of the guideline relating to coordination and continuity of care
and so placed these recommendations in that section.

Over-arching messages from a number of the evidence themes related to communication
being friendly, healthcare professionals being kind, and communication being two-way, with
a collaborative approach. Evidence from the sub-theme on ‘honest and open communication’
showed that children and young people also appreciated being told things in a transparent
and open manner. The committee agreed that communication should be undertaken in a
compassionate and respectful manner at all times. The evidence also showed how children
and young people appreciate receiving information in an upbeat and positive way, where
appropriate. The committee acknowledged this was not always possible, as sometimes bad
news must be given, but agreed that even bad news can be given in a kind and
compassionate way.

As well as the evidence from the systematic review, the committee considered evidence from
the national surveys of children’s experience. There was mainly positive feedback from
children and young people about communication from staff, staff talking directly to them, the
ease of asking questions and having them answered, and that staff listened to them.
However, children and young people with disabilities recommended that staff should receive
more training on how to communicate with them. The committee discussed that this evidence
confirmed the evidence from the systematic review, and confirmed the recommendation on
ensuring that communication was tailored to an individual’'s preferred method and in a way
they could understand.

As there was no systematic review evidence for babies under 1 year, the committee
discussed the national survey of parents of babies on neonatal units. This showed that
parents were happy that communication with healthcare professionals was good — staff
introduced themselves, and were generally available to talk to parents, although the score for
the availability of doctors was lower than scores for other aspects of communication. There
was also evidence that parents were happy that their babies were called by their first name,
which reinforced the committee’s experience. The committee did not make a separate
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recommendation about communication on the neonatal unit, as the key points were already
included in their recommendations, which applied to all ages.

The committee also reviewed the feedback from the reference groups and focus groups
relating to communication. The key messages from all the groups of different ages were that
they liked healthcare professionals to be friendly. This was mentioned several times and in
different ways. They also wanted healthcare professionals to be polite, to say hello, to make
eye contact and to make them feel relaxed. They also wanted healthcare professionals to
have time, to ask them how they were feeling and to read behavioural cues. The committee
agreed that this evidence reinforced the evidence from the systematic review. The evidence
also mentioned that children and young people wanted things to be explained in a clear way,
using words they could understand, and the committee agreed this had already been
covered by their recommendations.

Finally, the committee discussed potential harms identified by the evidence or from their
recommendations. The committee noted that poor communication from unskilled healthcare
professionals could lead to a poor experience of healthcare. The committee also noted that
using parents to communicate with children and young people, particularly those with
communication difficulties, could impact on the privacy of the children and may even lead to
safeguarding concerns in some instances.

Cost effectiveness and resource use

There was no existing economic evidence for this review. The committee discussed that
implementing the recommendations would require healthcare professionals to have more
time to communicate. In practice, this may require longer consultation times, which could
create a resource impact on the health service. However, the committee noted that in many
settings the recommendations represented standard practice and this is not expected to
result in additional resources. The committee also discussed that ensuring all staff were
competent to communicate effectively may require additional resources, although there is
already various training available for staff around communication skills in the NHS.

Other factors the committee took into account

There was some overlap between the evidence for this review and the review on information,
as some of the evidence related to the communication of information. For example, there
was evidence on the use of written information to supplement verbal, the timing of
information (particularly when children were very ill), the amount of information supplied, and
the content of information. Recommendations on these areas had already been made by the
committee and the committee reviewed these and used the additional evidence from this
review to make some minor amendments to the recommendations they had already drafted
on access to information.

Recommendations supported by this evidence review

This evidence review supports recommendations 1.2.1 to 1.2.14 in the NICE guideline.
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Appendices

Appendix A — Review protocol

Review protocol for review question: How should healthcare staff communicate with babies, children and young people, and

the parents or carers of babies and young children?

Table 5: Review protocol

PROSPERO registration number
Review title
Review question

Objective

Searches

Babies, children and young people’s experience of healthcare: evidence reviews for communication by healthcare staff DRAFT (March 2021)

CRD42019145539
Communicating with babies, children, and young people

How should healthcare staff communicate with babies, children and young people, and the parents or carers
of babies and young children?

To establish how healthcare staff should communicate with babies, children, young people and their parents
or carers.

The following databases will be searched:
e CENTRAL

CDSR

Embase

MEDLINE

MEDLINE IN-Process

PsycINFO

One broad, guideline-wide, search will be conducted for qualitative questions, capturing the population and
the settings. A UK filter will be applied to identify relevant UK studies and a systematic review filter will be
applied to the remainder of the results to identify relevant reviews that include evidence from non-UK high-
income countries. If no systematic reviews of this type are identified, then a more focused search may be
conducted to identify studies conducted in the following high-income countries: Australia, Austria, Belgium,
Canada Denmark, Finland, France, Germany, Greece, Iceland, Ireland, Italy, Liechtenstein, Luxembourg,
Malta, Monaco, Netherlands, New Zealand, Norway, Portugal, Spain, Sweden, Switzerland, and USA.

Searches will be restricted by:
e Date: 2009
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Condition or domain being studied
Population

Phenomenon of interest

Comparator/Reference
standard/Confounding factors

Types of study to be included

Other exclusion criteria

e Language of publication: English language only

¢ Publication status: Conference abstracts will be excluded because these do not typically provide sufficient
information to fully assess risk of bias

o Standard exclusions filter (animal studies/low level publication types) will be applied

e For each search (including economic searches), the principal database search strategy is quality assured
by a second information specialist using an adaption of the PRESS 2015 Guideline Evidence-Based
Checklist

¢ Babies, children and young people’s experience of healthcare

¢ People <18 years-old who have experience of healthcare

¢ Studies that use the views of parents or carers as proxies will be included only if they are responding on
behalf of their child or charge, and

o The baby or child of the parent or carer is under-5 years-old, or

o There is a clear rationale provided as to why the study is using parents’ or carers’ views on and
experiences of healthcare as proxies for their child.

Note: Studies where part of the population is <18 years-old and part of the population is 218 years-old will
only be included if it is clear that the themes are supported by evidence from the former group only.

Experience of healthcare, in particular of communication with healthcare staff
Not applicable

e Systematic reviews of qualitative studies
e Studies using qualitative methods: focus groups, semi-structured and structured interviews, observations
e Surveys conducted using open ended questions and a qualitative analysis of responses

Note: Mixed methods studies will be included but only qualitative data will be extracted and risk of bias
assessed. Systematic reviews that include evidence from both high- and non-high income countries, as
defined by the World Bank, will only be included if the source of themes and evidence from high-income
countries can be clearly established. Evidence from individual qualitative studies conducted in the high-
income countries listed in the search strategy will be included only if no relevant systematic review evidence
is identified.

STUDY DESIGN

e Studies using quantitative methods only (including surveys that report only quantitative data)

e Surveys using mainly closed questions or which quantify open ended answers for analysis

24

Babies, children and young people’s experience of healthcare: evidence reviews for communication by healthcare staff DRAFT (March 2021)



DRAFT FOR CONSULTATION
Communication by healthcare staff

TOPIC OF STUDY
Studies on the following topics will also be excluded:

¢ Discussions about consent, confidentiality and privacy with respect to non-NHS commissioned health
promotion interventions

e Non-NHS commission health promotion interventions

e UK Law and legal protections relating to consent, privacy and confidentiality for babies, children and young
people. This will include (but will not be limited to) Fraser competence, Mental Capacity Act 2005, and
Child Abuse and Prevention Act 1974

¢ Views and experiences of healthcare professionals and service managers

¢ Views and experiences of people reporting on shared decision making in the context of social care
planning

Studies that focus explicitly on the following topics rather than focussing on the views on and experiences of
babies, children and young people in healthcare will be excluded as they are covered by the following NICE
guidelines:

¢ Child abuse and maltreatment:

o Child abuse and neglect (NG76)

o Child maltreatment: when to suspect maltreatment in under 18s (CG89)
e Community engagement

o Community engagement (NG44)
e Drug misuse in children and young people:

o Alcohol: school-based interventions (PH7)

o Alcohol-use disorders: diagnosis, assessment and management of harmful drinking and alcohol
dependence (CG115)

o Alcohol-use disorders: prevention (PH24)
o Drug misuse prevention: targeted interventions (NG64)

e End of life care for infants, children and young people with life-limiting conditions: planning and
management (NG61)

e Immunisations: reducing differences in uptake in under 19s (PH21)
¢ Oral health promotion: general dental practice (NG30)
¢ Physical activity and weight management:

o Maternal and child nutrition (PH11)

o Obesity prevention (CG43)

o Physical activity for children and young people (PH17)
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o Weight management: lifestyle services for overweight or obese children and young people (PH47)
e Pregnancy, including routine antenatal, intrapartum or postnatal care:

o Antenatal and postnatal mental health: clinical management and service guidance (CG192)

o Antenatal care for uncomplicated pregnancies (CG62)

o Intrapartum care for healthy women and babies (CG190)

o Intrapartum care for women with existing medical conditions or obstetric complications and their babies
(NG121)

o Multiple pregnancy: antenatal care for twin and triplet pregnancies (CG129)

o Postnatal care up to 8 weeks after birth (CG37)

o Pregnancy and complex social factors: a model for service provision for pregnant women with complex

social factors (CG110)

o Self-harm:

o Self-harm in over 8s: long-term management (CG133)

o Self-harm in over 8s: short-term management and prevention of recurrence (CG16)
¢ Sexual health and contraception

o Contraceptive services for under 25s (PH51)

o Sexually transmitted infections and under-18 conceptions: prevention (PH3)

o Harmful sexual behaviour among children and young people (NG55)
e Smoking prevention:

o Smoking: preventing uptake in children and young people (PH14)

o Smoking prevention in schools (PH23)

o Stop smoking interventions and services (NG92)
e Transition from children’s to adult’s services for young people using health or social care services (NG43)

Context UK studies from 2009 onwards will be prioritised for decision making by the committee as those conducted in

other countries may not be representative of current expectations about either services or current attitudes
and behaviours of healthcare professionals. The committee presumes that due to their development,
particular circumstances and/or condition, there are some topics that babies, children and young people may
not be in a position to pronounce on, and that in these circumstances, it may be necessary to treat the
‘indirect’ views of their parents or carers as proxies for their own views on and experiences of healthcare in
order to make recommendations. The guideline committee will be consulted on whether a study should be
included if it is unclear why parents’ or carer’s views are being reported instead of their child or charge, and
reasons for exclusion if appropriate will be documented. The topic about which the children and young
people are talking should be generalizable to the wider healthcare context (e.g. a study on the views on and
experience of communication with healthcare professionals whilst receiving chemotherapy would be
included, whilst a study on experience of chemotherapy would be too narrow and not generalizable to wider
healthcare context and therefore excluded). Recommendations will apply to those receiving care in all
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Primary outcomes (critical
outcomes)

Secondary outcomes (important
outcomes)

Data extraction (selection and
coding)

settings where NHS- or local authority- commissioned healthcare is provided (including home, school,
community, hospital, specialist and transport settings). Specific recommendations for groups listed in the
Equality Considerations section of the scope may be also be made as appropriate.

Themes will be identified from the literature. The committee identified the following potential themes
(however, not all of these themes may be found in the literature, and additional themes may be identified):

e Absence of continuity of communication with staff throughout the healthcare journey in short- or long-term
(e.g. staff does not explain aim or reasons for emergency procedure)

e Appropriate and multiple opportunities to ask staff questions about healthcare condition and treatment
options,

¢ Avoiding use of medical jargon

¢ Importance of feeling a personal connection to healthcare staff

e Lack of consistency in what is communicated

e Lack of appropriately-trained staff

¢ Provision of interpreter

o Sensitivity of staff to personal and family circumstances

The following themes will not be covered by this review, despite relating to communication in healthcare:
o Availability of information in different formats (reviewed in RQ 2.1)

e Barriers to, and facilitators of, access to healthcare (reviewed in RQ 8.1)

e Barriers to, and facilitators of, continuity of healthcare (reviewed in RQ 8.2)

o Confidentiality, privacy and consent for children and young people in healthcare (reviewed in RQ 1.3)
¢ Involvement in health care and informed, shared decision making (reviewed in RQ 1.1)

e Physical healthcare environment (reviewed in RQ 6.1)

Not applicable

o All references identified by the searches and from other sources will be uploaded into STAR and de-
duplicated. Titles and abstracts of the retrieved citations will be screened to identify studies that potentially
meet the inclusion criteria outlined in the review protocol.

e Duplicate screening will not be undertaken for this question.

¢ Full versions of the selected studies will be obtained for assessment. Studies that fail to meet the inclusion
criteria once the full version has been checked will be excluded at this stage. Each study excluded after
checking the full version will be listed, along with the reason for its exclusion. A standardised form will be
used to extract data from studies, including study reference, research question, theoretical approach, data
collection and analysis methods used, participant characteristics, second-order themes, and relevant first-
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Risk of bias (quality) assessment

Strategy for data synthesis

Analysis of sub-groups

Type and method of review

order themes (i.e. supporting quotes). One reviewer will extract relevant data into a standardised form, and
this will be quality assessed by a senior reviewer.

Risk of bias of individual qualitative studies will be assessed using the CASP (Critical Skills Appraisal
Programme) Qualitative checklist. Risk of bias of systematic reviews of Qualitative studies will be assessed
using the CASP Systematic Review checklist. See Appendix H in Developing NICE guidelines: the manual
for further details. The quality assessment will be performed by one reviewer and this will be quality
assessed by a senior reviewer.

e Extracted second-order study themes and related first-order quotes will be synthesised by the reviewer into
third-order themes and related sub-themes.

e The GRADE-CERQual (Confidence in the Evidence from Reviews of Qualitative research; Lewin 2015)
approach will be used to summarise the confidence in the third-order themes or sub-themes synthesised
from the qualitative evidence. The overall confidence in evidence about each theme or sub-theme will be
rated on four dimensions: methodological limitations, coherence, adequacy, and relevance.

e Methodological limitations refer to the extent to which there were problems in the design or conduct of the
studies and will be assessed with the CASP checklist for qualitative studies or systematic reviews as
appropriate. Coherence of findings will be assessed by examining the clarity of the data. Adequacy of data
will be assessed by looking at the degree of richness and quantity of findings. Relevance of evidence will
be assessed by determining the extent to which the body of evidence from the primary studies are
applicable to the context of the review question with respect to the characteristics of the study population,
setting, place and time, healthcare system, intervention, and broader social, policy, or political issues.

If there is sufficient data, views and experiences will be analysed separately by the following age ranges:
e <1 year-old (i.e. 364 days-old or less)

e 21 to <12 years-old (i.e. 365 days-old to 11 years and 364 days-old

e 212 to <18 years-old (i.e. 12 years and 0 days-old to 17 years and 364 days-old)

The committee are aware that children can experience substantial cognitive and developmental change
during the ages of 1 and 12, and that there may be (though not necessarily) substantive differences between
children in this group depending on the topic about which they are being asked. The committee will therefore
be consulted regarding whether data regarding further subgroups within this age range (e.g. 1-5, 6-11)
should be used. Subgroup analysis according to any of the groups listed in the Equality Considerations
section of the scope will be conducted if there is sufficient data.

O Intervention
O Diagnostic
O Prognostic
Quialitative
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O Epidemiologic
O Service Delivery
O Other (please specify)
Language English
Country England
Anticipated or actual start date 23 September 2019
Anticipated completion date 07 April 2021
Stage of review at time of this Review stage Started Completed
submission Preliminary searches T

Piloting of the study selection process

mmmmmm

Formal screening of search results against eligibility
criteria

Data extraction

Risk of bias (quality) assessment

mmmmmm

Data analysis

Named contact 5a. Named contact
National Guideline Alliance
5b. Named contact e-mail
Infant&younghealth@nice.org.uk
5e Organisational affiliation of the review
National Institute for Health and Care Excellence (NICE) and National Guideline Alliance

Review team members NGA Technical Team

Funding sources/sponsor This systematic review is being completed by the National Guideline Alliance, which receives funding from
NICE.

Conflicts of interest All guideline committee members and anyone who has direct input into NICE guidelines (including the

evidence review team and expert witnesses) must declare any potential conflicts of interest in line with
NICE's code of practice for declaring and dealing with conflicts of interest. Any relevant interests, or changes
to interests, will also be declared publicly at the start of each guideline committee meeting. Before each
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Collaborators

Other registration details

Reference/URL for published
protocol

Dissemination plans

Keywords

Details of existing review of same
topic by same authors

Current review status

Additional information
Detalils of final publication

meeting, any potential conflicts of interest will be considered by the guideline committee Chair and a senior
member of the development team. Any decisions to exclude a person from all or part of a meeting will be
documented. Any changes to a member's declaration of interests will be recorded in the minutes of the
meeting. Declarations of interests will be published with the final guideline.

Development of this systematic review will be overseen by an advisory committee who will use the review to
inform the development of evidence-based recommendations in line with section 3 of Developing NICE
guidelines: the manual. Members of the guideline committee are available on the NICE website:
https://www.nice.org.uk/guidance/indevelopment/gid-ng10119/documents

https://www.crd.york.ac.uk/prospero/display_record.php?RecordID=145539

NICE may use a range of different methods to raise awareness of the guideline. These include standard
approaches such as:

¢ notifying registered stakeholders of publication
¢ publicising the guideline through NICE's newsletter and alerts

e issuing a press release or briefing as appropriate, posting news articles on the NICE website, using social
media channels, and publicising the guideline within NICE.

Babies; Children; Experience; Healthcare; Infants; Consent: Privacy: Confidentiality
Not applicable

Ongoing

O Completed but not published

O Completed and published

O Completed, published and being updated
O Discontinued

[Provide any other information the review team feel is relevant to the registration of the review.]
www.hice.org.uk

CASP: Critical Skills Appraisal Programme; CDSR: Cochrane Database of Systematic Reviews; CENTRAL: Cochrane Central Register of Controlled Trials (also known as
CCTR); GRADE: Grading of Recommendations Assessment, Development and Evaluation; NGA: National Guideline Alliance; NHS: National health service; NICE: National
Institute for Health and Care Excellence; PROSPERO: International prospective register of systematic reviews
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1 Appendix B — Literature search strategies

2 Literature search strategies for review question: How should healthcare staff
3 communicate with babies, children and young people, and the parents or
4  carers of babies and young children?

5 Databases: Embase/Medline/PsycINFO

6 Date searched: 29/07/2020

12

13

14

15
16
17
18
19

20
21

22
23
24
25

Searches

(ADOLESCENT/ or MINORSY/) use ppez

exp ADOLESCENT/ use emez

(adolescen$ or teen$ or youth$ or young or juvenile? or minors or highschool$).ti,ab,jw,nw.
exp CHILD/

(child$ or schoolchild$ or "school age" or "school aged" or preschool$ or toddler$ or kid? or kindergar$ or boy? or
girl?).ti,ab,jw,nw.

exp INFANT/

(infan$ or neonat$ or newborn$ or baby or babies).ti,ab,jw,nw.

exp PEDIATRICS/ or exp PUBERTY/

(p?ediatric$ or pubert$ or prepubert$ or pubescen$ or prepubescen$).ti,ab,jx,ec.

or/1-9

(Ambulance/ or Ambulance Transportation/ or Child Health Care/ or Community Care/ or Day Care/ or Dentist/ or
Dental Facility/ or Pediatric Dentist/ or Dietitian/ or Emergency Care/ or Emergency Health Service/ or Emergency
Ward/ or General Practice/ or Health Care/ or Health Care Delivery/ or Health Care Facility/ or Health Service/ or exp
Home Care/ or Home Mental Health Care/ or Hospice/ or Hospice Care/ or exp Hospital/ or Hospital Care/ or
Intensive Care Unit/ or Mental Health Care/ or Mental Health Service/ or Nursing Care/ or Newborn Care/ or Newborn
Intensive Care/ or Neonatal Intensive Care Unit/ or Occupational Therapy/ or Ophthalmology/ or Orthodontics/ or
Pediatric Intensive Care Unit/ or Pharmacy/ or exp Primary Health Care/ or Physiotherapy/ or Respite Care/ or School
Health Nursing/ or exp School Health Service/ or Secondary Care Center/ or Secondary Health Care/ or "Speech and
Language Rehabilitation"/ or Telemedicine/ or Tertiary Care Center/ or Tertiary Health Care/) use emez

(Ambulances/ or Adolescent Health Services/ or exp Child Health Services/ or Community Health Services/ or
Community Pharmacy Services/ or Community Health Centers/ or Community Mental Health Centers/ or "Delivery of
Health Care"/ or Dental Care for Children/ or exp Dental Health Services/ or Dentists/ or Dental Facilities/ or
Emergency Medical Services/ or Emergency Service, Hospital/ or General Practice/ or Health Facilities/ or Health
Services/ or Home Care Services/ or Home Care Services, Hospital-Based/ or Home Nursing/ or Hospice Care/ or
Hospices/ or exp Hospitals/ or Intensive Care Units/ or Intensive Care Units, Pediatric/ or Intensive Care Units,
Neonatal/ or exp Mental Health Services/ or Nutritionists/ or Occupational Therapy/ or Orthodontists/ or Pediatric
Nursing/ or Pharmacies/ or Primary Health Care/ or Respite Care/ or exp School Health Services/ or School Nursing/
or Secondary Care/ or Telemedicine/ or Tertiary Healthcare/ or "Transportation of Patients"/) use ppez

(Adolescent Psychiatry/ or Community Health/ or Community Services/ or Dentists/ or Dental Health/ or Educational
Psychology/ or Health Care Delivery/ or Health Care Services/ or Home Care/ or Home Visiting Programes/ or
Hospice/ or exp Hospitals/ or Intensive Care/ or Language Therapy/ or exp Mental Health Services/ or Neonatal
Intensive Care/ or Occupational Therapy/ or Outreach Programs/ or Pharmacy/ or Physical Therapy/ or Primary
Health Care/ or Psychiatric Clinics/ or Psychiatric Units/ or Respite Care/ or Speech Therapy/ or Telemedicine/ or
Telepsychiatry/ or Telepsychology/ or Walk In Clinics/) use psyh

(hospital patient/ or hospitalized adolescent/ or hospitalized child/ or hospitalized infant/ or hospitalization/ or hospital
patient/ or outpatient/) use emez

(adolescent, hospitalized/ or child, hospitalized/ or Hospitalization/ or inpatients/ or outpatients/) use ppez
(hospitalized patients/ or exp hospitalization/ or outpatients/) use psyh

(hospital* or inpatient* or outpatient*).tw.

