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Abstract

Background: Many studies highlight poor health-related quality of life (HRQoL) in chil-
dren treated for brain tumours and their parents. However, little is known about the
extent to which their informational, healthcare and communication needs regarding
HRQoL are met during medical outpatient consultations.

Aim: To explore the experiences of families regarding communication with physicians
about HRQoL issues during consultations after treatment for childhood brain tumours.
Methods: Interviews were conducted with 18 families of children and adolescents
aged 8-17 years after completion of brain tumour treatment. Participants had com-
pleted treatment within the last 5 years and were receiving regular outpatient
follow-up care. Thematic analysis was undertaken using the Framework Method.
Results: Five main themes were identified: (i) unmet emotional and mental health
needs; (ii) double protection; (iii) unmet information needs; (iv) communication barriers
within consultations; and (v) finding a new normal.

Conclusion: There was a need to improve communication between clinicians and these
families, improve information provision, and overcome barriers to conversing with
children within these outpatient consultations. Children and their parents should be
supported to voice their current needs and concerns regarding their HRQoL. These
findings will inform further development of the UK version of the ‘KLIK’ patient- and

parent-reported outcome (PROM) portal.

Abbreviations: HRQoL, health-related quality of life; PROMOTE study, Patient Reported Outcome Measures Online To Enhance Communication and HRQoL after childhood brain tumour study;

PROMs, patient-reported outcome measures.
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1 | INTRODUCTION

Brain tumours and the treatments used to combat them can result
in brain injury, leading to adverse outcomes with impaired health-
related quality of life (HRQoL).1=? A Swedish population-based cohort
study of adult survivors of childhood brain tumour reported that
one or more of vision, hearing, speech, dexterity, ambulation, cogni-
tion, emotion and pain were impaired in the majority, with problems
tending to worsen over time.219 Specific risks include neurocognitive
dysfunction, seizures, sensory and motor deficits, endocrinopathies
and psychosocial difficulties.211-14 Memory deficits, social isolation,
impaired daily functioning and fatigue are common,’® and may neg-
atively affect educational achievement, employability’®'” and social
interactions.3"?15-21 The lifetime impact of these disabilities for the
individual and their wider families is very high.

Unmet needs of survivors and caregivers have a negative impact
on HRQoL and include anxiety, uncertainty about the future and
depression.2?22 Caregivers and survivors have expressed a need
for information about financial support, state benefits and survivor
fertility’® and for support with reintegration into daily life, includ-
ing school.2® Parents of childhood cancer survivors have reported
that good communication with physicians made them feel acknowl-
edged and comforted, and gave them greater trust in the responsible
physician.2*

Although better communication during outpatient healthcare con-
sultations may allow early identification and treatment of adverse out-
comes and lead to subsequent improved adjustment and HRQoL,2°2¢
a scoping search of the literature found no studies specific to chil-
dren treated for brain tumours that addressed their communication
about HRQoL issues with parents and physicians during scheduled
medical outpatient consultations. Patient-reported outcome mea-
sures (PROMs) are now widely used in clinical trials and increas-
ingly used in daily adult oncological care to improve communica-
tion and screen for problems.?’-2? The KLIK PROM portal is one
potential tool that could be used to improve paediatric outpatient
consultations.3% Within this portal, paediatric patients (>8 years)
and/or their parents and adult patients are asked to complete PROMs
regarding HRQoL, symptoms and/or psychosocial functioning online
at home prior to the outpatient consultation. The answers are con-
verted into an electronic PROfile that contains a broad range of
feedback options tailored to each specific PROM. The clinician dis-
cusses the KLIK ePROfile during the outpatient consultation with
patients and/or parents in order to monitor well-being over time,
detect problems at an early stage, and provide tailored advice and
interventions.

The context of the present study was the PROMOTE study (Patient

Reported Outcome Measures Online To Enhance Communication and
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HRQoL after childhood brain tumour)3! in which we combined dif-
ferent methods of enquiry to develop and test the feasibility of using
the KLIK PROM portal®? in a UK National Health System (NHS) clin-
ical outpatient setting. We aimed, in the study reported here, to
explore the experiences of families regarding HRQoL issues, unmet
needs, and barriers to communicating with physicians during con-
sultations after treatment for childhood brain tumours to inform
the subsequent development of the United Kingdom version of this

portal.

2 | METHODS

The present study used a qualitative semi-structured interview