(health* adj3 (care or center* or centre* or clinic* or facility or facilities or service* or setting* or specialist*)).tw.

((dental or communit* or emergency or hospital* or home or intensive or high-dependen* or mental* or primary or
secondary or tertiary) adj3 (care or health*)).tw.

(emergency adj2 room*).tw.

(ambulance* or CAMHS or dentist* or dietics or dieti?ian or hospice* or NICU or nutritionist* or orthodont* or
ophthalmolog* or (outreach adj2 team*) or pharmacy or pharmacies or physio* or SCBU or SENCO or
telemedicine*).tw.

((virtual* or online) adj2 (physician* or clinician* or doctor*)).tw.

(communit* adj3 (p?ediatric* or nurs*)).tw.

(home adj3 visit*).tw.

((walk-in or "urgent care") adj2 (centre* or center* or clinic* or service*)).tw.
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26
27
28
29
30
31
32

33
34
35

36

37

38

39
40
41
42
43

44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60
61
62
63
64
65
66
67
68
69
70
71
72
73

Searches

"speech and language therap*".tw.

general practice*.tw.

(health* and (nursery or nurseries or school*)).tw.

(respite adj2 care).tw.

(foster care or "looked after children" or "children in care").tw.
or/11-30

(Experience/ or personal experience/ or attitude to health/ or patient attitude/ or patient preference/ or patient
satisfaction/) use emez

(attitude to death/ or patient advocacy/ or consumer advocacy/ or professional-patient relationship/) use emez
(adverse childhood experience/ or exp attitude to health/ or exp Patient satisfaction/) use ppez

(exp Consumer Participation/ or "Patient Acceptance of Health Care"/ or *exp consumer satisfaction/ or patient
preference/ or Attitude to Death/ or health knowledge, attitudes, practice/ or Patient Advocacy/ or consumer
advocacy/ or narration/ or focus groups/ or Patient-Centered Care/ or exp Professional-Patient Relations/) use ppez

(exp Client Attitudes/ or exp Client Satisfaction/ or exp Attitudes/ or exp Health Attitudes/ or exp Preferences/ or exp
Client Satisfaction/ or exp Death Attitudes/ or exp Advocacy/ or exp Preferences/ or client centered therapy/) use

psyh
(attitude* or choice* or dissatisf* or expectation* or experienc* or inform* or opinion* or perceive* or perception* or
perspective* or preferen* or priorit* or satisf* or thought* or view*).tw.

((adolescen* or baby or babies or child* or infant* or patient* or teen* or young person*) adj4 (decisi* or decid* or
involv* or participat*)).tw.

("informed choice" or "shared decision making").tw.
empowerment.tw.

(patient-focused or patient-cent?red).tw.

(advocate or advocacy).tw.

((aversion or barrier* or facilitat* or hinder* or obstacle* or obstruct*) adj2 (care or health* or intervention* or pathway*
or program®* or service* or therap* or treat*)).ti,ab.

or/32-43

10 and 31 and 44

Qualitative Research/

exp interview/ use emez

interview/ use ppez

interviews/ use psyh

interview*.tw.

thematic analysis/ use emez

(theme$ or thematic).mp.

qualitative.af.

guestionnaire$.mp.

ethnological research.mp.

ethnograph$.mp.

ethnonursing.af.

phenomenol$.af.

(life stor$ or women* stor$).mp.

(grounded adj (theor$ or study or studies or research or analys?s)).af.
((data adj1 saturat$) or participant observ$).tw.

(field adj (study or studies or research)).tw.

biographical method.tw.

theoretical sampl$.af.

((purpos$ adj4 sampl$) or (focus adj group$)).af.

open ended questionnaire/ use emez

(account or accounts or unstructured or openended or open ended or text$ or narrative$).mp.
(life world or life-world or conversation analys?s or personal experience$ or theoretical saturation).mp.
((lived or life) adj experience$).mp.

narrative analys?s.af.

or/46-70

45 and 71

limit 72 to (yr="2009 - current" and english language)
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74
75
76

7

78

79

80

81

82
83

84

85
86
87
88
89
90
91
92
93
94
95
96
97
98
99
100
101
102
103
104
105
106
107
108
109

Searches
exp United Kingdom/
(national health service* or nhs*).ti,ab,in,ad,cq.

(english not ((published or publication* or translat* or written or language* or speak* or literature or citation*) adj5
english)).ti,ab.

(gb or "g.b." or britain* or (british* not "british columbia") or uk or "u.k." or united kingdom* or (england* not "new
england") or northern ireland* or northern irish* or scotland* or scottish* or ((wales or "south wales") not "new south
wales") or welsh*).ti,ab,jx,in,ad,cq.

(bath or "bath's" or ((birmingham not alabama*) or ("birmingham'’s" not alabama*) or bradford or "bradford's" or
brighton or "brighton's" or bristol or "bristol's" or carlisle* or "carlisle's" or (cambridge not (massachusetts* or boston*
or harvard*)) or ("cambridge's" not (massachusetts* or boston* or harvard*)) or (canterbury not zealand*) or
("canterbury's" not zealand*) or chelmsford or "chelmsford's" or chester or "chester's" or chichester or "chichester's" or

coventry or "coventry's" or derby or "derby's" or (durham not (carolina* or nc)) or ("durham'’s" not (carolina* or nc)) or

ely or "ely's" or exeter or "exeter's" or gloucester or "gloucester's" or hereford or "hereford's" or hull or "hull's" or
lancaster or "lancaster's" or leeds* or leicester or "leicester's" or (lincoln not nebraska*) or (“lincoln's" not nebraska*)
or (liverpool not (new south wales* or nsw)) or (“liverpool's" not (new south wales* or nsw)) or ((london not (ontario* or
ont or toronto*)) or ("london's" not (ontario* or ont or toronto*)) or manchester or "manchester's" or (newcastle not
(new south wales* or nsw)) or (“newcastle's" not (new south wales* or nsw)) or norwich or "norwich's" or nottingham
or "nottingham's" or oxford or "oxford's" or peterborough or "peterborough's" or plymouth or “plymouth's" or
portsmouth or "portsmouth's" or preston or "preston's" or ripon or "ripon's" or salford or "salford's" or salisbury or
"salisbury's" or sheffield or "sheffield's" or southampton or "southampton's" or st albans or stoke or "stoke's" or
sunderland or "sunderland's" or truro or "truro's" or wakefield or "wakefield's" or wells or westminster or
"westminster's" or winchester or "winchester's" or wolverhampton or "wolverhampton's" or (worcester not
(massachusetts* or boston* or harvard*)) or ("worcester's" not (massachusetts* or boston* or harvard*)) or (york not
("new york*" or ny or ontario* or ont or toronto*)) or (“york's" not ("new york*" or ny or ontario* or ont or
toronto*))))).ti,ab,in,ad,cq.

(bangor or "bangor's" or cardiff or "cardiff's" or newport or "newport's" or st asaph or "st asaph's" or st davids or
swansea or "swansea's").ti,ab,in,ad,cq.

(aberdeen or "aberdeen's" or dundee or "dundee's" or edinburgh or "edinburgh's" or glasgow or "glasgow's" or
inverness or (perth not australia*) or ("perth's" not australia*) or stirling or "stirling's").ti,ab,in,ad,cq.

(armagh or "armagh's" or belfast or "belfast's" or lisburn or "lisburn's" or londonderry or “londonderry's" or derry or
"derry's" or newry or "newry's").ti,ab,in,ad,cq.

or/74-81

((exp africa/ or exp americas/ or exp antarctic regions/ or exp arctic regions/ or exp asia/ or exp oceania/) not (exp
united kingdom/ or europe/)) use ppez

((exp "arctic and antarctic"/ or exp oceanic regions/ or exp western hemisphere/ or exp africa/ or exp asia/ or exp
"australia and new zealand"/) not (exp united kingdom/ or europe/)) use emez

83 or 84

82 not 85

73 and 86

Letter/ use ppez

letter.pt. or letter/ use emez

note.pt.

editorial.pt.

Editorial/ use ppez

News/ use ppez

news media/ use psyh

exp Historical Article/ use ppez
Anecdotes as Topic/ use ppez
Comment/ use ppez

Case Report/ use ppez

case report/ or case study/ use emez
Case report/ use psyh

(letter or comment*).ti.

or/88-101

randomized controlled trial/ use ppez
randomized controlled trial/ use emez
random*.ti,ab.

cohort studies/ use ppez

cohort analysis/ use emez

cohort analysis/ use psyh
case-control studies/ use ppez
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110 case control study/ use emez

111 0or/103-110

112 102 not 111

113  animals/ not humans/ use ppez

114  animal/ not human/ use emez

115 nonhuman/ use emez

116  "primates (nonhuman)"/

117  exp Animals, Laboratory/ use ppez

118 exp Animal Experimentation/ use ppez

119  exp Animal Experiment/ use emez

120 exp Experimental Animal/ use emez

121  animal research/ use psyh

122  exp Models, Animal/ use ppez

123  animal model/ use emez

124  animal models/ use psyh

125 exp Rodentia/ use ppez

126  exp Rodent/ use emez

127  rodents/ use psyh

128 (rat or rats or mouse or mice).ti.

129  or/112-128

130 87 not 129

131 meta-analysis/

132 meta-analysis as topic/

133  systematic review/

134  meta-analysis/

135 (meta analy* or metanaly* or metaanaly*).ti,ab.

136  ((systematic or evidence) adj2 (review* or overview*)).ti,ab.
137  ((systematic* or evidence*) adj2 (review* or overview*)).ti,ab.
138 (reference list* or bibliograph* or hand search* or manual search* or relevant journals).ab.
139 (search strategy or search criteria or systematic search or study selection or data extraction).ab.
140 (search* adj4 literature).ab.

141 (medline or pubmed or cochrane or embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation
index or bids or cancerlit).ab.

142  cochrane.jw.

143  ((pool* or combined) adj2 (data or trials or studies or results)).ab.

144  ((comprehensive* or integrative or systematic*) adj3 (bibliographic* or review* or literature)).ti,ab,id.
145 (meta-analy* or metaanaly* or "research synthesis").ti,ab,id.

146  (((information or data) adj3 synthesis) or (data adj2 extract*)).ti,ab,id.

147  (review adj5 (rationale or evidence)).ti,ab,id. and "Literature Review".md.

148  (cinahl or (cochrane adj3 trial*) or embase or medline or psyclit or pubmed or scopus or "sociological abstracts" or
"web of science").ab.

149 (“"systematic review" or "meta analysis").md.
150 (or/131-132,135,137-142) use ppez

151  (or/133-136,138-143) use emez

152  (or/144-149) use psyh

153 150 or 151 or 152

154 73 and 153

155 154 not 130

156 155 not 129

1

2 Database: Cochrane Library
3  Date searched: 29/07/2020
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# Search

1 MeSH descriptor: [Adolescent] this term only

2 MeSH descriptor: [Minors] this term only

3 (adolescen* or teen* or youth* or young or juvenile* or minors or highschool*):ti,ab,kw
4 MeSH descriptor: [Child] explode all trees

5

(child* or schoolchild* or "school age" or "school aged" or preschool* or toddler* or kid* or kindergar* or boy* or
girl*):ti,ab,kw

6 MeSH descriptor: [Infant] explode all trees

7 (infan* or neonat* or newborn* or baby or babies):ti,ab,kw

8 MeSH descriptor: [Pediatrics] explode all trees

9 MeSH descriptor: [Puberty] explode all trees

10 (p*ediatric* or pubert* or prepubert* or pubescen* or prepubescen*):ti,ab,kw
11 #1 or #2 or #3 or #4 or #5 or #6 or #7 or #8 or #9 or #10

12 MeSH descriptor: [Ambulances] this term only

13 MeSH descriptor: [Adolescent Health Services] this term only

14 MeSH descriptor: [Child Health Services] explode all trees

15 MeSH descriptor: [Community Health Services] this term only

16 MeSH descriptor: [Community Pharmacy Services] this term only

17 MeSH descriptor: [Community Health Centers] this term only

18 MeSH descriptor: [Community Mental Health Centers] this term only
19 MeSH descriptor: [Delivery of Health Care] this term only

20 MeSH descriptor: [Dental Care for Children] this term only

21 MeSH descriptor: [Dental Health Services] explode all trees

22 MeSH descriptor: [Dentists] this term only

23 MeSH descriptor: [Dental Facilities] this term only

24 MeSH descriptor: [Emergency Medical Services] this term only

25 MeSH descriptor: [Emergency Service, Hospital] this term only

26 MeSH descriptor: [General Practice] this term only

27 MeSH descriptor: [Health Facilities] this term only

28 MeSH descriptor: [Health Services] this term only

29 MeSH descriptor: [Home Care Services] this term only

30 MeSH descriptor: [Home Care Services, Hospital-Based] this term only
31 MeSH descriptor: [Home Nursing] this term only

32 MeSH descriptor: [Hospice Care] this term only

33 MeSH descriptor: [Hospices] this term only

34 MeSH descriptor: [Hospitals] explode all trees

35 MeSH descriptor: [Intensive Care Units] this term only

36 MeSH descriptor: [Intensive Care Units, Pediatric] this term only
37 MeSH descriptor: [Intensive Care Units, Neonatal] this term only
38 MeSH descriptor: [Mental Health Services] explode all trees

39 MeSH descriptor: [Nutritionists] this term only

40 MeSH descriptor: [Occupational Therapy] this term only

41 MeSH descriptor: [Orthodontists] this term only

42 MeSH descriptor: [Pediatric Nursing] this term only

43 MeSH descriptor: [Pharmacies] this term only

44 MeSH descriptor: [Primary Health Care] this term only

45 MeSH descriptor: [Respite Care] this term only

46 MeSH descriptor: [School Health Services] explode all trees
47 MeSH descriptor: [School Nursing] this term only

48 MeSH descriptor: [Secondary Care] this term only

49 MeSH descriptor: [Telemedicine] this term only

50 MeSH descriptor: [Tertiary Healthcare] this term only

51 MeSH descriptor: [Transportation of Patients] this term only
52 MeSH descriptor: [Adolescent, Hospitalized] this term only
53 MeSH descriptor: [Child, Hospitalized] this term only
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# Search

54 MeSH descriptor: [Hospitalization] this term only
55 MeSH descriptor: [Inpatients] this term only

56 MeSH descriptor: [Outpatients] this term only

57 (hospital* or inpatient* or outpatient*):ti,ab,kw

58 (health* near/3 (care or center* or centre* or clinic* or facility or facilities or service* or setting* or specialist*)):ti,ab,kw

59 ((dental or communit* or emergency or hospital* or home or intensive or high-dependen* or mental* or primary or
secondary or tertiary) near/3 (care or health*)):ti,ab,kw

60 (emergency near/2 room*):ti,ab,kw

61 (ambulance* or CAMHS or dentist* or dietics or dieti*ian or hospice* or NICU or nutritionist* or orthodont* or

ophthalmolog* or (outreach near/2 team*) or pharmacy or pharmacies or physio* or SCBU or SENCO or
telemedicine*):ti,ab,kw

62 ((virtual* or online) near/2 (physician* or clinician* or doctor*)):ti,ab,kw

63 (communit* near/3 (p*ediatric* or nurs*)):ti,ab,kw

64 (home near/3 visit*):ti,ab,kw

65 ((walk-in or "urgent care") near/2 (centre* or center* or clinic* or service*)):ti,ab,kw
66 ("speech and language therap*"):ti,ab,kw

67 (general practice*):ti,ab,kw

68 (health* and (nursery or nurseries or school*)):ti,ab,kw

69 (respite near/2 care):ti,ab,kw

70 (foster care or "looked after children" or "children in care"):ti,ab,kw

71 #12 OR #13 OR #14 OR #15 OR #16 OR #17 OR #18 OR #19 OR #20 OR #21 OR #22 OR #23 OR #24 OR #25
OR #26 OR #27 OR #28 OR #29 OR #30 OR #31 OR #32 OR #33 OR #34 OR #35 OR #36 OR #37 OR #38 OR
#39 OR #40 OR #41 OR #42 OR #43 OR #44 OR #45 OR #46 OR #47 OR #48 OR #49 OR #50 OR #51 OR #52
OR #53 OR #54 OR #55 OR #56 OR #57 OR #58 OR #59 OR #60 OR #61 OR #62 OR #63 OR #64 OR #65 OR
#66 OR #67 OR #68 OR #69 OR #70

72 MeSH descriptor: [Adverse Childhood Experiences] this term only
73 MeSH descriptor: [Attitude to Health] explode all trees

74 MeSH descriptor: [Patient Satisfaction] explode all trees

75 MeSH descriptor: [Community Patrticipation] explode all trees

76 MeSH descriptor: [Patient Acceptance of Health Care] this term only
7 MeSH descriptor: [Patient Preference] this term only

78 MeSH descriptor: [Attitude to Death] this term only

79 MeSH descriptor: [Health Knowledge, Attitudes, Practice] this term only
80 MeSH descriptor: [Patient Advocacy] this term only

81 MeSH descriptor: [Consumer Advocacy] this term only

82 MeSH descriptor: [Narration] this term only

83 MeSH descriptor: [Focus Groups] this term only

84 MeSH descriptor: [Professional-Patient Relations] explode all trees

85 (attitude* or choice* or dissatisf* or expectation* or experienc* or inform* or opinion* or perceive* or perception* or
perspective* or preferen* or priorit* or satisf* or thought* or view*):ti,ab,kw

86 ((adolescen* or baby or babies or child* or infant* or patient* or teen* or young person*) near/4 (decisi* or decid* or
involv* or participat*)):ti,ab,kw

87 ("informed choice" or "shared decision making"):ti,ab,kw

88 (empowerment):ti,ab,kw

89 (patient-focused or patient-cent*red):ti,ab,kw

90 (advocate or advocacy):ti,ab,kw

91 ((aversion or barrier* or facilitat* or hinder* or obstacle* or obstruct*) near/2 (care or health* or intervention* or

pathway* or program* or service* or therap* or treat*)):ti,ab,kw

92 #72 OR #73 OR #74 OR #75 OR #76 OR #77 OR #78 OR #79 OR #80 OR #81 OR #82 OR #83 OR #84 OR #85
OR #86 OR #87 OR #88 OR #89 OR #90 OR #91

93 MeSH descriptor: [Qualitative Research] this term only
94 MeSH descriptor: [Interview] this term only

95 (interview*):ti,ab,kw

96 (theme* or thematic):ti,ab,kw

97 (qualitative):ti,ab,kw

98 (questionnaire*®):ti,ab,kw

99 (ethnological research):ti,ab,kw
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100
101
102
103
104
105
106
107
108
109
110
111
112
113
114

115
116
117
118

119

120

121

122

123

124

125
126
127
128
129
130
131
132
133
134

Search

(ethnograph*):ti,ab,kw

(ethnonursing):ti,ab,kw

(phenomenol*):ti,ab,kw

(life stor* or women* stor*):ti,ab,kw

(grounded near (theor* or study or studies or research or analys*s)):ti,ab,kw

((data near/1 saturat*) or participant observ*):ti,ab,kw

(field near (study or studies or research)):ti,ab,kw

(biographical method):ti,ab,kw

(theoretical sampl*):ti,ab,kw

((purpos* near/4 samp**) or (focus near group*)):ti,ab,kw

(account or accounts or unstructured or openended or open ended or text* or narrative*):ti,ab,kw
(life world or life-world or conversation analys*s or personal experience* or theoretical saturation):ti,ab,kw
((lived or life) near experience*):ti,ab,kw

(narrative analys*s):ti,ab,kw

#93 OR #94 OR #95 OR #96 OR #97 OR #98 OR #99 OR #100 OR #101 OR #102 OR #103 OR #104 OR #105 OR
#106 OR #107 OR #108 OR #109 OR #110 OR #111 OR #112 OR #113

#11 AND #71 AND #92 AND #114 with Cochrane Library publication date Between Jan 2009 and Aug 2020
MeSH descriptor: [United Kingdom] explode all trees
(national health service* or nhs*):ti,ab,kw

(english not ((published or publication* or translat* or written or language* or speak* or literature or citation*) near/5
english)):ti,ab,kw

(gb or "g.b." or britain* or (british* not "british columbia") or uk or "u.k." or united kingdom* or (england* not "new
england") or northern ireland* or northern irish* or scotland* or scottish* or ((wales or "south wales") not "new south
wales") or welsh*):ti,ab,kw

(gb or "g.b." or britain* or (british* not "british columbia") or uk or "u.k." or united kingdom* or (england* not "new
england") or northern ireland* or northern irish* or scotland* or scottish* or ((wales or "south wales") not "new south
wales") or welsh*):so

(bath or "bath's" or ((birmingham not alabama*) or ("birmingham's" not alabama*) or bradford or "bradford's" or
brighton or "brighton's" or bristol or "bristol's" or carlisle* or “carlisle's" or (cambridge not (massachusetts* or boston*
or harvard*)) or ("cambridge's" not (massachusetts* or boston* or harvard*)) or (canterbury not zealand*) or
("canterbury's" not zealand*) or chelmsford or "chelmsford's" or chester or “chester's" or chichester or “chichester's"
or coventry or "coventry's" or derby or "derby's" or (durham not (carolina* or nc)) or (“durham’s" not (carolina* or nc))
or ely or "ely's" or exeter or "exeter's" or gloucester or "gloucester's" or hereford or "hereford's" or hull or "hull's" or
lancaster or "lancaster's" or leeds* or leicester or "leicester's" or (lincoln not nebraska*) or (“lincoln's" not nebraska*)
or (liverpool not (new south wales* or nsw)) or (“liverpool's" not (new south wales* or nsw)) or ((london not (ontario*
or ont or toronto*)) or ("london's" not (ontario* or ont or toronto*)) or manchester or "manchester's" or (newcastle not
(new south wales* or nsw)) or (“newcastle's" not (new south wales* or nsw)) or norwich or "norwich's" or nottingham
or "nottingham's" or oxford or "oxford's" or peterborough or "peterborough's" or plymouth or “plymouth's" or
portsmouth or "portsmouth's" or preston or "preston's" or ripon or "ripon's" or salford or "salford's" or salisbury or
"salisbury's" or sheffield or "sheffield's" or southampton or "southampton's" or st albans or stoke or "stoke's" or
sunderland or "sunderland's" or truro or "truro's" or wakefield or "wakefield's" or wells or westminster or
"westminster's" or winchester or "winchester's" or wolverhampton or "wolverhampton's" or (worcester not
(massachusetts* or boston* or harvard*)) or (“worcester's" not (massachusetts* or boston* or harvard*)) or (york not
("new york*" or ny or ontario* or ont or toronto*)) or (“york's" not ("new york*"' or ny or ontario* or ont or

toronto*))))):ti,ab,kw

(bangor or "bangor's" or cardiff or "cardiff's" or newport or "newport's" or st asaph or "st asaph's" or st davids or
swansea or "swansea's"):ti,ab,kw

(aberdeen or "aberdeen's" or dundee or "dundee's" or edinburgh or "edinburgh's" or glasgow or "glasgow's" or
inverness or (perth not australia*) or (“perth's" not australia*) or stirling or “stirling's"):ti,ab,kw

armagh or "armagh's" or belfast or "belfast's" or lisburn or “lisburn's" or londonderry or "londonderry's" or derry or
"derry's" or newry or "newry's":ti,ab,kw

#116 OR #117 OR #118 OR #119 OR #120 OR #121 OR #122 OR #123 OR #124
MeSH descriptor: [Africa] explode all trees

MeSH descriptor: [Americas] explode all trees

MeSH descriptor: [Antarctic Regions] explode all trees

MeSH descriptor: [Arctic Regions] explode all trees

MeSH descriptor: [Asia] explode all trees

MeSH descriptor: [Oceania] explode all trees

#126 OR #127 OR #128 OR #129 OR #130 OR #131

MeSH descriptor: [United Kingdom] explode all trees

MeSH descriptor: [Europe] this term only

37

Babies, children and young people’s experience of healthcare: evidence reviews for
communication by healthcare staff DRAFT (March 2021)



DRAFT FOR CONSULTATION
Communication by healthcare staff

135  #133 OR #134
136  #132 not #135
137  #125 not #136
138  #115 AND #137 with Cochrane Library publication date Between Jan 2009 and Aug 2020
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1 Appendix C — Clinical evidence study selection

2 Study selection for: How should healthcare staff communicate with babies,
3 children and young people, and the parents or carers of babies and young

4 children?

5 Figure 2: Study selection flow chart

Titles and abstracts
identified, N = 24,047
(Guideline-wide qualitative

search)

Full copies retrieved Excluded, N = 23,725
and E}SSeSSe_d for (not relevant population,
eligibility, N = 322 design, intervention,

comparison, outcomes,
unable to retrieve)

Publications included Publications excluded

in review, N =13 from review, N = 309
(refer to excluded

studies list)
6
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1 Appendix D — Clinical evidence tables

2 Evidence tables for review question: How should healthcare staff communicate with babies, children and young people, and

3

4

Study details
Full citation

Arnott, J.,
Hesselgreaves, H.,
Nunn, A. J., Peak,
M., Pirmohamed,
M., Smyth, R. L.,
Turner, M. A,
Young, B.,
Enhancing
Communication
about Paediatric
Medicines: Lessons
from a Qualitative
Study of Parents'
Experiences of
Their Child's
Suspected Adverse
Drug Reaction,
Plos one, 7 (10) (no
pagination), 2012

Ref Id
1052885

Country/ies where
the study was
carried out

Liverpool, UK

Table 6;: Evidence tables

Participants

Sample size

N=45 parental

proxies of 44

babies, children, or

young people

e Only parents of
children under 5
years old are
included in this
review

Characteristics
Age: Not reported.

Gender (M/F): 4/41

Inclusion criteria

Parents:

e Of children with
suspected ADRs

e Could be
approached
before discharge

Exclusion criteria

the parents or carers of babies and young children?

Methods

Setting
In the community

Sample selection

2 sampling routes used to
ensure maximum variability. The
first route was through 2 cohort
studies that formed part of an
ADRs programme at a UK
paediatric centre. The second
route was through the Yellow
Card Scheme, a national drug
surveillance system allowing
individuals to report suspected
adverse drug reactions directly
to the relevant UK authority.
Recruitment occurred in parallel
with data analysis and was
stopped when data saturation
was reached.

Data collection

Face-to-face semi-structured
interviews, about 60 (20 min-100
min) minutes and conducted 2-
56 weeks after the suspected
adverse drug reaction. 3
interviews took place in the
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Themes and findings
Author’s themes:

o With few exceptions, parents
were critical about ADR
management and
communication

e Parents of children with cancer
were positive about ADR
communication

o Implications of poor
communication about suspected
ADRs

e How parents thought
communication about suspected
ADRs should be handled

Findings

Clinician’s communication
surrounding a child's suspected
adverse drug reaction was often
poor - there was a lack of
communication from medical
personnel that might help parents
to understand the physical signs
and symptoms of the ADR and
understand what clinicians were
doing to treat them. If they did
receive information, it was often
contradictory and poorly co-

Limitation
Limitations (assessed using the

CASP checklist for qualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes

Q2: Was a qualitative methodology
appropriate? Yes

Q3: Was the research design
appropriate to address the aims of the
research? Yes. Healthcare
professionals have structured
guidelines to follow regarding
suspected adverse drug reactions but
there is a lack of knowledge regarding
the experience from a parent's point of
view. Due to this paucity of evidence,
the study was designed to explore all
aspects of the parental experience of
adverse drug reactions.

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Can't tell. Inclusion criteria
very broad, although this does match
the aim of the study. The study initially
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Study details

Study type
Qualitative

Aim of the study

To inform the
minimal literature
on communication
during adverse
drug reactions
(ADRS) in children,
identifying any
unmet
psychological and
information needs
from parents.

Study dates
Not reported.

Source of funding

This study received
support from the
United Kingdom
Institute for Health
Research.

Participants

o Family
experiencing
distress

e Concerns over
child protection

Methods

hospital, the rest in participant's
homes. An interview schedule
was employed to explore
parent’s experiences
surrounding their child's adverse
drug reaction but was flexible to
allow interviewers to promote a
conversational atmosphere. It
also meant that any newly
identified themes as they
emerged.

Data analysis

Modified grounded theory.
Interviews were audio-recorded
and transcribed verbatim. 1
researcher read the transcripts
several times alongside field
notes taken during the
interviews, creating themes the
captured the content and
meaning of the interviews. The
interviewer referred back to the
transcripts as a whole, to ensure
that the meaning of
interpretations were consistent
with the original content. 2 other
researchers further developed
the analysis by reading a
sample of transcripts, testing
and developing the analysis
alongside discussions with the
lead analyst. Rigour was
introduced by using respondent
validation, exploring deviant
cases, and checking the
coherence of the analysis and

its potential to influence practice.
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Themes and findings

ordinated between healthcare
staff e.g. one doctor attributing a
symptom to a medicine while
another doctor attributed it to an
underlying medical condition.
Uncertainty surrounding the ADR
and treatment was unconsciously
communicated to parents by a
lack of clear advice. Some
parents reported that, when
clinicians couldn't explain what
was happening to their child that
they felt as though they were
being lied to (‘fobbed off').
Communication could be poorly
timed e.g. parents receiving
detailed information at time when
they were pre-occupied with a
critically ill child. Conversely, at
times when they were less
anxious and had more time to

digest information, communication

was less forthcoming. Parents
commonly reported that their
concerns were dismissed by
healthcare staff. Yellow Card
parents (i.e. ones that could self-
report suspected ADRS) reported
this far more frequently, worrying
that clinicians quickly dismissed
their concerns that the symptoms
could be due to an ADR before
fully exploring the possibility.

Parents of children undergoing
cancer treatment felt very well

supported by how healthcare staff

communicated to them about the

Limitation

used the ADRs in Children programme
as a sample population, where they
specifically sampled for maximum
variability. This was explained as
being due to the fact that there has
been little qualitative research on this
topic. As healthcare professionals are
the ones reporting into this
programme, there was some concern
regarding the possibility of clinician
gatekeeping within the sample. The
study tried to combat this bias by
including Yellow Card scheme, which
allows self-referral. However, no
information is presented regarding
response rates and the researchers
were not able to access demographic
information on non-respondents.

Q5: Were the data collected in a way
that addressed the research issue?
Can't tell. Interviews conducted by
telephone as parents resided all
across the UK, although no discussion
about how the distance and lack of
physical cues may have affected the
analysis of the data. Interviews were
semi-structured and well described
(interview guide published as
supplementary material). Interviews
were designed to be conversational,
allowing for exploration of novel topics.
Audio-recordings of the interviews
were transcribed verbatim (including
verbal inflections) and field notes were
used. No discussion on saturation of
data or deviations from the protocol.
Interviews were conducted up to 56
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Study details Participants

Methods

42

Themes and findings
medication their child was being
prescribed. Parents believed the
ADRs were taken seriously, with
good systems in place to manage
such events. Communication was
very good, with clinicians
discussing the possibility of ADRs
in an early and timely manner,
what symptoms to look out for,
and advice on what to do if they
suspected one.

The lack of communication
surrounding ADRs at the time of
prescription prevented parents
being fully involved in decisions
surrounding their child's care. For
example, a lack of communication
about the side effects of morphine
meant that one parent continued
to give her child morphine in order
to reduce their agitation, when it
could have been that her agitation
was caused by an itching reaction
to the morphine itself. Parents
reported uncertainty around the
possibility of a repetition of ADRs,
as well as possible long-term
effects of ADRs. Parents also
reported feelings of responsibility,
both for the initial ADR and for
preventing recurrences.
Experiencing a suspected ADRs
led to some parents having
concerns about use of future
prescription medications,
including morphine, painkillers
and vaccines.

Limitation

weeks after the suspected adverse
drug reaction, which may have caused
an element of recall bias in the data.

Q6: Has the relationship between
researcher and participants been
adequately considered? Can't tell.
Mentions that extensive field notes
were taken throughout the interviews,
including information on participant's
interactions and behaviour (both
verbal and non-verbal). However,
relationship between the researcher
and interviewees has not

been discussed, or potential bias
acknowledged.

Q7: Have ethical issues been taken
into consideration? Yes. All
participants gave written informed
consent. Study approved by UK
National Health Service research
ethics committee.

Q8: Was the data analysis sufficiently
rigorous? Yes. In-depth description of
data analysis process presented, with
a clear description of how codes,
themes and sub-themes were
developed. Number of techniques
were used to enhance rigour of the
analysis, including respondent
validation and discussion among the
authors to judge the coherence of
emerging themes. Deviant cases were
explored and contradictory findings
were discussed where appropriate. An
adequate amount of data was
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Study details Participants

Methods

Themes and findings

Parents wanted clinicians to help
them understand their child's
ADR, paced and timed in a way
that could help them best absorb
the information. Helping them
understand what the ADR meant
for their child's long-term
healthcare was very important,
along with what steps they could
take to help prevent ADRs
occurring in the future (including
what medications they should
now avoid). Parents were
cognisant that medication comes
with a certain level of risk, and
that doctors had a number of

challenges with diagnosing ADRs.

Several parent's mentioned that
they would like simple, accessible
and reliable information on ADRs
to be given with the prescription.

43

Limitation
presented to support the reported
findings.

Q9: Is there a clear statement of
findings? Yes. Good, detailed
explanation of findings within the
identified themes, with regular referral
back to the original research question.
Good discussion surrounding
evidence for the study's findings, but
less so contradicting them. Discussion
around credibility of findings.

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Yes. 1. Yes. Details
how the study findings fit in with
current literature and the UK
population, and how they can be used
to inform best practice. 2. Can't tell.
The study sampled for maximum
variability but lack of reported
demographic data makes this difficult
to assess. Additionally, the topic is
very specific.

Overall judgement of quality: Moderate
concerns

Other information

Parents of children over 5 also
included in the sample but they are
outside of our protocol so not
extracted where possible.
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Study details

Full citation
Boyden, P., Muniz,
M., Laxton-Kane,
M., Listening to the
views of children
with learning
disabilities: An
evaluation of a
learning disability
CAMHS service,
Journal of
Intellectual
Disabilities, 17, 51-
63, 2013

Ref Id
987405

Country/ies where
the study was
carried out

Derbyshire, UK

Study type
Qualitative

Aim of the study
To explore the
experiences of
children using a
local learning
disability-CAMHS
service, in order to
produce a set of
quality standards in
line with

Participants

Sample size

N=7 children and
young people

Characteristics
Age (range): 11-17

years

Gender: Not
reported.

Inclusion criteria

Participants had to:

e Be aged 11-17
years old

e Have moderate
learning
disabilities

¢ Be living in the
community

e Have used the
CAMHS service
within previous 3
months

e Have adequate
verbal skills to
complete
interviews

e Be able to
contribute novel
information and
express own
opinions

Exclusion criteria

Methods

Setting

Child and adolescent mental
health services

Sample selection

Convenience sampling of
participants suggested by the
CAMHS team. No further details
reported.

Data collection

Semi structured interviews,
roughly 20-40 minutes. All were
conducted at a school, home or
clinic setting. An interview
schedule was developed and
piloted on 2 participants.
Subsequent changes were
made to ensure the questions
were easy to understand, jargon
was removed and simple
sentence structures were
employed. Alternatively phrased
questions and representative
visual aids were used in addition
to the interview guide in case
participants were unable to
answer any specific questions.
Questions about rankings were
presented in smiley face format
i.e. smiling, frowning and neutral
faces for acceptable,
unacceptable and neutral
options respectively.

Data analysis
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Themes and findings
Author’s themes:

e Experience of the service -
rapport with the service
members

e Communication - the value of
talking

¢ Communication - metaphors
and creativity

o Difficulties encountered

Findings

All participants reported feeling
scared and anxious the first time
they met with a CAMHS
professional. Certain things were
reported as helping to put children
at ease. These included
handshakes, how the staff
dressed, high fives, humour and
smiling. In turn, these helped to
build a good relationship with the
healthcare staff. Participants liked
talking about their interests and
when these were incorporated
into their visits e.g. giving them a
copy of their favourite comic or
talking about a band they liked.

Simply talking is very valued by
children using the service,
although a few participants were
unable to explain why this helped.

Use of creative and interactive
tools (e.g. books, playdough,
drawing, puppets, games,

Limitation
Limitations (assessed using the

CASP checklist for qualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes

Q2: Was a qualitative methodology
appropriate? Yes

Q3: Was the research design
appropriate to address the aims of the
research? Yes. Questionnaires and
surveys can be ineffective research
tools when applied to young people
with learning difficulties due to the
reading, writing and comprehension
skills needed, but they are able to
interact with an interviewer and share
their experiences.

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Yes. Convenience sampling
was used, and potential participants
were suggested by members of the
CAMHS team. There is a lack of
information on how participants were
approached, response rates and
demographics of individuals who
chose not to participate. However,
specifically mentioned that young
people with other conditions (e.g.
epilepsy) were not excluded in order to
make the sample as representative of
the service as possible.
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Study details
Department of
Health guidelines
and national legal
requirements.

Participants
None applied.

Study dates
Not reported.

Source of funding
No specific grant
from any funding
agency in the
public, commercial
or not-for-profit
arenas.

Methods

Thematic analysis. Researchers
familiarised themselves with the
data, identified initial codes and
organised them into higher order
themes. No further details
reported.
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Themes and findings

humour) helped children to
communicate their feelings and
thoughts to the CAMHS
professionals. These could
include a traffic light system to
understand acceptable (green)
behaviour or unacceptable (red)
behaviour. A certain level of
creativity was helpful to engage
with the children, with one child
reporting that the use of imagery
and metaphors helped them to
understand the feeling anger.

Participants reported a few things
that could be improved when
accessing the service. One child
was disappointed that the
professional was writing a lot in
front of them, as they were unsure
why they were writing things down
and what the long words they
used meant. Some participants
wished for more sessions,
although it was unclear whether
this was due to participants liking
the social aspect of meeting with
CAMHS and whether this was
what they wanted to keep going.

Limitation

Q5: Were the data collected in a way
that addressed the research issue?
Can't tell. Detailed description of the
development and format of the
interview guide. The schedule was
piloted with the first 2 participants and
amended to ensure that questions
were easy to understand and had
good face validity. Questions were
accompanied by visual aids and
alternatively re-phrased questions to
ensure participants understood.
However, no information is provided
on the content of the interview. No. No
justification provided for interview
setting (participants' homes, school
and clinic). Also no mention of whether
field notes were taken or if audio-
recordings were used. No mention of
data saturation.

Q6: Has the relationship between
researcher and participants been
adequately considered? No. No
description of potential bias/influence
between researcher and participants.

Q7: Have ethical issues been taken
into consideration? Can't tell. Paper
reports clinical service evaluations do
not have to obtain NHS ethics.
Parental and individual consent
obtained, authors informed Trust's
Research & Development department
and followed routine ethical
procedures when involving
participants with learning disabilities.
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Study details

Participants

Methods

Themes and findings

Limitation

Q8: Was the data analysis sufficiently
rigorous? No. Description of the
analysis process is brief. Thematic
analysis was used but with little detail
of how codes, themes and sub-themes
emerged from the raw transcripts. No
critical examination of the researcher's
own role in the process or techniques
used to mitigate potential bias and
influence during analysis. However,
contradictory data is presented and
discussed where appropriate. An
adequate amount of data was
presented to support the reported
findings.

QQ: Is there a clear statement of
findings? No. Good discussion
surrounding methodological issues.
There is no mention of how many
researchers were involved in the
analysis. Headings and quotes are
presented with very little discussion or
explanation surrounding the themes.
Findings are discussed in relation to
the original research question,
including development of service
standards, which are constructed but
not reported. Discussion around
credibility of findings.

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Yes. 1. Yes. Details
how the study findings fit in with
current literature and the UK
population, and how they can be used
to inform best practice. Results helped
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Study details

Full citation
Curtis-Tyler, K.,
Facilitating
children's
contributions in
clinic? Findings
from an in-depth
qualitative study
with children with
Type 1 diabetes,
Diabetic medicine,
29, 1303-1310,
2012

Ref Id
988197

Participants

Sample size
N=17 children

Characteristics
Age (range): 4-11
years

Gender (M/F): 9/8

Ethnicity (n):

e White English =4

e White British = 1

e Arabic =2
e African =1
e African

Portuguese = 1

Methods

Setting

Paediatric diabetes clinics and in
the community

Sample selection

Researcher was independent,
not connected to clinical
research teams. Convenience
sampling used with invitations in
11 languages sent to children's
homes, and 42 information
sheets distributed to 12
outpatients clinics over 4-month
period. Participation was self-
selecting. Children and carer
consent obtained and
participation terminated if child
decided to withdraw.
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Themes and findings

Author’s themes:

e How is the condition
understood?

o Contexts for hearing children’s
views

Findings

Children with Type 1 diabetes
viewed themselves as active,
reliable contributors to care at
home alongside their mothers.
However, in clinic they felt
peripheral and were typically
discussed in the third-person, only
being asked about non-illness
related aspects of their lives.
Suggestions about their own care
were typically ignored by both
parents and staff. Majority of

Limitation

to develop 4 standards of service
delivery in CAMHS Chesterfield which
the author's hope to expand to other
services. 2. Yes. Small study size of 7
participants but author's note that this
represents a third of a typical 3-month
caseload. Sample included people
with dual diagnoses but did not
sample people with severe learning
disabilities and little/no verbal skills.

Overall judgement of quality: Moderate
concerns

Other information
None.

Limitations (assessed using the
CASP checklist for gualitative

studies).

Q1: Was there a clear statement of the
aims of the research? Yes.

Q2: Was a qualitative methodology
appropriate? Yes.

Q3: Was the research design
appropriate to address the aims of the
research? Can't tell. No justification
provided for use of mixed qualitative
approach.

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Can't tell. No detailed
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Study details

Countryl/ies where
the study was
carried out

London, UK

Study type
Home visits,
discussion groups
and observation;
qualitative

Aim of the study
To explore the
experiences of
children under 10
years who live with
Type 1 diabetes.

Study dates
Not reported

Source of funding
This study received
support from NHS
Trust charitable
foundation.

Participants

e Bengali British =
1

e Lithuania =1

e Somali=6

Inclusion criteria
Participants had to:

e 11 years-old or
under

¢ Receiving care
for Type 1
diabetes in one of
two paediatric
diabetes clinics in
large,
multicultural city

Exclusion criteria
Not reported

Methods
Data collection

All children spoke English.
Fieldwork consisted of 2 (mostly
home) visits of ~45min with
each child/set of siblings (one
participant preferred 4 slower-
paced visits); participant
observation of one clinic
appointment (2 children were
observed twice and 2 children
asked not to be observed); non-
participant observation in waiting
room; two discussion groups for
children to comment on
researcher's finings. During
home visit, researcher observed
and talked with children about
daily experience of diabetes.
Children chose pseudonyms
and play-based approach, and
children's own
drawings/photographs, used to
prompt discussion when
appropriate. Interpreter used in
2 cases to allow communication
with mother of child. Children
given disposable camera to
document 'important' things in
their lives. Eleven children
participated in discussion
groups.

QSR NUD*IST software used to
record, transcribe and enter
home visits; field notes on
observations in children's homes
and outpatients kept and copied
for hand coding.
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Themes and findings

children did not view consultations
as something to which they
contribute to.

Limitation
discussion about recruitment rationale
and drop outs.

Q5: Were the data collected in a way
that addressed the research issue?
Yes.

Q6: Has the relationship between
researcher and participants been
adequately considered? Yes.

Q7: Have ethical issues been taken
into consideration? Yes.

Q8: Was the data analysis sufficiently
rigorous? Can't tell.
Themes/categories are not presented
explicitly and are not discussed in any
detail.

QQ: Is there a clear statement of
findings? Yes.

Q10: Is the research valuable for the
UK? Yes. 1. Yes, contextualises
research findings in literature and
offers recommendations for good
practice. 2. Yes. Findings unlikely to
be specific for children with Type 1
diabetes.

Overall judgement of quality: Moderate
concerns.

Other information
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Study details

Full citation
Gibson, Faith,
Aldiss, Susie,
Horstman, Maire,
Kumpunen,
Stephanie,
Richardson, Alison,
Children and young
people's
experiences of
cancer care: A
qualitative research
study using
participatory
methods,
International journal
of nursing studies,
47, 1397-1407,
2010

Ref Id
1056148

Participants

Sample size

N=38 children and
young people

Characteristics
Age (range): 4-19
years

Gender (M/F):
18/20

Ethnicity (n):

e White British = 19

e White other = 2

e Mixed (white and
Black Caribbean)
=2

e Asian other =2

e White Irish = 1

e Black African =1

Methods
Data analysis

Constant comparative/grounded
theory method used to identify
themes and patterns emerging
from data and related to extant
literature, with differences
according to proportion of life
lived with condition, age,
ethnicity and gender actively
sought. Data saturation
achieved with sample size

without need to recruit excessive

participants or waste
participants/staff time.

Setting

Variety of settings throughout
cancer journey

Recruitment details

Purposive sampling of children
with cancer at 3 UK Primary
Care Trusts was used to ensure
a diverse range of ethnicity,
gender, age, social background
and stage of cancer journey
(diagnosis, during treatment and
up to 18 months from treatment,
palliative care). Clinicians
helped to identify participants in
addition to notices at parent
support groups and posters in
clinical areas. The study aimed
to recruit 2 children under 5
years old, 3 children aged 6-12
years old and 3 young people
aged 13-19 years old at each
stage of the journey.
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Themes and findings

Author’s themes:

e Asking and telling - getting the
balance right

e Worrying about now and the
future

e The triad of support

Findings

All young children were given
information on their diagnosis and
treatment by their parents. None
received this information from
their clinician. They reported
asking their parents if they wanted
to know anything specific about
their treatment. However, older
children wanted to be spoken to
and given information from
hospital staff directly, without their
parents acting as intermediaries.
Older children also wanted
professionals to use more grown
up language when speaking to

Limitation
Participants given laminated copies of
drawings and £15 thank you voucher.

Limitations (assessed using the
CASP checklist for gualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes

Q2: Was a qualitative methodology
appropriate? Yes

Q3: Was the research design
appropriate to address the aims of the
research? Yes. The study aimed to
explore healthcare needs and
preferences of children across a wide
range of ages (4-19 years old). A
variety of participatory-based research
used in order to ensure the most
effective method is used for each age

group.

Q4: Was the recruitment strategy
appropriate to the aims of the
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Study details

Countryl/ies where
the study was
carried out

UK (exact location
not specified)

Study type
Qualitative

Aim of the study
To explore how a
child's healthcare
needs and
preferences
changes throughout
childhood and
develop a
conceptual model
to describe
findings.

Study dates
Not reported.

Source of funding
This study received
support from
Macmillan Cancer
Support.

Participants

e Asian Pakistani =
1

Cancer diagnosis:
all acute
Lymphoblastic
Leukaemia

Stage of cancer

journey (n):

e Currently on
treatment = 20

e At the end of
treatment =9

e 6-18 months
following
successful
treatment = 9

Inclusion criteria
Not reported.

Exclusion criteria

e Individuals
judged by
healthcare staff to
be too unwell.

Methods

Data collection

3 participatory-based techniques
of data collection, with questions
and prompts designed around
age and stage in cancer journey
of participants.

e Play and puppets (4-5 years
old): Puppets were used to
explore children's
experiences. An inpatient
ward play specialist carried
out the data collection, with a
2nd researcher observing the
interviews and making field
notes.

e Draw and write technique (6-
12 years old): Participants
were given drawing materials
at the beginning of the
interviews, and asked to
complete a drawing. The
prompts used were adapted to
the age of the children, and
their treatment stage. They
were asked to describe their
drawings and the researcher
asked further questions about
their experiences. Field notes
were made during the
interview.

Activities day and interviews
(13-19 years old): 2
researchers held a 4 hour
activities day at an external
food venue, attended by 4
young people (aged 13-15
years old). This consisted of
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Themes and findings

them e.g. 'ametop' rather than
'magic cream' to describe a
topical medication. Many of the
older children felt that they were
not given enough information
about their treatment and cancer,
preferring open and honest
communication. However,
conversely, some of these older
children found medical
information to be overwhelming.
They thought that medical staff
should be more sensitive to cues
showing when they did or did not
want to talk e.g. making eye
contact or having curtains drawn
respectively. Children found
asking questions was especially
challenging and wanted to staff to
encourage them in this. Children
felt that being given information
about waiting for treatment was
an important issue. Some patients
mentioned specifically about more
information needed regarding
steroids, and the side effects that
they might experience while
taking them.

When some children were
worried, they spoke to their
parents and siblings about their
feelings. However, many children
said that they wouldn't tell anyone
about their concerns because
they didn't want to be judged by
health professionals.

Limitation

research? Yes. Inclusion criteria well
described and matched the aim of the
study. Purposive sampling used in
order to ensure participants had a
range of ages, gender, ethnicity and
stage of cancer journey. Only aimed to
recruit 2 children in the under 5 age
category for each stage of the cancer
journey (compared to 3 children for the
other 2 age groups) as they were
aware that this age group would likely
be more resource intensive. However,
healthcare staff helped to recruit
participants which may have
introduced some selection bias. NB.
No children were recruited for the
palliative care cancer stage but this is
out of our scope so does not affect the
quality appraisal.

Q5: Were the data collected in a way
that addressed the research issue?
Yes. A range of techniques were used
across all age ranges to ensure that
participants had an acceptable form of
feedback presented to them.
Techniques were all well-described
and justified. There was a change
from the protocol for children aged 16-
19 - data collection was originally
meant to be via an activity day but it
proved difficult to arrange a suitable
day for participants. However, no
mention of data saturation.

Q6: Has the relationship between
researcher and participants been
adequately considered? No. No
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Study details Participants

Methods
peer interviews (using a

researcher-provided interview
guide), a group discussion, a

focus group and a written task
asking about what factors are

important to their experience
of healthcare. A range of
guestioning was used to
ensure that each participant

had a mode of response that

they felt comfortable with. A
2nd activities day had been
planned for 16-19 year old

attendees but scheduling a

date proved difficult. Instead, 2

researchers conducted

individual interviews with this

age group, either at the
hospital or at home.

Data analysis

Inductive thematic analysis.
Peer interviews and focus
groups of the 13-19 year old
groups were audio-recorded.
Group discussions were

recorded as spider diagrams. 2
levels of data analysis occurred.

The 3 researchers involved in

data collection developed initial

codes, themes and categories
from the data, with another

researcher verifying the results.
A 4th researcher commented on

the themes and any

disagreement was resolved with
group discussion. Results were
originally analysed within the 3

Themes and findings

Family, friends and hospital staff
were all mentioned as areas of
support and helping participants
through 'hard times'. Children at
all ages recognised parental
worries and suggested healthcare
professionals should specifically
make an effort to help them cope
during their child's

treatment. Young children rarely
mentioned healthcare staff unless
they were prompted by
researchers but older children and
young people mentioned that they
liked when professionals listened
to them and made an effort to get
to know them as 'people’ by
chatting to them about their life.
This made them feel as though
they were 'a person and not a
patient'. Nurses were especially
important in day-to-day
communication for the
participants. They were described
as 'kind', 'fun' and 'helpful’. Young
people looked forward to talking
with them and young children
looked forward to playing with
them. Participants knew nurses
better than doctors, feeling more
comfortable talking with them.
This could possibly be due to the
fact nurses spent more time on
the ward, whereas doctors were
‘more formal', busy and changed
wards more often. It was
important that hospital staff were
sensitive to the needs and
feelings of patients, that nurses
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Limitation
description of potential bias/influence
between researcher and participants.

Q7: Have ethical issues been taken
into consideration? Yes. Individual
informed consent obtained (as well as
parental for under 16s). Discussions
with parents of younger children were
before data collection in order to
ensure language was consistent with
family discourse. Study was approved
by relevant Local Research Ethics
Committees within the NHS Trusts
where data was collected, as well as
Institute of Child Health/Great Ormond
Street Multi-Research Ethics
Committee.

Q8: Was the data analysis sufficiently
rigorous? Can't tell. In-depth
description of data analysis process
presented, with a clear description of
how codes, themes and sub-themes
were developed (especially the thread
of changing needs across ages). The
3 researchers involved in data
collection developed the initial themes,
with another 2 researchers checking
themes and making comments (no
further information of what this
entailed). No critical examination of
the researcher's own role in the
process or techniques used to mitigate
potential bias and influence during
analysis. Contradictory data is not
presented for discussion. An adequate
amount of data was presented to
support the reported findings or certain
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Study details Participants Methods Themes and findings
age groups before being brought were reliable. If staff were not
together into 6 overarching sensitive to this, it was
themes. The 2nd layer of distressing, embarrassing and
analysis involved identifying 1 annoying. Insensitivity revolved

key theme threading through the  mainly around being examined,
data, which was then examined  not explaining things and, for
across all the lower-level themes young people, not being left alone
to enable a multi-faceted when they wanted to be.
interpretation of the results.
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Limitation

themes (e.g. 3.2 Play, toys and school
work), but noticeably absent for other
themes (e.g. 3.6 A conceptual model
of communication).

QQ: Is there a clear statement of
findings? Yes. Good, detailed
explanation of findings within the
identified themes, with regular referral
back to the original research question.
Good discussion surrounding
evidence for the study's findings, but
less so contradicting them. There is a
lack of information on credibility of
findings. Details of data analysis show
that multiple researchers were
involved in the development of codes
and themes, which increases rigour.

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Yes. 1. Yes. Details
how the study findings fit in with
current literature and the UK
population, and how they can be used
to inform best practice. Directions for
future research mentioned. 2. Can'’t
tell. Participants were from a range of
age groups and stages of cancer
journey. Quite a specific population
but may be generalizable to other
chronic diseases. Small sample size
limits transferability.

Overall judgement of quality: Moderate
concerns
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Study details

Full citation

Heath, G.,
Greenfield, S.,
Redwood, S., The
meaning of ‘place’
in families' lived
experiences of
paediatric
outpatient care in
different settings: A
descriptive
phenomenological
study, Health and
Place, 31, 46-53,
2015

Ref Id
989549

Country/ies where
the study was
carried out

Birmingham/West
Midlands, UK

Study type
Qualitative

Aim of the study

Participants

Sample size
N=27
e n=14 children and
young people
o N=8 hospital
outpatient

o N=6 community
clinic outpatient

e n=13 adults
o n=7 hospital
outpatient

o N=6 community
clinic outpatient

- Only the
views of
children and
young people
were included
in the review

Characteristics
Not reported.

Inclusion criteria
Not reported.

Exclusion criteria

Methods

Setting

Outpatient clinics in hospital,
health centre and children's
centre

Sample selection

Purposive sampling. Families
were approached in person
while in the waiting area for
general paediatric clinic, and via
a letter for families who had
received an appointment at
general paediatric clinic.
Participants were selected
through their experience with
attending appointments in 1 of 3
settings (hospital, health centre,
children's centre).

Data collection

Semi-structured interviews.
Each interview began with an
overarching question about the
decision to attend the clinic,
followed by a description of their
last visit. After this, responses
were tailored to participant's
stories and care experiences.
No further details reported.
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Themes and findings

Author’s themes:
¢ A therapeutic environment
¢ Interpersonal interactions

Findings

The more relaxed environment
present in community clinics
facilitates a more detailed
discussion with healthcare
practitioners, where children do
not feel rushed.

Healthcare professionals should
be welcoming, respectful of
families beliefs, and listen parents
when they say what is usual for
individual children.

It is not just the communication of
healthcare professionals that
impact a child's satisfaction with a
consultation. Receptionist and
support staff should be friendly
and cheerful.

Limitation

Other information

Participants were given a toy or a
voucher as a token for participating.
They were not informed of this until
after they had participated in order to
avoid coercion.

Limitations (assessed using the
CASP checklist for gualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes.

Q2: Was a qualitative methodology
appropriate? Yes.

Q3: Was the research design
appropriate to address the aims of the
research? Yes - Semi-structured
interviews justified.

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Can't tell - Purposive
sampling used to ensure each setting
was covered, with a range of
demographic characteristics ensured
(including age, sex, ethnicity and
geographical distance from hospital).
However, lack of reported
demographics, inclusion criteria and
exclusion criteria mean that it is not
possible to see whether the final
sample was representative.
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Study details Participants

To explore babies,  Not reported
children and young  (although a lower
people’s (and age limit of
parents') views of ‘approximately 8

paediatric years' was noted).

outpatient care,
focusing on how
healthcare setting
may impact
experiences.

Study dates
Not reported.

Source of funding

This study received
support from
National Institute
for Health
Research via
Collaborations for
Leadership in
Applied Health
Research and Care
for Birmingham and
Black Country
programme.

Methods Themes and findings

Data analysis

Descriptive phenomenology.
Interviews were audio-recorded
and transcribed. Researchers
familiarised themselves with the
data, dividing them into units of
meaning before developing
codes and themes. These
themes were organised into
experiences found in hospital
settings and those found in
community settings. Variations
between these 2 settings were
compared and highlighted.
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Limitation

Q5: Were the data collected in a way
that addressed the research issue?
Can't tell - Interviews justified but
poorly described. Interviews were
driven by interviewee so no use of
topic guides, and no mention of the
methods deviating between
participants. Interviews were
conducted at a time and place of
participants choosing, with discussion
on how place of interview might affect
the answers. Interviews were audio-
recorded and transcribed. No mention
of data saturation.

Q6: Has the relationship between
researcher and participants been
adequately considered? Can't tell -
Researcher's reflected answers back
to participants and asked to explain
their use of descriptive words in order
to confirm understanding of their
experience. However, lack of
information on other aspects of the
interview limits certainty.

Q7: Have ethical issues been taken
into consideration? Yes - Ethical
approval from West Midlands NHS
Research Ethics Committee and
informed consent received from all
parents. Informed assent was received
from young people.

Q8: Was the data analysis sufficiently
rigorous? Yes - Confusing description
of analysis process and how themes
were derived, but accurate. Good
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Study details Participants Methods Themes and findings
Full citation Sample size Setting Author’s themes:
Law, H., Gee, B., N=23 young people In the community ¢ Meaningful alliance
Dehmahdi, N., e n=15 under 18 ¢ Collaborative approach
Carney, R., years Sample selection
Jackson, C., -
Wheeler, R., Findings
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Limitation

presentation of data to support
findings. No mention of multiple or
independent analysis. Discussion of
contradictory data. Researcher bias
was discussed and limited by
acknowledging existing views and
preventing attributing false importance
to certain aspects by treating all areas
of an experience as equally important.

Q9: Is there a clear statement of
findings? Yes - Good discussion on
the findings, with relation back to the
original question. Adequate discussion
concerning evidence surrounding the
findings (both for and against) and the
credibility of findings.

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Yes - Nature of
review question in highlighting other
areas important to BCYP experience
not previous identified means all are
important.

Overall judgement of quality: Moderate
concerns

Other information
None.
Limitations (assessed using the

CASP checklist for gualitative
studies).
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Study details
Carroll, B., Tully,
S., Clarke, T., What
does recovery
mean to young
people with mental
health difficulties?-
"It's not this magical
unspoken thing, it's
just recovery",
Journal of Mental
Health, 2020

Ref Id
1280080

Countryl/ies where
the study was
carried out

East Anglia and
Greater
Manchester, UK

Study type

Semi-structured
interview;
qualitative

Aim of the study

To understand
young people's
concept of mental
health recovery.

Study dates
Not reported

Participants
e n=8 over 18
years
o Only the views
of young people
under 18 years
are included in
this review.

Characteristics
o Age (years, n):

o 14-17 =15
018-21=5
022-25=3

e Gender (M/F/non-
binary): 4/18/1

o Ethnicity (n):
o White British =
20
o Asian Pakistani

=1
o White Other = 1
o Other=1

e Duration of
access to mental
health services
(years, n):
o<l=5
01-3=10
04-7=4
o>7T=4

Methods

Participants recruited using
convenience sampling from
Norfolk and Suffolk NHS
Foundation Trust (h=11) and
Greater Manchester Mental
Health NHS Foundation Trust
(n=12). Referrals received from
participants themselves (self-
referral) or via youth mental
health service professionals.
Consent forms obtained or when
appropriate, consent forms from
parents/guardians obtained
where required and assent form
from participant.

Data collection

Interview schedule developed
with local Youth Council
members. Semi-structured
organic interviews conducted at
location of participants' choice
with individual interviews guided
by participant's responses to
questions. Topics in interview
included background history of
MH difficulties and access of
services, understanding of the
word 'recovery' generally and
what it means to them, and
personal experience of recovery
including what has helped or
hindered recovery. Interviews
recorded and transcribed
verbatim.

Data analysis
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Themes and findings

As with adults, young people
viewed recovery from mental
health difficulties as an
individualised, continuing journey
to stability although there was
variation in whether they thought
it possible or helpful, and whether
the goal of recovery consisted in
reduction/disappearance of
symptoms or learning to live with
them. Goal of recovery for young
person not always same as that of
others (e.g. health professionals,
parents). Facilitators to recovery
included having a meaningful
alliance with healthcare staff and
being engaged in a collaborative
approach to their own recovery.

Limitation
Q1: Was there a clear statement of the
aims of the research? Yes.

Q2: Was a qualitative methodology
appropriate? Yes.

Q3: Was the research design
appropriate to address the aims of the
research? Can't tell. No justification for
use of interview provided.

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Yes.

Q5: Were the data collected in a way
that addressed the research issue?
Yes.

Q6: Has the relationship between
researcher and participants been
adequately considered? Yes.

Q7: Have ethical issues been taken
into consideration? Yes. Ethical
approval for study obtained from East
of England - Cambridge Central
Research Ethics Committee (Ref:
17/EE/0231).

Q8: Was the data analysis sufficiently
rigorous? Yes.

Q9: Is there a clear statement of
findings? Yes.
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Study details
Source of funding
Not reported

Full citation
Livesley, J., Long,
T., Children's
experiences as
hospital in-patients:
Voice, competence
and work.
Messages for
nursing from a
critical
ethnographic study,
International journal
of nursing studies,

Participants
Inclusion criteria
Participants had to:

e Be aged between
14 and 25-years
old.

e Speak English

e Be currently
receiving services
from mental
health trusts

Exclusion criteria
Not reported.

Sample size
N=17 children and
young people

e n=6 Phase 1

e n=9 Phase 2

Characteristics
e Age: 5-15 years
old

Gender: Not
reported.

Methods

Thematic analysis conducted to
understand each participant's
unigue perspective. Analysis
data-driven and coding using
participant's own language
conducted. Bottom-up approach
followed beginning with
familiarisation with dataset, then
initial independent code
generation (by 2 of the authors),
search for themes, review of
themes for internal and external
homogeneity and to ensure
coherence, and finally defining
and naming of themes. Any
discrepancies discussed by all
authors. Process of reflexivity
used to bracket researchers own
beliefs/preconceptions.

Setting
Hospital paediatric inpatient
ward

Sample selection

Purposive sampling.

e Phase 1 59 children meeting
the inclusion criteria were
identified from hospital
records. The 6 who responded
within the time frame were
recruited.
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Themes and findings

Author’s themes:
o Different worlds
o Child—nurse relationships

e The challenge: children’s voice
and competence

Findings

During the study, one child
become frightened when a nurse
approached their bed on the side
where their catheter drainage box
was. The nurse dismissed the
idea of it being able to hurt the

Limitation

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Yes. 1. Yes,
discusses in context of literature. 2.
Yes. Nature of topic (mental health
recovery) and use of convenience
sampling risking sample bias limits
applicability of findings to young
people generally; also includes 8
participants over-18.

Overall judgement of quality: Minor
concerns.

Other information

Participants were compensated for
their participation in study with a £10
gift card.

Study also involved participants 18-25
years old. However, these participants
are outside the protocol population
and data was not extracted where
possible.

Limitations (assessed using the
CASP checklist for gualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes

Q2: Was a qualitative methodology
appropriate? Yes

Q3: Was the research design
appropriate to address the aims of the
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Study details

50, 1292-1303,
2013

Ref Id
990659

Countryl/ies where
the study was
carried out

North England, UK

Study type
Qualitative study

Aim of the study

To explore
children's insight
into their hospital
in-patient
experience and
define their voices
in hospital
qualitative
research.

Study dates
Not reported.

Source of funding
None.

Participants

Inclusion criteria

Phase 1:

Participants had to:

e Aged 5-16 years
old

e Be admitted as
in-patients during
the last 18
months to study
ward

o Admitted for at
least 24 hours

e Live within 1 hour
driving distance
from hospital

Phase 2:

Participants had to:

o Be admitted as
in-patients to the
study ward

e Be under the care
of urology team

Exclusion criteria
Not reported.

Methods

e Phase 2 The parents of
children who were admitted to
the nephro-urology ward and
met the inclusion criteria were
introduced to the study and
given an information leaflet.
No parents or children
declined to take part.

Data collection

Critical ethnographic approach,
enabling children to comment on
their individual healthcare
experiences and to shape the
research study. All data
collection was completed by 1
researcher using a variety of
age-appropriate methods e.g.
storytelling, games, crafting,
drawing and sentence
completion. The study was
separated into 2 phases.

e Phase 1 A reconnaissance
phase that explored children's
memories of being hospital
inpatients. Interviews were
conducted in participants'
home and developed
spontaneously. Conversations
were led by the children.
Areas of interest included
hospital admission and the
children's experience whilst
inpatients.

e Phase 2 Informed by the
results from phase 1. Field
work in a nephro-urology ward
situated in a specialist
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Themes and findings

child without trying to understand
the reason behind the patient's
reaction.

During the study, it became
apparent that there was a
constant balance for nurses
between creating relationships
with patients and the amount of
time they had. In 1 instance, a
nurse was busy organising for the
transfer of a new patient from a
high dependency unit when a
child was communicating that
they wanted their pad changed.
The patient in question had a long
surgical history and was worried
about getting an infection in their
stiches which would prevent them
going home and returning to
‘normal’ life. The admission
information failed to elicit the
views and feelings of the patient,
instead focusing solely on medical
information. The nurse described
the patient as 'stroppy' while the
patient was left feeling sad and
that they 'weren't being treated
properly'. Another patient was
wincing on their bed, explaining
that they were in a lot of pain.
They had told their nurse but were
left waiting as the nurses were far
too busy. The study reports
multiple occurrences of patients
trying and failing to get the
attention of healthcare staff who
were too busy.

Limitation

research? Yes. Critical ethnographic
approach was chosen in order to place
children at the centre of the research,
and allow them to help shape the
study. The results of phase 1
(retrospective experiences of children
as in-patients) were specifically used
to inform the fieldwork of phase 2
(where researchers were on the ward).

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Yes. Inclusion criteria well
described and matched the aim of the
study. States that the study
demographics were consistent with
children using nephro-urology in-
patient services. Phase 1 Possible
children were identified from hospital
records and contacted. Roughly a
10% response rate. Phase 2 Parents
of children who were on the study
ward and met the inclusion criteria
were introduced to the study. Mentions
that no families declined to participate.

Q5: Were the data collected in a way
that addressed the research issue?
Can't tell. Phase 1 A variety of data
collection methods were used to
ensure that each participant had an
acceptable form of feedback. Interview
content broadly described but, as it
was designed to develop
spontaneously, no interview guide was
used. Conversations were audio-
recorded and transcribed verbatim.
Phase 2 Fieldwork observation used
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Study details Participants Methods Themes and findings Limitation

paediatric tertiary-referral
hospital, conducted in 4-6
hour blocks (between 07:00-
00:00) over 6 months. The
researcher first became
acquainted with the layout of
the ward, sitting in the centre
to immerse themselves before
moving to the bedside of
individual children. The
researcher played games with
participants, or were taken on
a tour of the ward/hospital by
the children. Extensive
fieldwork notes were recorded
immediately after each
session.

Data analysis
Constant comparative methods.

e Phase 1 Interviews were
audio-recorded and
transcribed verbatim using a
confidential professional
transcription service. 2
researchers read the
transcripts and compiled a
general overview of the major
themes. This was then used to
develop a set of questions to
ask participants, attitudes to
observe and topics to avoid in
phase 2.

o Full study After phase 1, data
from both phases were
analysed together using a
constant comparative method.
Researchers (no mention of
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During the study, after a
particularly busy shift, one
healthcare professional turned the
lights off on the ward without any
communication to patients.

and justified as immersing themselves
in the ward environment. However,
methods were not specific. No
mention of how much time spent with
what children, what was included in
the interview prompts, or any
modifications during the study.
Fieldwork notes were taken after the
session, introducing an element of
recall bias.

Q6: Has the relationship between
researcher and participants been
adequately considered? No. No
description of potential bias/influence
between researcher and participants.
This is particularly concerning in
phase 2 of the study, which consisted
of fieldwork on the ward itself. There is
no information regarding how much
time researcher's spent with each in-
patient, or how having a ward
recruitment might have affected
answers.

Q7: Have ethical issues been taken
into consideration? Yes. All
participants gave informed consent, as
did parents/carers of participants.
Concerns and practicalities
surrounding data collection were
discussed beforehand. The power
differential inherent in child-adult
interactions was acknowledged and
strategies were employed to minimise
it.
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how many) immersed
themselves in the data,
listening to the audio-
recordings and reading
transcripts along with the field
notes. Key quotations were
noted, along with notes adding
context and initial
observations. Initial codes
were developed before
grouping them together into
themes. At each point, any
theme that was deemed to be
significant was compared to
the raw data and emerging
themes. An overarching key
theme was constructed,
producing a common thread
throughout the analysis.
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Q8: Was the data analysis sufficiently
rigorous? No. In-depth description of
data analysis process presented, with
a clear description of how codes,
themes and sub-themes were
developed. Contradictory data is
presented and discussed where
appropriate. An adequate amount of
data was presented to support the
reported findings. Pictorial
representation used to good effect in
this process. However, there was little
explanation of the techniques used to
mitigate potential bias and influence
during analysis. The only mention was
the need to ensure that differences in
children's experiences on the same
ward should be highlighted rather than
blended together. There was no
critical examination of the researcher's
own role in the process, which
becomes particularly important as
phase 2 was conducted solely through
field -work on the ward. Importantly,
there is no mention of the number of
researcher's who participated in the
data analysis.

QQ: Is there a clear statement of
findings? Yes. Good, detailed
explanation of findings within the
identified themes, with regular referral
back to the original research question.
However, there is no presentation of
possible evidence against the
researcher's findings and there is no
discussion surrounding the credibility
of findings.
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Full citation

Lowes, L., Eddy,
D., Channon, S.,
McNamara, R.,
Robling, M.,
Gregory, J. W., The
experience of living
with type 1 diabetes
and attending clinic
from the perception
of children,
adolescents and
carers: analysis of
qualitative data
from the
DEPICTED study,
Journal of pediatric
nursing, 30, 54-62,
2015

Participants

Sample size

N=518 children and
young people
completed
baseline
questionnaires

e n=259 baseline
intervention

e n=259 baseline
control

N=390 children and

young people

completed 1 year

follow- up

guestionnaires:

e n=185 follow-up
intervention

e N=205 follow-up
control

Methods

Setting
Paediatric diabetes services

Sample selection

Recruited from 26 secondary
and tertiary care paediatric
services in UK. No further
details reported.

Data collection

DEPICTED is a pragmatic
cluster randomised controlled
trial investigating the
effectiveness of a training
programme in consultation skills
for UK paediatric diabetes
teams. DEPICTED study
participants completed a
guestionnaire on quality of life
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Themes and findings

Author’s themes:
e Communication skills

Findings

Communication skills of health
care staff played a huge role in
patient and carer experiences, as
well as the relationship between
families and diabetic team. Good
communication by professionals
made for a positive, rewarding
experience for families. One
adolescent mentioned it was
helpful to attend clinic with an
organised list of questions, which
an agenda was setting tool
addressed in the DEPICTED
intervention. On the other hand,
poor communication skills

Limitation

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Yes. 1. Yes. Details
how the study findings fit in with
current literature and the UK
population, and how they can be used
to inform best practice. 2. Can't tell.
General in-patient ward population but
small sample size.

Overall judgement of quality: Serious
concerns

Other information
None.

Limitations (assessed using the
CASP checklist for qualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes

Q2: Was a qualitative methodology
appropriate? Yes

Q3 Was the research design
appropriate to address the aims of the
research? Yes. Qualitative
methodology used to identify aspect of
healthcare young people find helpful
or unhelpful.

Q4: Was the recruitment strategy
appropriate to the aims of the
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Study details
Ref Id
1058771

Countryl/ies where
the study was
carried out

Country-wide, UK

Study type
Mixed methods
study

Aim of the study

To explore
experiences of
living with and
managing Type 1
diabetes in children
and adolescents,
as well as attending
specialist paediatric
diabetic services.

Study dates
Not reported.

Source of funding

This study received
support from UK
National Institute
for Health
Research Health
Technology
Assessment
Programme and
Novo Nordisk UK.

Participants

Characteristics
Not reported.

Inclusion criteria

Participants in

DEPICTED trial

had to be:

e Aged 7-15 years
old

¢ Diagnosed with
type 1 diabetes
for at least 12
months

Exclusion criteria
Not reported.

Methods

and other self-reported
psychosaocial outcomes at
baseline and 1 year.
Questionnaires were age-
appropriate (1 for 7-10 year
olds, 1 for 11-15 year olds) and
contained 5 free-text boxes on
attendance at diabetes clinics,
living with diabetes and
managing diabetes.

Data analysis

Qualitative descriptive analysis.
Responses in the 5 free-text
boxes were transcribed verbatim
from the returned questionnaires
and entered into a database by
an independent researcher.
Data was labelled as
child/adolescent/carer,
intervention group/control group,
baseline/follow-up and which
box it corresponded to. 2
researchers individually
analysed these responses
before identifying patterns to
inform initial codes. These
codes were then collated into
themes and sub-themes.
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Themes and findings

adversely impacted family’s
experience of attending clinic,
limiting the benefits. Participants
reported feeling as though they
were spoken to rather than
listened to. Many respondents felt
as though healthcare staff could
not understand what it is like to
live with diabetes if they didn't
have it themselves, meaning that
they tended to oversimplify the
impact it has on the lives of
adolescents. Children,
adolescents and carers tended to
prefer consultations with
paediatric nurses rather than
doctors, as doctors were seen as
less patient-centred.
Consultations with multiple
healthcare professionals present
were not always seen as helpful,
with some children describing
them as overwhelming and
intimidating. Some parents
mentioned that they would like to
be able to consult with their child's
doctor without their child present.
In some clinics, adolescents were
able to consult their healthcare
professionals without their
parent's present, but this did not
always allow them to talk about
their concerns and feelings more
openly. Parents were especially
worried that this might allow their
children to withhold important
information back if they were not
in the consultation.

Limitation

research? Can't tell. Sample taken
from the DEPICTED study which
recruited 693 children aged 4-15 years
old with type 1 diabetes from 26 UK
specialist paediatric diabetic clinics.
This is a wide population but there
were no further details reported,
including any demographic
information.

Q5: Were the data collected in a way
that addressed the research issue?
Unsure. Use of questionnaires was
justified as part of the DEPICTED
study. Free-text questions published in
article and are accompanied by
detailed description of response rates
for individual questions. However, no
mention of alternative forms of
guestionnaire (for example, large font).
However, it is mentioned that that free-
text boxes were not mandatory and so
individuals with particularly strong
views on certain questions were more
likely to use these boxes to elaborate.
Additionally, data was collected
throughout the DEPICTED trial but not
specifically collected to answer this
research question.

Q6: Has the relationship between
researcher and participants been
adequately considered? Yes. No
discussion presented regarding
potential bias/influence between
researcher and participants but
unlikely to be an issue with postal
guestionnaires.
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Study details

Participants

Methods

Themes and findings

Limitation

Q7: Have ethical issues been taken
into consideration? Yes. Study was
approved by South East Wales NHS
Research Ethics Committee
(DEPICTED intervention development)
and Thames Valley NHS Research
Ethics Committee (DEPICTED trial
phase) and managing NHS
organisations (DEPICTED trial

phase).

Q8: Was the data analysis sufficiently
rigorous? Can't tell. Adequate
description of data analysis process
presented but poor description of how
codes, themes and sub-themes were
developed. No critical examination of
the researcher's own role in the
process or techniques used to mitigate
potential bias and influence during
analysis. However, contradictory data
is presented and discussed where
appropriate. An adequate amount of
data was presented to support the
reported findings.

QQ: Is there a clear statement of
findings? Yes. Good, detailed
explanation of findings within the
identified themes, with regular referral
back to the original research question.
Good discussion surrounding
evidence both for and against the
study's findings. Discussion around
credibility of findings.
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Full citation Sample size
McCormack, A., N=3 young people
Norrish, S., Parker,

L., Frampton, I, Characteristics

Consulting with

young people about O (fEngE) L2 0

healthcare. Part 2: years

Experience of long-

term health Inclusion criteria
conditions, Participants had to:

Pediatric Health, 4, 4 Be aged 12-18
167-175, 2010 years old

Methods

Setting
In the community

Sample selection

Participants taking part in
'Stepping into Shoes', a
documentary project about the
impact of living with a chronic
illness in a rural area. No further
details given on how these
participants were identified or
recruited.
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Themes and findings

Author’s themes:
o Experience of healthcare

Findings

All the children interviewed had
had significant experience with
the healthcare system and were
used to seeing an array of
healthcare professionals (e.g.
consultants, nurses,
physiotherapists) in a wide range
of settings (e.g. local hospitals,
specialist tertiary hospitals,

Limitation

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Yes. 1. Yes. Details
how the study findings fit in with
current literature and the UK
population, and how they can be used
to inform best practice.2. Can't tell.
The initial RCT had a wide sample
population but demographic
information is not presented. May be
generalizable to other chronic
diseases.

Overall judgement of quality: Moderate
concerns

Other information

Part of the larger DEPICTED study.
Another questionnaire on enablement
was administered at the 1st clinic visit
since the start of the trial but no
gualitative data was reported.

Limitations (assessed using the
CASP checklist for gualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes

Q2: Was a qualitative methodology
appropriate? Yes

Q3: Was the research design
appropriate to address the aims of the
research? Yes. Qualitative
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Study details
Ref Id
991064

Countryl/ies where
the study was
carried out

Cornwall and
Devon, UK

Study type
Qualitative

Aim of the study

To explore the
impact of chronic
health conditions
on young people,
their lives, their
families and their
interactions with
healthcare
services.

Study dates
Not reported.

Source of funding
'Stepping into
Shoes' project
received support
from Cornwall and
the Isles of Scilly
Primary Care Trust
and the Real Ideas
Organisation.

Participants

e Have a
diagnosed
chronic
condition/illness

e Be living in rural
area

Exclusion criteria
Not reported.

Methods
Data collection

Semi-structured interviews
conducted on camera for a
documentary. The interview
guide was developed from the
current literature, together with
input from the 'Stepping into
Shoes' team and paediatric
clinicians. Open-ended
questions were used to explore
the impact of a chronic illness on
the young person and their
experience of healthcare.

Data analysis

Thematic analysis. Interviews
were video-recorded and
transcribed verbatim. Each
transcript was then read several
times by the interviewer, who
noted initial thoughts, potential
themes and summary phrases.
These initial themes were
extracted and organised into
clusters, identifying any potential
connections. Initial transcripts
were revisited throughout the
process to ensure that the
developing themes were true to
the original quotes and context.
Overarching themes were
named and organised into a
table with supporting themes.
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Themes and findings
community-based clinics, home-
based visits and treatment).
Factors that helped create a
positive healthcare experience for
children were when healthcare
staff addressed them as the
patients and not just their parents.
This allowed the children to feel
more informed and more in
control. Having a good
relationship with healthcare
professionals was deemed
important, as was consistency in
seeing the same professionals
and a positive attitude of staff to
both treatment itself and possible
outcomes of treatment.
Conversely, lack of suitable
equipment, poor communication
with or between healthcare staff,
time taken for appointments and
anxiety prior to appointment was
mentioned as factors that
adversely affected healthcare
experiences.

Limitation

methodology used in order to try and
gain a fuller understanding of the
impact of living with a long-term
condition on young people, and place
them as an active consumer of
healthcare. Royal College of
Paediatrics and Child Health research
guidelines specifically mentioned, as
they recommend both quantitative and
gualitative research methods.

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Can't tell. No information
given regarding how 'Stepping into
Shoes' participants were identified or
recruited.

Q5: Were the data collected in a way
that addressed the research

issue? Can't tell. Interviews were
video-recorded as part of a
documentary. Setting for the interview
setting and method was well justified
throughout the article. However, the
interview schedule was not discussed
in detail and data saturation was not
mentioned.

Q6: Has the relationship between
researcher and participants been
adequately considered? No. No
description of potential bias/influence
between researcher and participants.

Q7: Have ethical issues been taken
into consideration? Can't tell. No

Babies, children and young people’s experience of healthcare: evidence reviews for communication by healthcare staff DRAFT (March 2021)



DRAFT FOR CONSULTATION
Communication by healthcare staff

Study details

Participants

Methods

Themes and findings

Limitation

information given on ethical approval
or discussion on possible ethical
considerations given.

Q8: Was the data analysis sufficiently
rigorous? No. Brief description of data
analysis process presented, with a
poor description of how codes, themes
and sub-themes were developed. An
adequate amount of data was
presented to support the reported
findings although there is a lack of
contradictory data presented. The
report mentions that the researcher
routinely checked the transcripts to
ensure that analysis did not deviate
from the original data but there was no
critical examination of the researcher's
own role in the process. This is
important as the first author did all the
interviews and analysis.

QQ: Is there a clear statement of
findings? Yes. Good, detailed
explanation of findings within the
identified themes, with regular referral
back to the original research question.
Adequate discussion surrounding
evidence both for and against the
study's findings. Discussion around
credibility of findings.

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Can't tell. 1. Yes.
Details how the study findings fit in
with current literature and the UK
population. Areas for future research
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Study details

Full citation

Robards, F., Kang,
M., Usherwood, T.,
Sanci, L., How
Marginalized Young
People Access,
Engage With, and
Navigate Health-
Care Systems in
the Digital Age:
Systematic Review,
Journal of
Adolescent Health,
365-381, 2018

Ref Id
958204

Country/ies where
the study was
carried out

Multiple countries

Study type

Participants

Sample size
K=68 studies.

Characteristics

Type of study (k):

o Qualitative=44

e Quantitative=16

e Mixed-methods=8

o This study

incorporated all
their results
(qualitative and
guantitative)
into a narrative
summary,
which was then
used in the
findings of this
review.

Range of sample
size: N=3 to 1388

Methods

Setting
Not reported

Study selection

A systematic literature search of
5 online databases (Medline,
CINAHL, PysclInfo, The
University of Sydney Library
database and Google Scholar)
for qualitative, quantitative and
mixed-methods studies
(published between Jan 2006
and Feb 2017) identified 1758
articles. Hand searching of
reference lists and a grey
literature search identified 38
more articles. The search was
conducted in 2 phases. First
phase involved a generalised
search of the literature for terms
relating to access, barriers or
navigation of healthcare. The
second phase specifically
searched for 5 marginalised
groups of young people (those
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Themes and findings

Author’s themes:

¢ Professionals; knowledge, skills
and attitudes affect engagement

Findings

Marginalised young people
wanted clinicians who are able to
take time, facilitate
communication, deal with
sensitive issues carefully, listen
with empathy and be respectful of
autonomy. Positive characteristics
of professionals included: non-
judgmental attitude; welcoming;
open-minded, unassuming,
supportive and encouraging. Trust
was a central theme, building
trusting relationships with both
providers and services. This
ability to develop an ongoing
personal connection (involved
rapport with service providers),
continuity of therapeutic
relationships, and having a usual
source of care was important to

Limitation

are identified. 2. Can’t tell. The sample
size is very small and participants
were sampled from rural areas in west
England. May be generalizable to
other chronic diseases.

Overall judgement of quality: Serious
concerns

Other information
None.

Limitations (assessed using the
CASP checklist for systematic
reviews).

Q1: Did the review address a clearly
focused question? Yes

Q2: Did the authors look for the right
type of papers? Yes

Q3: Do you think all the important,
relevant studies were included? Yes.
A wide variety of online databases
were used, and the search strategy
was devised in collaboration with a
librarian from University of Sydney.
Reference lists of included studies
were checked for relevant studies and
a search of the grey literature was
conducted. No restrictions were
placed on full-text or language of
publication. No mention of personal
contact with experts. However, only 5
of the 8 marginalised groups of young
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Study details
Systematic review

Aim of the study
To explore the
current literature
and determine the
factors affecting
access to,
engagement with,
and navigation
through healthcare
systems for
marginalised young
people in the digital
age.

Study dates

Search dates:
January 2006 -
February 2017

Source of funding
None.

Participants
Marginalised group
(k):

e Homeless=20

e Living in remote
areas=14

* Refugees and
migrants=11

e LGBTQ=11

¢ Indigenous
populations=4

e Low income=4

e Young
offenders=2

¢ Living with a
disability=2

Study country (k):

e United States=24
o Australia=24
Canada=11

o UK=7

New Zealand=1
Portugal=1

Respondents (k):
e Young people=61
¢ Professionals=11
e Parents=7
o Although the
study notes that
their themes
were identified
by all the
participants in

Methods

who are homeless, living in
remote areas, refugees and
migrants, LGBTQ and part of the
indigenous population). While
reviewing the literature, 3 more
populations were identified
(young offenders, low income
and living with a disability).
These terms were subsequently
included but were not included
in the original systematic search
terms. Abstracts were screened,
with 2 researchers performing
an initial 200 paper pilot and
achieving more than 95% inter-
rater agreement. Any
disagreements were discussed
and an agreement reached. Out
of 1241 abstracts screen, 235
full texts were read and 68 were
included for the final review.

Data collection and analysis

Study characteristics and
outcomes were extracted into
Microsoft Excel. Data extraction
included year, language of
publication, country,
marginalised group, sample
size, age definition, gender
distribution, healthcare setting,
focus of the study, and key
limitations in study protocol. Key
findings for access to,
engagement with and/or
navigation through healthcare
systems were recorded through
each study. Qualitative thematic
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Themes and findings
marginalised young people. Being
taken seriously and being
acknowledged was a pervasive
theme, as was discrimination by
professionals. Marginalized young
people may be treated differently
and with disrespect. Culturally
appropriate services, cultural
sensitivity of staff, use of
interpreters, and cultural concepts
of health, including traditional
indigenous therapeutic practices
should be provided. Professionals
could be better at managing the
health issues that young people
from marginalized backgrounds
may experience e.g. mental
health, trauma, and LGBTQ
issues.

Limitation

people were pre-defined before
searching and included in the
systematic search terms. Young
offenders, low income and young
people living with a disability were only
included after reviewing the identified
studies. Authors decided to include
studies encompassing these
populations but did not re-do the
systematic search to with these terms
included. This means that all available
papers for these 3 populations may
not have been identified and they may
be under-represented in the findings.

Q4: Did the review's authors do
enough to assess quality of the
included studies? Yes. Quality
appraisal of studies was done using
both quantitative and qualitative
appraisal tools. Qualitative studies
received an average CASP checklist
score of 7.96/10 (range 3-10). Each
criterion was met by 67% of studies,
excepting considering the relationship
between interviewer and participants
(only 25% of studies addressed this).
Quantitative studies received an
average Glasziou criteria score of
2.88/5 (range 1-5). Participant
demographics and ethical review was
well scoring among the studies.
However, drop-out rates, sampling,
use of validate questionnaires and
description of outcome measurements
were each addressed by 50% of
studies or less.
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Study details

Participants

their population
(marginalised
young people
up to age 24
years old,
parents and
healthcare
professionals),
views of people
> 18 years old,
parents and
health
professionals
will also have
been included
in their results.
Our findings
have been
downgraded for
relevance
where
applicable.

Area of healthcare

(K):

e General=37

Mental health
services=13

Sexual health
services=7
Substance use
services=2
Emergency
departments=2
Pregnancy-
related
services=2

Methods

synthesis was conducted with all
included studies, beginning with
free-coding of the extracted
themes. These were input into
an Excel spreadsheet alongside
the other extracted data, forming
a matrix. This matrix was then
transferred through to NVivo,
allowing grouping of codes and
the organisation of higher-level
thematic analysis. The method
of synthesis involved integrating
multiple data components (i.e.
qualitative and quantitative) into
the analysis, to allow
comparisons within and across
categories.

Quality appraisal of included
papers

Quantitative studies: Glasziou
criteria; Qualitative studies:
CASP checklist; Mixed-methods:
both as appropriate.
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Themes and findings

Limitation

Q5: If the results of the review have
been combined, was it reasonable to
do so? Yes. Thematic analysis applied
to the data, with good description of
the process of combining quantitative
and qualitative data.

Q6: What are the overall results of the
review? Table presenting the
characteristics of included studies is
very informative, including details on
country, health issue focus, study
design, participant characteristics and
summary of findings. However, would
have liked to see the marginalised
group listed in there as well. Very
good qualitative description of the 8
general themes identified across the
literature, presented in chronological
order i.e. help-seeking, access to
healthcare services, engagement with
healthcare services, navigation
through healthcare services, and
future directions for increasing access
to healthcare (technology). Further
discussion surrounding the variation in
the themes between marginalised
groups of young people, as well as
parental and professional views.

Q7: How precise are the results? Not
applicable.

Q8: Can the results be applied to the
local population? Can't tell. The review
incorporates data from a wide range of
setting and participants. However, only
7 studies were conducted in the UK.
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Study details

Participants

e Primary care=2

e Youth services=1
¢ School health

services=1

e Social services=1

Inclusion criteria
Studies had to:
e Be focused on

marginalised
groups (defined
as refugees and
migrants,
homeless,
LGBTQ, living in
remote areas,
part of the
indigenous
population, young
offenders, low
income, living
with a disability)
Have at least
75% of study
participants aged
12-24 years old,
their parents or
healthcare
professionals

Have a study
guestion involving
access and
barriers to,
engagement with,
and/or navigation
through

Methods
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Themes and findings

Limitation

24 were conducted in the USA, which
has a very different healthcare system
to here, in which cost plays a very
large part to access. Convenience
sampling used by single services were
prevalent within the studies which also
affects generalisability.

Q9: Were all important outcomes
considered? Not applicable. Themes
are driven by data.

Q10: Are the benefits worth the harms
and costs? Not applicable. Literature
review.

Overall judgement of quality: Minor
concerns

Other information
None.
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Study details

Full citation

Sharkey, S., Lloyd,
C., Tomlinson, R.,
Thomas, E., Martin,
A., Logan, S.,
Morris, C.,
Communicating
with disabled
children when
inpatients: barriers
and facilitators
identified by
parents and
professionals in a
qualitative study,
Health expectations
: an international
journal of public
participation in
health care and
health policy, 19,
738-750, 2016

Participants
healthcare
services

e Be conducted in
high-income
country

e Report original
research

¢ Be published
from Jan 2006
onwards

Exclusion criteria
Not reported.

Sample size

N=17 parental
proxies for children
with
‘communication
difficulties’

Characteristics

Age of children
(range): 5-16 years

Inclusion criteria
Parents had to:

e Have a disabled
child aged 5-16
years old

e Have a child had
been admitted as
an inpatient for
more than 24
hours

Methods

Setting
2 district general hospitals

Sample selection
Convenience sampling. Parents
of disabled children who had
been admitted to 2 English
district general hospitals were
identified and given study
information by the ward staff.
Posters were also displayed on
wards and parent rooms.
Parents contacted the
researchers directly if they
wished to be enrolled.

NB Purposive sampling was
used half-way through the
recruitment process to increase
number of nurses. However, this
population is out of scope for
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Themes and findings

Author’s themes:
e Time

¢ Professionals not prioritising
communication in their role

Poor information sharing
Learning about the child
Building rapport with the child
Using communication aids

Findings

Time was a very important factor
for healthcare professionals,
greatly impacting their ability to
communicate effectively with
patients. Parents linked 'not
making time' with poor
communication. Parents were

aware of staff being busy and how

this affected their ability to
communicate. Specifically, they
felt that a 'non-demanding’

Limitation

Limitations (assessed using the
CASP checklist for gualitative
studies)

Q1: Was there a clear statement of the
aims of the research? Yes

Q2: Was a qualitative methodology
appropriate? Yes

Q3: Was the research design
appropriate to address the aims of the
research? Yes. The study formed part
of a larger research programme into
improving communication with
disabled children in hospital. The
gualitative design was used to gain a
better understanding of the needs,
barriers and skills that impact on
communication with this population, to
inform future interventions and
training.
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Study details
Ref Id
1062015

Countryl/ies where
the study was
carried out

South West
England, UK

Study type
Qualitative

Aim of the study

To explore the
experiences of
healthcare
professionals and
parents towards
communicating with
children with
‘communication
difficulties’ whilst on
paediatric
inpatients wards.
Study dates

Not reported.

Source of funding

The Peninsula
Cerebra Research
Unit received
support from
Cerebra and the
National Institute
for Health
Research

Participants

e Have a child
admitted for
either emergency
or elective
reasons

e Have a child
perceived by both
healthcare staff
and parent to
have a
‘communication
difficulty'.

Exclusion criteria
Not reported.

Methods

this review and will not affect the
risk of bias.

Data collection
Semi-structured, face-to-face
interviews with parents. An
interview schedule was
designed in partnership with
parents of disabled children from
the Peninsula Cerebra Research
Unit Family Faculty. The guide
contained open-ended questions
and prompts to explore
particular area of interest for the
different groups involved in the
research i.e. healthcare
professionals and parents. For
parents, these revolved around
their experiences of hospital
communication, as well as
recommendations to improve
communication with children
with communication difficulties.

Analysis details

Framework analysis. Interviews
were audio-recorded and
transcribed verbatim. Data was
managed by NVivo software.
Parental and professional data
was originally analysed
separately before being
combined at a later time point.
After familiarising themselves
with the data, 2 researchers
individually developed an initial
coding framework based on the
aim of the research and pre-
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Themes and findings

disabled child might not be able to
make their needs known in a busy
setting, with harried staff.

Parent's also mentioned that
professionals did not prioritise
communication with their disabled
child and were very aware that
healthcare staff often relied upon
them to act as a mediator
between them and the child. This
made some reluctant to leave the
ward.

Parents and nurses identified the
importance of sharing techniques
for communicating with a child.
However, parents also mentioned
feeling that they were not always
asked for advice and that their
views are not always sought.

Nurses and parents viewed
getting to know the child as an aid
to communication, including
remembering them from previous
admittance. Parents felt that it
was very important to recognise
and utilise their knowledge about
the child.

Fostering a relationship between
a child and healthcare professions
was also deemed to aid
communication e.g. focusing on
the child and using quiet
moments. Being experienced in

Limitation

Q4: Was the recruitment strategy
appropriate to the aims of the
research? No. Convenience sampling
was used although the population
being sampled is very specific so this
might have been a factor. Inclusion
criteria well described and matched
the aim of the study. Written
information and posters were only
presented in English, although this
was rationalised as being because the
geographical area where the study
was conducted is not ethnically
diverse. No demographic information
on participants were reported.
Mentions that the researchers had
difficulty recruiting children directly.

Q5: Were the data collected in a way
that addressed the research issue?
Can't tell. Semi-structured interview
setting for data collection was justified
as being the most practical for
parents. Use of interview guide was
mentioned but no further details were
reported. Interviews were audio-
recorded interviews and transcribed
verbatim. Thematic saturation
mentioned. However, no information
given on whether methods changed
during the study.

Q6: Has the relationship between
researcher and participants been
adequately considered? No. No
description of potential bias/influence
between researcher and participants.
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Study details
Collaboration for
Leadership in
Applied Health
Research and Care
of the South West
Peninsula.

Participants

Methods

defined areas of interest. These
same researchers then both
coded 2 transcripts as a pilot,
before discussing and revising
the coding framework as
needed. Remaining transcripts
were indexed independently by
the researchers, with any new
codes being noted and
communicated during the
process. Themes and sub-
themes were identified, charted
and organised into a revised
framework. Researchers
discussed any differences in
analysis, allowing for further
synthesis and development of
overarching meta-themes. Both
professional and parental
participants from the Peninsula
Cerebra Research Unit Family
Faculty steering group were
consulted about the themes that
emerged from the data analysis.
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working with children was seen as
a positive factor. Parent's felt that
experienced staff are more
relaxed in communicating with
disabled children and are better
able to respond appropriately.
Parents stressed that
professional's having an
awareness and empathy for the
child's perspective was very
important for aiding
communication, building a rapport
with them. Parent's reported how
‘quiet talk time' can increase
engagement from disabled
children.

Parent's mentioned
communication passports e.g. 'All
About Me' booklets, which contain
information on the child, how they
like to communicate. Other
parents mentioned the benefits of
the use of hospital environment
photos and yes/no cards.

Limitation

Q7: Have ethical issues been taken
into consideration? Yes. Informed
consent obtained before participation
in interviews or focus groups.
'Stopping interviews' guide was
implemented, meaning interviews
were ended if participants became
distressed. Study was approved by
South West REC and relevant
Research and Development
committees of hospital sites.

Q8: Was the data analysis sufficiently
rigorous? Yes. Adequate description
of data analysis process presented
and good description of how codes,
themes and sub-themes were
developed. There is good discussion
about techniques employed
throughout the analysis process to
increase rigour. These included
purposive sampling to increase
representation, checking for thematic
saturation, multiple researchers, and
an audit trail of analytic decisions to
track variability between researchers
and peer debriefing. Deviant cases
were explored using memos taken
during interviews and contradictory
findings were discussed where
appropriate. An adequate amount of
data was presented to support the
reported findings.

Q9: Is there a clear statement of
findings? No. Good, detailed
explanation of findings within the
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Study details

Full citation

Taylor, S., Haase-
Casanovas, S.,
Weaver, T., Kidd,
J., Garralda, E. M.,
Child involvement

Participants

Sample size

N=43 children,

young people and

parents

e n=20 children and
young people

Methods

Setting
Paediatric outpatient clinics

Sample selection

Themes and findings

Author’s themes:

e The view of families about the
child's involvement: ideas for
enhancing child participation

Limitation

identified themes, with regular referral
back to the original research question.
However, the article mentions that the
study tried to recruit children directly,
subsequently interviewing 4 children
(results not published). Apparently, the
data was substantively different to the
views of parents and professionals,
meaning it was not possible to include
their views in the analysis. This leads
to some concerns over the reliability of
the findings.

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Can’t tell. 1. Yes.
Details how the study findings fit in
with current literature and the UK
population, and how they can be used
to inform best practice. 2. No. Issues
with contradictory children's views
limits transferability.

Overall judgement of quality: Serious
concerns

Other information

Also deals with the views of ward staff
but this is outside of our protocol so
data not extracted where possible.

Limitations (assessed using the
CASP checklist for qualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes
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Study details

in the paediatric
consultation: a
qualitative study of
children and carers
views, Child: care,
health and
development, 36,
678-685, 2010

Ref Id
1062810

Countryl/ies where
the study was
carried out
Northampton and
London, UK

Study type
Qualitative

Aim of the study
To explore the
views of children
and their
parents/carers to
their involvement in
paediatric
consultations.

Study dates
Not reported.

Source of funding

This study received
support from

Participants

e N=23 parents

e Only the views of
children and
young people
included in this
review

Characteristics
Age [median
(range)]: 10 (7-16)
years

Gender (M/F): 5/15

Inclusion criteria

Participants had to:

e Be aged 6-16
years old

e Be fluent in
English

e Be accompanied
by at least 1
parent

e No have a
learning disability

e Be well enough to
participate in
interview

Exclusion criteria
Not reported.

Methods

Consecutive sampling of
families attending participating
clinics at 2 paediatric units (1 in
North London, 1 in
Northampton). Written consent
was obtained from the parents
and then children.

Data collection

Semi-structured interviews with
parents and children following
paediatric consultations. A
literature review was used to
design an interview guide to
study parental and child
attitudes towards the child's
involvement at various stages of
the consultation. Questions
were open-ended, with the script
allowing for prompts and further
exploration of any themes
identified. This interview script
was refined throughout the study
process in response to emerging
themes. Children were asked
their views first in order to
minimise their bias.

Data analysis

Framework analysis. Interviews
were audio-recorded and
transcribed verbatim. 1
researcher read through all
transcripts, immersing
themselves in the information,
before the interviews were
analysed using a thematic
coding framework that was

75

Themes and findings

Findings

The study identified 3 main views
regarding enhancing child
involvement in consultation and
treatment: 1. The doctor is
responsible for facilitating child
involvement 2. Parents
responsible for facilitating child
involvement 3. All participants are
responsible for facilitating child
involvement. For those thinking
doctors should be responsible for
facilitating communication,
children identified the following
skills as aiding this: doctors using
a shopping list of symptoms;
being interested, relaxing and not
rushing the child; using rewards
and making a child feel important;
seeing adolescents alone;
increase amount of information
given with increased age and
understanding of child. For those
thinking parents should be
responsible for facilitating
communication, children identified
the following skills as aiding this:
parent's presence assists in
relaxing the child and assists the
child's understanding; parents
never stop being involved in
important decisions; inform
children from an early age about
healthy living; a child's
responsibility increases with age
and parents overseeing their
behaviour. For those thinking all
parties should be responsible for

Limitation

Q2: Was a qualitative methodology
appropriate? Yes

Q3: Was the research design
appropriate to address the aims of the
research? Yes. No specific justification
given for qualitative research. Noted
that there is a lack of research into
paediatric communication so gaining a
better understanding of the family
experience is a logical first step.

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Can't tell. Consecutive
recruitment of families at paediatric
(both in-patient and out-patient) units.
Inclusion criteria well described and
matched the aim of the study.
However, poor information reported for
demographic data and no discussion
about response rates or non-
responders.

Q5: Were the data collected in a way
that addressed the research issue?
No. Semi-structured interviews were
audio-recorded and transcribed. Data
saturation was discussed and
reached. However, there are a number
of issues with data collection. The
setting for data collection was not
reported - unsure during reading
whether interviews were conducted
during the clinic visits or after.
Interview guide was used and
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Study details

Imperial College
London.

Participants

Methods

informed by the data. While
being coded and charted, the
range of responses and themes
from each interview was noted.
Child and parent answers were
first analysed separately (to
prevent any cross-over of
codes) but charted together,
allowing a family analysis to take
place. All transcripts were read
and analysed by 2 researchers,
with another validating the
methodology.

76

Themes and findings

facilitating communication,
children identified the following
skills as aiding this: collaborative
approach reaching a diagnosis;
child to be given a choice of being
informed or not; there should be
an ongoing discussion about the
seriousness of situation treatment
and consequences of options.
Two other techniques were
identified as being helpful: 1.
adolescents being seen
privately/separately as well as
being seen together with their
parents and 2. Training parents in
interviewing skills.

Limitation

described as being informed by the
literature, but no information given
regarding the content. It is noted that
the topic guide refined throughout the
study but, again, no information was
given regarding how. Children were
interviewed in the presence of
parent/guardian, which may have
affected their responses.

Q6: Has the relationship between
researcher and participants been
adequately considered? No. No
description of potential bias/influence
between researcher and participants.

Q7: Have ethical issues been taken
into consideration? Yes. Informed
consent received from parents and
child. Paper states that local research
ethic committee approval was granted/

Q8: Was the data analysis sufficiently
rigorous? No. Description of the
analysis process is very brief with poor
detail of how thematic analysis was
utilised. No critical examination of the
researcher's own role in the process
or techniques used to mitigate
potential bias and influence during
analysis. Contradictory data is not
presented or discussed. However, an
adequate amount of data was
presented to support the reported
findings.
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Study details

Participants

Methods

Themes and findings

Limitation

QQ: Is there a clear statement of
findings? Yes. Good, detailed
explanation of findings within the
identified themes, with regular referral
back to the original research question.
Good discussion surrounding
evidence both for and against the
study's findings. Tables are used as a
good visual description of the differing
perspectives of professionals, parents
and children throughout the different
stages of consultation. Discussion
around credibility of findings.

Q10: Is the research valuable for the
UK? (1. Contribution to literature and
2. Transferability) Yes. 1. Yes. Details
how the study findings fit in with
current literature and the UK
population, and how they can be used
to inform best practice. Ideas and
directions for future research are
identified. 2. Yes. Demographic data
show a wide range of participants,
increasing transferability. Sample size
is a concern, but good size for a
gualitative study.

Overall judgement of quality: Serious
concerns

Other information

Views of parents also reported but,
due to age of babies, children and
young people they are outside of our
protocol and therefore not extracted
where possible.
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Full citation

Wood, D.,
Geoghegan, S.,
Ramnarayan, P.,
Davis, P. J.,
Pappachan, J. V.,
Goodwin, S., Wray,
J., Eliciting the
experiences of the
adolescent-parent
dyad following
critical care
admission: a pilot
study, European
Journal of
Pediatrics, 177,
747-752, 2018

Ref Id
994200

Country/ies where
the study was
carried out

UK

Study type
Semi-structured
interview;
qualitative

Aim of the study
To determine
whether
adolescents and

Participants

Sample size

N=17 young people

and parents

e N=8 mother-

adolescent dyads
e n=1 mother
o Views and

experiences of
the mothers
were included
in this review as
they were
reflecting on a
period of time
when their child
may not have
been able to
participate in
healthcare
conversations
and decisions
while in ICU.

Characteristics
Age of children
(years, n):

o 14=1

e 15=3

e 16=2

o 17=2

e 19=1

Gender: Not
reported.

Methods

Setting
Intensive care units

e n=6 paediatric intensive care
unit
e n=3 adult intensive care unit

Sample selection

Purposive sampling used with
eligible participants/families
contacted by local specialist
nurses who were known to them
at each participating hospital to
seek consent to be contacted
and to invite them to interview.
Opportunities to discuss
participation further provided
and consent obtained from
participants (parents/carers if
aged under 18) prior to
interview. Fourteen families
satisfied inclusion criteria and
agreed to be contacted by
researchers. Five families could
not be contacted and two
families withdrew for logistical or
other reasons.

Data collection

All interviews were conducted
face-to-face by one researcher
(female social scientist with
experience interviewing ICU
patients/families) in participant's
own home or in quiet hospital
room. Interviews were 30-90 min
and were audio-transcribed
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Themes and findings

Author’s themes:

Inclusion

¢ Providing explanations
Interpersonal communication

Tailoring communication and
interaction style

¢ Respect

Findings

Main reported factor determining
quality of adolescent's healthcare
experience in intensive care unit
was quality of interaction with
staff, but this was often limited by
their awareness (of lack thereof)
during their stay. Medical
competency and health outcomes
were not typically mentioned, and
accessibility was not mentioned at
all.

Limitation

Limitations (assessed using the
CASP checklist for qualitative
studies).

Q1: Was there a clear statement of the
aims of the research? Yes.

Q2: Was a qualitative methodology
appropriate? Yes.

Q3: Was the research design
appropriate to address the aims of the
research? Yes.

Q4: Was the recruitment strategy
appropriate to the aims of the
research? Yes.

Q5: Were the data collected in a way
that addressed the research issue?
Yes.

Q6: Has the relationship between
researcher and participants been
adequately considered? Can't tell. Not
discussed.

Q7: Have ethical issues been taken
into consideration? Yes. Ethical
approval granted from South West-
Central Bristol ethics committee (Ref
14/SW/1131).
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Study details

their families can
articulate their
experiences of their
intensive care unit
or high dependency
unit visit, and to
identify the factors
that are important
to them during such
visits.

Study dates
Not reported

Source of funding

This study received
support from Great
Ormond Street
Hospital Children’s
Charity Clinical
Research Starter
Grant V0015.

Participants

Outcome of visit

(n):

¢ Discharged via
ward and no
ongoing
treatment
required=2
Discharged via
ward and ongoing
treatment
required=3

e On-going
treatment
required 1

¢ Discharged back
to ward and on-
going treatment
required=2

e On-going contact
needed with
hospital=1

Inclusion criteria
Participants had to:

e Be aged 10-17
years-old

e Be admitted as
emergency to
adult or paediatric
intensive care or
high dependency
units in 1 of 4 UK
hospitals (2 adult
and 2 paediatric)
for at least 24

Methods

verbatim. Topic guides used and
participants asked to remember
their ICU visit/staff support.
Researcher kept
contemporaneous notes of
interviews and her own
reflections, which were also
reviewed by other authors.

Data analysis

Framework analysis used
involving: familiarisation,
identifying thematic framework,
indexing, charting, mapping and
interpretation. Two authors and
lead researcher independently
generated themes/frameworks
and agreed on/refined
descriptive headings through
iterative process. Data from
each transcript entered into
framework and key themes
extracted and relationships
between them were explored.
Data and findings also
discussed with other team
members as well as two ICU
nurses not directly involved in
project to enhance confirmability
and credibility of findings.
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Themes and findings

Limitation
Q8: Was the data analysis sufficiently
rigorous? Yes.

Q9: Is there a clear statement of
findings? Yes.

Q10: Is the research valuable for the
UK? Yes. 1.Yes, contextualises
findings in literature, suggests further
research. 2. Can't tell, specific age
group and setting make transferability
of findings difficult but identified
themes plausibly apply in other
situations.

Overall judgement of quality: No/very
minor concerns

Other information
None.
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Study details Participants Methods Themes and findings Limitation

hours in previous
12 months

e Be at least 2-
months post-ICU
admission

e Be awake for
some of their ICU
stay

¢ Parents and
carers of
participants were
also invited to join

Exclusion criteria

Not reported
1 ADR: Adverse drug reaction; CAMHS: Child and Adolescent Mental Health Service; CASP: Critical Appraisal Skills Programme; F: Female; ICU: Intensive care unit; M: Male;
2 N/n: Number
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3 Appendix E — Forest plots

4 Forest plots for review question: How should healthcare staff communicate with
5 babies, children and young people, and the parents or carers of babies and
6 young children?

7  No meta-analysis was conducted for this review question and so there are no forest plots.
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1 Appendix F — GRADE-CERQual tables

2 GRADE-CERQual tables for review question: How should healthcare staff communicate with babies, children and young
3 people, and the parents or carers of babies and young children?

4  Table 7: Evidence summary (GRADE-CERQual) for theme 1: Medical information

1 (Arnott Semi- Evidence from 1 study showed that
2012) structured parents/carers of babies and children
interviews with suspected adverse drug

reactions reported that
communication could be poorly
timed. For example, some parents
remembered receiving detailed
information at time when they were
preoccupied with a critically ill child.
Conversely, at times when they were
less anxious and had more time to
digest information, communication
from healthcare staff was less Moderate No/very minor Moderate Serious
forthcoming. Ideally, good concerns? concerns concerns? concerns®
communication of medical
information should be given early and
include full details about possible
symptoms and next steps. Poor
communication of medical
information could lead to babies,
children and their parents/carers
being less involved in decisions
surrounding their child's healthcare
(for example, continuing to give their
child a medication that was
exacerbating symptoms).

VERY LOW
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‘If someone had explained maybe
[...] the reactions [...] we might have
thought a bit more about taking it
wouldn’t we?’ (Arnott 2012, page 7,
parental proxy)

2 (Arnott
2012,
McCormac
k 2010)

Semi-
structured
interviews

Evidence from 2 studies showed that
a lack of co-ordination between
medical staff impacts communication
between healthcare services and
patients, often leading to
contradictory advice. For example,
one doctor attributing a symptom to a
medicine while another doctor
attributes it to an underlying medical

condition. This uncertainty leads to a )
lack of clear advice from healthcare Moderate No/very minor Moderate Moderate

q o 1 2 4
staff, with some parents of children concerns concerns concerns concerns

with suspected adverse drug
reactions reporting that they felt as
though they were being lied to.

VERY LOW

‘The first man said it was herpes [...]
and then the nice doctor downstairs
said, ‘No, this is a reaction to
Penicillin” (Arnott 2012, page 6,
parental proxy)

3 (Gibson
2010,
Lowes
2015,

Age-
appropriate
techniques,
focus
groups,

Evidence from 3 studies showed that

the amount of medical information

children and young people wanted to ~ Minor concerns®
be given varies. Older children

diagnosed with cancer report not

No/very minor ~ No/very minor
concerns concerns

Minor concerns® MODERATE
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Taylor
2010)

free-text
questionnai
res and
semi-
structured
interviews

being told enough about their
condition and preferred open
communication. However, some
other adolescents with cancer find
medical information to be
overwhelming. Allowing children and
young people to choose whether to
be informed or not was highlighted as
a potential tool for enhancing child
involvement in medical consultations.

‘I think it’s better when the doctor
tells you everything. . .. It’s your body
and they are going to do stuff to it
and you want to know everything that
could happen’ (Gibson 2010, page
1402)

3 (Arnott
2012,
McCormac
k 2010,
Taylor
2010)

Semi-
structured
interviews

Evidence from 3 studies showed that
good communication involves
acknowledgment of future
possibilities and next steps in a
timely manner. Helping babies,
children and young people and their
families understand their condition
and treatment, as well as long-term
effects and options going forward,
was important for parents of children
with suspected adverse drug
reactions. Children with chronic
conditions mentioned that they wish
their healthcare professionals to be
positive about their treatment and the
outcomes. Additionally, there should
be an ongoing discussion about the

Moderate
concerns?

84

Moderate No/very minor

2 Minor concerns®  VERY LOW
concerns concerns
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seriousness of situation treatment
and consequences of options.

‘I was saying ‘well, when she goes
home, can | give her paracetamol?
Can she never have paracetamol or
can she never have a drug that might
affect her liver?’ And they were going
‘well [...] it should be fine’ but no-one
was saying ‘well you can, I'll write it
down and you can have it’ (Arnott
2012, page 7, parental proxy)
1 Evidence was downgraded due to moderate concerns about methodological limitations as per CASP qualitative checklist
2 Evidence was downgraded due to moderate concerns about the relevance of evidence as evidence contains views of parental proxies on very specific subject (adverse drug
reactions
3 Evidenc):e was downgraded for adequacy because studies together did not offer rich data
4 Evidence was downgraded for adequacy because studies together offered some rich data
5 Evidence was downgraded due to minor concerns about methodological limitations as per CASP qualitative checklist
6 Evidence was downgraded for adequacy because study offered moderately rich data
7 Evidence was downgraded due to moderate concerns regarding the coherence of findings

Table 8: Evidence summary (GRADE-CERQual) for theme 2: Person not patient

8 (Boyden  Age- Evidence from 7 studies and 1

2013, appropriate  systematic review showed that

Gibson techniques, multiple groups of children and young

2010, Law  focus people (and parents/carers) : . n

2020, groups, mentioned the importance of creating  Minor concerns? Noé\éi:;ye:rrlgor Noé\é?]rcyemgor Noé\éiggmlsnor HIGH
Livesley semi- relationships with healthcare

2013, structured professionals in promoting

McCormac interviews communication. Children enjoyed

k 2010, and when healthcare staff made an effort
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Robards systematic
2018, review
Sharkey

2016,

Wood

2018)

to get to know them as an individual,
not just their medical diagnosis.
Examples ranged from simply
chatting about their life or finding a
copy of a favourite comic book.
Creating a good relationship allows
children to feel more informed and in
control, building trust with a
healthcare service or professional.

1 started to open up cos | trusted
Vicky more and more and then
everything started like working and
like fitting together’ (Law 2020, page
470)

6 (Heath Age

2014, appropriate
Livesley techniques,
2013, focus
McCormac  groups,

k 2010, semi-
Robards structured
2018, interviews
Sharkey and

2016, systematic
Taylor review
2010)

Evidence from 5 studies and 1
systematic review showed that
babies, children and young people
and their parents/carers report that
meaningful communication requires
additional time from healthcare staff
but that this is a barrier in a busier
healthcare setting such as inpatient
wards. Busy times may mean that
healthcare practitioners do not Minor concerns?
prioritise communication with children
and young people, meaning that they
then do not receive appropriate or
efficient treatment. This was a
particular concern for parents of
children with communication
difficulties.

Conversely, settings such as
community clinics present a calmer

No/very minor ~ No/very minor No/very minor
concerns concerns concerns

HIGH
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environment that may be more
conducive to longer consultations.

1 know that they are really difficult as
they are busy, but if B was, and |
hate using this word, but if B was a
‘normal 14 year old’ child then he
would be demanding the Xbox or his
food and wanting this and that and
they would have to spend their time
getting it for him [. . .] He is not
getting their time [. . .]” (Sharkey
2016, page 743, parental proxy)

3 (Curtis- Age Evidence from 3 studies showed that
Tyler 2012, appropriate  children and young people note the
Gibson techniques, importance of nurses in day-to-day
2010, focus communication, preferring to speak
Lowes groups, with them about their medical needs
2015) free-text instead of doctors. Patients knew

questionnai  nurses better and felt more

res, semi- comfortable with talking to them,

structured describing them as 'kind' and

interviews 'helpful’. They also had more of a role
in solving practical issues children
may experience managing their
conditions in their everyday lives.
Conversely, doctors were seen to be
less patient-centric. This could be
due to the fact that they were seen
as busier, spent less time on
individual wards or concentrated on
the physiological side of healthcare
iSsues.

Moderate Minor No/very minor

. . Minor concerns?* LOW
concerns concerns concerns
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‘Child: ‘The nurses talk to us.’
Interviewer: Would you like it if the
doctor talked to you?’

Child: INo] ...he talks like science
[laughs], like rocket science!’
Interviewer: What about [Diabetes
specialist nurse] does she talk like
rocket science?’

Interviewer: ‘She talks like us’ (Curtis
Tyler 2012, page 1305)

5 (Gibson
2010,
Heath
2014,
Livesley
2013,
Robards
2018,
Wood
2018)

Age
appropriate
techniques,
focus
groups,
semi-
structured
interviews
and
systematic
review

Evidence from 4 studies and 1
systematic review showed that
insensitivity, either perceived or
intended, is a barrier to
communication with healthcare staff
for children and young people. Poor
communication was cited as a source
of insensitivity, causing annoyance,
embarrassment and distress in
children. Particularly, marginalised
young people may be treated
disrespectfully by healthcare staff. In
order to minimise potential
insensitivity, healthcare staff should
be adept at managing the health
issues that young people from
marginalized backgrounds may
experience e.g. mental health,
trauma, and sexual minority issues.
Culturally appropriate services,
cultural sensitivity of staff, use of
interpreters, and cultural concepts of
health, including traditional

No/very minor ~ No/very minor No/very minor
concerns concerns concerns

Minor concerns? HIGH
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indigenous therapeutic practices
should be provided.

‘About six doctors come in, in the

morning and stand around you and

stare at you and you just feel like

hitting the lot of them because it’s like

they don’t even need to be there

really. | swear they just stand around

and stare at you whilst one doctor

examines you and you feel like crap

and you look like crap. . .l just hated

that’ (Gibson 2010, page 1403)
1 Evidence was downgraded due to minor concerns about methodological limitations as per CASP qualitative checklist and CASP systematic review checklist
2 Evidence was downgraded due to moderate concerns about methodological limitations as per CASP qualitative checklist
3 Evidence was downgraded due to minor concerns regarding the coherence of findings
4 Evidence was downgraded for adequacy because studies together offered some rich data

Table 9: Evidence summary (GRADE-CERQual) for theme 3: Type of communication

2 (Boyden  Semi- Evidence from 2 studies showed that

2013, structured children and their parents/carers

Sharkey interviews report that creative and interactive

2016) modes help to communicate,
especially hard-to-describe concepts Serious No/very minor  No/very minor Moderate VERY LOW
such as unacceptable behaviour or a concerns? concerns concerns concerns?

specific feeling. These can include
playdough, puppets, games, yes/no
cards.
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3 (Boyden  Age

2013, appropriate
Gibson techniques,
2010, focus
Livesley groups and
2013) semi-
structured
interviews

‘Participant: ‘1 used to get angry
when the volcano came . . . it
explodes when you’re angry.’
Interviewer: ‘So when you get
stressed you close your eyes and
imagine a green field?’ Participant:
‘Yeah, or imagine being under the
sea.” (Boyden 2013, page 57)

Evidence from 3 studies showed that

behavioural cues are noticeable by

children and young people, both in

themselves and others. For example,

excessive note taking during

consultation means that healthcare

staff are not fully concentrating on

their patient. Additionally, they

believed that healthcare

professionals should be better at . .
behavioural cues from children and Moderates No/very minor  No/very minor ... . s MODERATE
young people. Examples include concerns concerns concerns
making eye contact when patients

want to communicate, drawing their

curtains when they don't, flinching

when frightened and withdrawing

when in pain.

‘Erm, | didn't like that she writes it
quick because | didn’t understand
very well’ (Boyden 2013, page 57)

5 (Boyden  Age

2013, appropriate
Curtis-Tyler techniques,
2012, focus

Evidence from 4 studies and 1

systematic review showed that Minor concernss No/very minor  No/very minor No/very minor
talking and listening are important concerns concerns concerns
factors of communication for children

HIGH
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Gibson
2010,
Robards
2018,
Sharkey
2016)

groups,
semi-
structured
interviews
and
systematic
review

and young people and their
parents/carers, although some
children were unable to describe
why. The main reason given was that
the effort to get to know children and
young people as people helps to
develop a relationship and a rapport.
Using quiet moments and focusing
on children and young people was a
strong communication factor for
parents of children with
communication difficulties, possibly
by increasing engagement. Barriers
to talking to healthcare staff include
the fear of being judged, especially
for marginalised groups of young
people who note the importance of
having clinicians listen with empathy,
being taken seriously and having
views and experiences
acknowledged by healthcare staff.

‘To use those quiet times to actually
gently probe and ask her [. . .] got
information that when asked directly
on a hospital round that they would
not have got.” (Sharkey 2016, page
746)

2 (Arnott
2012,
Sharkey
2016)

Semi-
structured
interviews

Evidence from 2 studies showed that

parents of babies, children and

young people reported that written Moderate No/very minor Moderate Moderate
information would facilitate concerns® concerns concerns’ concerns?
communication for both patients (for

example, simple and reliable

VERY LOW
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information on potential side effects
of medication given along with
prescription) and for healthcare staff
(for example, communication
passports containing information on
how children with communication
difficulties like to be communicated
with).

We get sheets from the pharmacy
department [...] it is something | can
refer to and | would much rather that
it was given via the treatment centres
than looking on the Internet because
the Internet can be a horrible place’
(Arnott 2012, page 8, parental proxy)
1 Evidence was downgraded due to serious concerns about methodological limitations as per CASP qualitative checklist
2 Evidence was downgraded for adequacy because studies together offered some rich data
3 Evidence was downgraded due to moderate concerns about methodological limitations as per CASP qualitative checklist
4 Evidence was downgraded for adequacy because study offered moderately rich data
5 Evidence was downgraded due to minor concerns about methodological limitations as per CASP qualitative checklist and CASP systematic review checklist
6 Evidence was downgraded for methodological limitations as per CASP qualitative checklist
7 Evidence was downgraded due to moderate concerns of the relevance of evidence as evidence contains views of parental proxies only

Table 10: Evidence summary (GRADE-CERQual) for theme 4: Consultations

3 (Boyden  Semi- Evidence from 2 studies and 1

2013, structured systematic review showed that a

Heath interviews positive first impression of a . . No/very minor Minor No/very minor

2014, and healthcare practitioner can help to LU IS concerns concerns? concerns ICIRIEIAIZ
Robards systematic  put children and young people at

2018) review ease and build a better relationship.
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Positive physical characteristics
include handshakes, clothing, high
fives, and smiling. Positive
personality characteristics include
intuitiveness, humour, welcoming,
open-minded and encouraging.

“People should be smiley and polite
and nice to me.” (Boyden 2013, page

55)
2 (Lowes Free-text Evidence from 2 studies showed that
2015, guestionnai  some children and young people
Taylor res and wish to see their healthcare
2010) semi- professional with their parents,

structured believing that it helps to relax them
interviews as well as helping them understand
the consultation more clearly. Other
adolescents and children want the Serious No/very minor  No/ very minor Moderate

opportunity to see their healthcare concerns? concerns concerns concerns*
professional by themselves.

However, this can be done in
addition to seeing their healthcare
professional with their parents or
carers.

VERY LOW

No quotes presented for this theme.

4 (Gibson Age Evidence from 4 studies showed that

2010, appropriate  children and young people would like

Heath techniques, healthcare staff to involve them more

2014, focus in their consultations, taking a

Taylor groups and _collabor_ative approach t(_) their Minor concerns! No/very minor  No/very minor No/very minor HIGH
2010, semi- interactions. Younger children concerns concerns concerns

Wood structured especially find that asking questions

2018) interviews to healthcare staff is challenging for

them. Healthcare staff characteristics
that may help facilitate this include
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being non-judgmental, welcoming,
open-minded, supportive and
encouraging.

‘I'm sorry but even on this ward, |
have a conversation with the doctors
to know what’s going on. I'm just
meant to sit there and watch you talk
about me’ (Wood 2018, page 749)

Sub-theme 4.4: Open and honest

2 (Arnott Age Evidence from 2 studies showed that
2012, appropriate  older children and young people
Gibson techniques, prefer open and honest
2010) focus communication, as long as the
groups and information being given is not
semi- overwhelming. Waiting for treatment

structured and long-term consequences or
interviews medications were specifically
mentioned by children with cancer.
Some parents of young children
(under 5 years old) with suspected
adverse drug reactions reported that
any uncertainty surrounding medical
information can be unconsciously Moderate No/very minor  No/very minor Moderate

communicated as deceit by concerns® concerns concerns concerns*
healthcare staff. However, parents of

children with cancer reported that
their clinicians were very open with
the possibility of adverse drug
reactions and what to do if they
suspect one. This discrepancy might
be due to the route of admission to
the hospital (chronic condition vs.
emergency department).

LOW

they could tell me what was going to
happen and when it will happen that
would help, they just keep you
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waiting and they don’t tell you why’
(Gibson 2010, page 1402)

Sub-theme 4.5: Age-appropriate

4 (Boyden Age Evidence from 4 studies showed that,
2013, appropriate  as children get older, they want to
Gibson techniques, start to be more included in their care
2010, focus and the information that they receive.
Taylor groups and  This should be a gradual process
2010, semi- throughout childhood. Language is a
Wood structured part of this migration, with vocabulary
2018) interviews evolving with the developmental age

of children and young people.

Additionally, communication aids

should be tailored towards the age of

the patient e.g. puppets and Mi s No/very minor  No/very minor  No/very minor
inor concerns

playdough for young children, books concerns concerns concerns
and drawings for older children.

HIGH

‘They knew that | was quite grown
up, mentally, and | knew exactly what
was going on, so then they started
treating me like an adult, even
though / was on a children’s ward...|
had proper conversations, and we
proper talked about treatment as if |
were an adult, and | really enjoyed
that’ (Wood 2018, page 750)
1 Evidence was downgraded due to minor concerns about methodological limitations as per CASP qualitative checklist and CASP systematic review checklist
3 Evidence was downgraded due to minor concerns of the relevance of evidence as findings contains a systematic review which includes views of children and young people
(up to the age of 24 years old), parents and health professionals
3 Evidence was downgraded due to serious concerns about methodological limitations as per CASP qualitative
4 Evidence was downgraded for adequacy because studies offered some rich data
5 Evidence was downgraded due to moderate concerns about methodological limitations as per CASP qualitative checklist
6 Evidence was downgraded due to minor concerns about methodological limitations as per CASP qualitative
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1 Table 11: Evidence summary (GRADE-CERQual) for theme 5: Communication with parents

3 (Arnott Semi- Evidence from 3 studies showed that,
2012, structured for children under 5 and for those
Heath interviews with communication difficulties,

2014, parents felt as though it was very
Sharkey important for healthcare staff to fully
2016) utilise their knowledge of their child

and for them to share information on

how their child. Some parents felt as

though healthcare staff relied too

heavily on their knowledge of their

children, meaning that they were

afraid to leave their children alone

without an intermediary. On the other . .
hand, other parents reported that Moderatel No/very minor Minor , Minor concerns? LOW
their advice was not sought, or their HOEE T HOEE SR
concerns were dismissed too quickly

before fully exploring the reasoning

behind them. This led to

dissatisfaction with the healthcare

experiences.

Just sit with us first, just sit and talk
to us and explain [. . .] How does she
show pain? Is this normal? How does
she communicate? All those, and just
sit down with us’ (Sharkey 2016,
page 745, parental proxy)

1 (Gibson Age Evidence from 1 study showed that
2010) appropriate  children recognised the stress that M . . 3
; ; S . oderate No/very minor  No/very minor Serious
techniques, parents with a child in hospital may RS- . concerns concerns? VERY LOW
focus face and suggested that healthcare
groups and
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semi- professionals should make a specific
structured effort to support them emotionally.
interviews

“They could say, ‘Why don’t you hold
her hand?’ Mummy was just sitting
there not knowing what to do”
(Gibson 2010, page 1403)
1 Evidence was downgraded due to moderate concerns about methodological limitations as per CASP qualitative checklist
2 Evidence was downgraded due to minor concerns about the relevance of evidence as 2 of the 3 included studies only contains views of parental proxies
3 Evidence was downgraded for adequacy because studies together offered some rich data
4 Evidence was downgraded for adequacy because studies together did not offer rich data
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1 Appendix G — Economic evidence study selection

2 Economic evidence study selection for review question: How should healthcare

3

4
5
6

staff communicate with babies, children and young people, and the parents or
carers of babies and young children?

No economic evidence was identified which was applicable to this review question.
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1 Appendix H—- Economic evidence tables
2 Economic evidence tables for review question: How should healthcare staff communicate with babies, children and young
3 people, and the parents or carers of babies and young children?

4 No evidence was identified which was applicable to this review question.
5
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1 Appendix | = Economic evidence profiles

2 Economic evidence profiles for review question: How should healthcare staff communicate with babies, children and young
3 people, and the parents or carers of babies and young children?

4 No economic evidence was identified which was applicable to this review question.
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1 Appendix J — Economic analysis

2 Economic evidence analysis for review question: How should healthcare staff
3 communicate with babies, children and young people, and the parents or
carers of babies and young children?

4
5 No economic analysis was conducted for this review question.
6
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1 Appendix K — Excluded studies

2 Excluded studies for review question: How should healthcare staff communicate
3 with babies, children and young people, and the parents or carers of babies

4 and young children?

5 Clinical studies

6 Table 12: Excluded studies and reasons for their exclusion

Aagaard, L., Christensen, A., Hansen, E. H., Information about
adverse drug reactions reported in children: A qualitative
review of empirical studies, British Journal of Clinical
Pharmacology, 70, 481-491, 2010

Aantaa,R., Sedation in PICU, Acta Anaesthesiologica
Scandinavica, Supplement, 53, 3-5, 2009

Aarthun, A., Akerjordet, K., Parent participation in decision-
making in health-care services for children: an integrative
review, Journal of nursing management, 22, 177-191, 2014

Aazh, H., Moore, B. C., Lammaing, K., Cropley, M., Tinnitus
and hyperacusis therapy in a UK National Health Service
audiology department: Patients' evaluations of the
effectiveness of treatments, International journal of audiology,
55, 514-522, 2016

Abbas, F., Luhar, A., Terry, D., Swallowing medicines: A study
of paediatric patients, Archives of disease in childhood, 99 (8),
e3, 2014

Abbott, David, Carpenter, John, "The things that are inside of
you are horrible": Children and young men with Duchenne
muscular dystrophy talk about the impact of living with a long-
term condition, Child Care in Practice, 21, 67-77, 2015

Abbott, M., Bernard, P., Forge, J., Communicating a diagnosis
of Autism Spectrum Disorder - a qualitative study of parents'
experiences, Clinical Child Psychology and Psychiatry, 18,
370-382, 2013

Abdelrahim, Z., Dooley, A., Khan, A., Development of a
paediatric specialist multidisciplinary down syndrome clinic,
Archives of disease in childhood, 103 (Supplement 1), A162-
A163, 2018

Abela, K. M., Wardell, D., Rozmus, C., LoBiondo-Wood, G.,
Impact of Pediatric Critical lllness and Injury on Families: An
Updated Systematic Review, Journal of pediatric nursing, 51,
21-31, 2020

Abelman, D. D., Mitigating risks of students use of study drugs
through understanding motivations for use and applying harm
reduction theory: a literature review, Harm reduction journal,
14, 68, 2017

Aberdeen, J. N., Burnett, R. K. F., Stewart, H. F., Greenberg,
E., The use of patient reported outcome measures by primary
medical providers in the pediatric sports population,
Orthopaedic Journal of Sports Medicine. Conference: 6th
Annual Meeting of the Pediatric Research in Sports Medicine
Society, PRiISM, 7, 2019

Abhyankar, P., Summers, B. A., Velikova, G., Bekker, H. L.,
Framing Options as Choice or Opportunity: Does the Frame

102

Phenomenon of interest of
included studies not in protocol.
Included studies checked for
inclusion.

Conference abstract

Population of included studies not
in protocol. Included studies
checked for inclusion.

Study design not in protocol - No
qualitative data.

Conference abstract

Phenomenon of interest not in
protocol - Information too specific
to Duchenne Muscular Dystrophy
to be generalizable.

Population not in protocol -
Parental views with age of
children 8-15.

Conference abstract

Phenomenon of interest of
included studies not in protocol.
Included studies checked for
inclusion.

Narrative review

Conference abstract

Population not in protocol - Adult
women >18 years
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Influence Decisions?, Medical decision making : an
international journal of the Society for Medical Decision Making,
34, 567-582, 2014

Abrines Jaume, N., Hoffman, J., Wolpert, M., Law, D., Wright, Conference abstract
E., Shared decision making in child and adolescent mental

health services, Neuropsychiatrie de I'Enfance et de

I'Adolescence, 1), S294, 2012

Abu-Rajab, K., Scoular, A., Church, S., Connell, J., Winter, A., Population not in protocol - Age
Hart, G., Identifying opportunities for sexually transmitted 15-66 years with data not
infection prevention: Analysis of critical points in the care presented separately for target
pathways of patients with gonorrhoea, International Journal of population.

STD and AIDS, 20, 170-175, 2009

Achten, J., Parsons, N. R., Edlin, R. P., Griffin, D. R., Costa, M.  Published protocol
L., A randomised controlled trial of total hip arthroplasty versus

resurfacing arthroplasty in the treatment of young patients with

arthritis of the hip joint, BMC musculoskeletal disorders, 11, 8,

2010

Ackner, S., Skeate, A., Patterson, P., Neal, A., Emotional Phenomenon of interest not in

abuse and psychosis: A recent review of the literature, Journal  protocol - Information too specific

of Aggression, Maltreatment and Trauma, 22, 1032-1049, 2013 to child abuse and psychosis to
be generalizable.

Actrn,, A randomised controlled trial of a group intervention for ~ Ongoing trial - still recruitiung
family and friends of youth with borderline personality disorder,
Http://www.who.int/trialsearch/trial2.aspx?

Trialid=actrn12616000304437, 2016

Actrn,, A randomized controlled trial comparing knowledge Ongoing trial - still rectruiting
transfer regarding preoperative information to children and

parents: interactive web-based format (Anesthesia Web) vs.

conventional brochure information,

Http://www.who.int/trialsearch/trial2.aspx?

Trialid=actrn12616000528459, 2016

Actrn,, A study of the impact of treating seizures that can be Ongoing trial - still recruiting
seen and those that can be seen only on a brain monitor in

newborn babies, who are having seizures or at high risk of

seizures, Http://www.who.int/trialsearch/trial2.aspx?

Trialid=actrn12611000327987, 2011

Actrn,, Action: pACT. Be Active. Online. A trial to promote Ongoing trial - still recruiting
physical activity in young people with cystic fibrosis,
Http://www.who.int/trialsearch/trial2.aspx?

Trialid=actrn12617001009303, 2017

Actrn,, HARTI HAUORA TAMARIKI A Randomised Controlled Ongoing trial - still recruiting
Trial of an Opportunistic, Holistic and Family Centred Approach

to Improving Outcomes for Hospitalised Children and their

Families, Http://www.who.int/trialsearch/trial2.aspx?

Trialid=actrn12618001079235, 2018

Actrn,, Mitii ABI: "Move it to improve it": a randomised trial of Ongoing trial - still recruiting
novel web-based intervention for children with acquired brain

injury, Http://www.who.int/trialsearch/trial2.aspx?

Trialid=actrn12613000403730, 2013

Actrn,, Patient navigators in children with chronic kidney Ongoing trial - still recruiting
disease, Http://www.who.int/trialsearch/trial2.aspx?
Trialid=actrn12618001152213, 2018

Adams, C., Lockton, E., Freed, J., Gaile, J., Earl, G., McBean, Study design not in protocol - No
K., Nash, M., Green, J., Vail, A, Law, J., The Social qualitative data.

Communication Intervention Project: a randomized controlled

trial of the effectiveness of speech and language therapy for
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school-age children who have pragmatic and social
communication problems with or without autism spectrum
disorder, International journal of language & communication
disorders / Royal College of Speech & Language Therapists,
47, 233-244, 2012

Adams, C., Lockton, E., Gaile, J., Earl, G., Freed, J., Study design not in protocol - No
Implementation of a manualized communication intervention for —qualitative data.

school-aged children with pragmatic and social communication

needs in a randomized controlled trial: the Social

Communication Intervention Project, International journal of

language & communication disorders / Royal College of

Speech & Language Therapists, 47, 245-256, 2012

Adams, N., Churchill, R., Eve, E., Chronic widespread pain in Conference abstract
adolescents: A primary care based study, European Journal of
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2 Research recommendations for review question: How should healthcare staff
3 communicate with babies, children and young people, and the parents or
carers of babies and young children?

4
5 No research recommendations were made for this review question.
6
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1 Appendix M — Evidence from reference groups and focus groups

2 Reference group and focus group evidence for review question: How should healthcare staff communicate with babies,
children and young people, and the parents or carers of babies and young children?

3

4
5

Methods for the reference and focus groups and details of how input was obtained from the children and young people are described in

Supplement 4.

Table 13: Evidence from reference groups and focus groups

¢ | like it when doctors are friendly —all agreed
(18/18)

o | like it if the doctor/dentist/nurse listens to me
when | talk to them:

o Agree (27/31)
- ‘l like it when they are nice’
- ‘l like it when they listen to me’
- ‘| like telling them about my holidays’
- ‘| agree because they are very kind’

- ‘| agree because they respect my zone and
are kind to me and respect my zone’

- ‘Because they are always nice to you by
saying that it might not hurt’

- ‘If it does hurt, you can tell them and they will
listen’

o Disagree (4/31)

- ‘I don't like the doctors, | don’t want the
injection and | have to have it anyway’

- ‘They don't listen’

e ‘Say hello’

‘| like it when doctors are friendly and good
at their job’

‘Doctors who have a big, friendly smile’
‘Doctors who make you feel relaxed’

‘Not be rude’

‘Doctors notice when you have been brave
and haven’t screamed’

‘Doctors and nurses not be too busy’
‘Listen to how you are feeling’

‘Doctors ask what you like and what you
don't like’

¢ ‘Doctors treat us nicely, be a nice doctor’

‘Doctor’s not being rude — swift 2 seconds
and you need to get out now, she should
take her time’

‘Smart — how they talk, but lots of long
words can be confusing ‘normal common
words, please.’
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‘Listening’ (MH services) x 2 o Low

‘You can make jokes with the same
people without being mixed up’ (MH
services)

‘Good people friendly’ (MH services)

‘Doctors and nurses are friendly and
welcoming’ (MH services)

‘Go with the flow’ (MH services)
‘Not short-tempered, grumpy
‘Pay attention’

‘Make eye contact’

‘Friendly’ x2

‘Not time-limited’
‘Communication’

‘Don’t just read from pages’
‘Welcoming’

‘Face to face support’

‘Tell us things’
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¢ Doctors care about what | think and say:
o Agree (8/16)

‘Because they always take care of us’

o Disagree (5/16)

‘Because they gave me [an injection] once
and | said ow and they didn’t listen’

¢ | like it when doctors talk to me:
o Agree (13/22)

‘Because the doctor who | see is really nice
and my mummy and little sister like her and
know her’

‘Because it might be important’

‘Because they can see what is the matter’
‘Because they tell me I'm big and strong’
‘They are kind’

o Disagree (7/22)

‘Because they are weird’
‘Because they hurt’

‘| don’t like it when they don’t give me a
sticker’

¢ How would the world’s best doctor or the world’s
best nurse talk to you?

o ‘Be kind, be nice’
o ‘Helps me understand’
e How would the world’s worst doctor or the world’s
worst nurse talk to you?
o ‘Mean’ x3
o ‘Asks ‘Why did you fall over?” x2
o ‘Shouts at me’ x2
o ‘Bossy’ x2

Babies, children and young people’s experience of healthcare: evidence reviews for communication by healthcare staff DRAFT (March 2021)

‘Being friendly is the most important — if
they’re not friendly, they might ask you
‘how have you been feeling today’ [cross
voice] and it won’t help you answer but if
they’re friendly they might say ‘how have
you been feeling today’ [kind voice] and
you'll answer — so they link together’

‘When doctors say something... it’s like, |
don’t know what this means. So if you ask
a question you don’t know what they mean’

‘If they use the complicated words | prefer if
they [health professionals] talk to mum and
dad but if they use words | understand |
prefer them talking to me’

‘Doctors should ask: ‘What do you want to
ask?”

‘Doctors should use clear words’
‘Doctors can use words you understand’
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¢ ‘Kind staff —explanations, so know what is
happening’
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o Shouts ‘You have to do this, and you have to do
that.”

o0 ‘Cross — says ‘You should have been more
careful”

o ‘Frustrated’

o ‘Rude’

o ‘lgnoring me’

o ‘Says ‘Get out now!” when you might have fallen
and broken your leg’

e Doctors and nurses should use words |
understand:

o Agree (17/18)

- ‘If they use words | don’t understand, | don’t
know what is happening’

- ‘| never know what it means’

- ‘I don’t know the words that a doctor is going
to use’

- ‘Don’t know what the instrument is and when |
don’t know what it is and then they use it on
me, it feels a bit strange and scary’

- ‘It makes me feel scared when | don’t
understand’
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1 Appendix N — Evidence from national surveys

2 Evidence from national surveys for review question: How should healthcare staff communicate with babies, children and young
3 people, and the parents or carers of babies and young children?

4 Methods for the grey literature review of national surveys and details of the surveys included are described in Supplement 5.

5 Table 14: Evidence from national surveys

Association for Young People’s Health. « No relevant findings were identified for this question o N/A

Young people’s views on involvement and
feedback in healthcare 2014

Care Quality Commission. HOSPITAL STAFF: o Low
Children and young people’s inpatient and day e 87% 12-15 year olds said staff talked to them about their care; for 8-11 year olds this was
case survey 2018 83%

UNDERSTANDING:

e 70% children and young people understood what staff said

ASKING QUESTIONS:

e 95% 8-15 year olds felt able to ask questions and 92% said their questions were answered.

Child Outcomes Research Consortium. LISTENING: e Moderate
Child- and Parent-reported Outcomes and e 84.6% children and young people said they were listened to
Experience from Child and Young People’s « 70.8% said the staff were easy to talk to

Mental Health Services 2011-2015

Health and Social Care Information Centre. ¢ No relevant findings were identified for this question o N/A
Children’s Dental Health Survey 2013. (Country
specific report for England, published 2015)
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HM Inspectorate of Prisons.
Children in Custody 2016-2017

National Children’s Bureau.

Listening to children’s views on health provision
2012

Opinion Matters.
Declare your care survey 2018

Picker Institute.

Children and Young People’s Patient
Experience Survey 2018.

Picker Institute.

Paediatric Emergency Department Survey 2015
and Children and Young People’s Outpatient
Survey 2015

¢ No relevant findings were identified for this question

COMMUNICATION BY DOCTORS:

e Children and young people aged 12-19 years reported ‘doctors don’t explain things and they

speak to your parents, the language they use is confusing’.

COMMUNICATION WITH DISABLED YOUNG PEOPLE:

Disabled young people aged 15-21 recommended that there should be an NHS e-learning
module on communicating with young people with learning difficulties and communication
impairments, resources in hospitals to address communication with disabled young people,
and systems for setting up appointments which would support preparation for the
consultation.

¢ No relevant findings were identified for this question

¢ No relevant findings were identified for this question

UNDERSTANDING (EMERGENCY DEPARTMENT):

e 70% children and young people aged 8-16 said doctors and nurses explained what was
wrong in a way they could understand

® 27% children and young people aged 8-16 said doctors and nurses did not talk to them
about their questions or worries

LISTENING (OUTPATIENTS):

e 76% children and young people aged 8-16 years thought they were listened to by hospital
staff
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o N/A

e Moderate

o N/A

o N/A

e Low
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Picker Institute/NHS England/Bliss. COMMUNICATION WITH STAFF ON NEONATAL UNIT: e Moderate
Neonatal Survey 2014 e When you visited the unit did the staff caring for your baby introduce themselves to you?
Score =79
Results for individual questions were converted o Were you told which nurse was responsible for your baby’s care each day he/she was in the
into scores on a scale of 1 to 100, with 100 neonatal unit? Score = 90
representing the best possible outcome (the  Were you able to talk to staff on the unit about your worries and concerns? Score = 88

scores are not percentages). e Were you able to speak to a doctor about your baby as much as you wanted? Score = 66

¢ Were the nurses on the unit sensitive to your emotions and feelings? Score = 85
¢ Were the doctors on the unit sensitive to your emotions and feelings? Score = 83
¢ Did staff refer to your baby by his/her first name? Score = 90

Word of Mouth Research and Point of Care BEING INFORMED ABOUT TREATMENT: o Low
Foundation. e Young people aged 13 to 17 reported a good experience of how the diagnosis and

An options appraisal for obtaining feedback on treatment plan was communicated and discussed with them and none felt excluded from

the experiences of children and young people this process. All felt that the manner in which doctors had spoken with them (and with their

with cancer 2018 parents at the same time) had been unproblematic. None felt that that medical staff had

spoken about them but not to them, nor that they were made to feel that their views were
not important.

Quotes:

‘When they were deciding the treatment, | felt | was fully involved. | was always asked before
they were doing anything. They always had me and my parents there and they talked to us
all, explaining it all to me and them.” (M16)

‘I've always been told that they would never do anything without talking to me first. They said
I’m old enough to make my own decisions and | have been heard at all times. They have
always talked to me and my mum and dad at the same time. I've never felt excluded.” (F13)

‘Everything | asked, | got an answer to. | was definitely listened to. And that was true the
whole way through. With the surgeon, | wanted to see the CT scans and she was fine about it.
At every shift change the nurse would come in and introduce themselves and say, ‘just push
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the buzzer if you want anything’. The diagnosis was as positive as it can be. First and
foremost, they were talking to me. My mum was there too. But it was at the point where |
could make my own decisions, so they were talking to me.’ (M16)

‘They listened to me most of the time and my voice was heard. There weren’t any times when
| was treated in ways that were bad. | was diagnosed and the doctor explained things quite
well. | felt that they were speaking to me. They always asked me if | had any questions or
needed anything. My oncologist would always ask me if | had any questions.” (F15)

1 N/A: not applicable
2
3
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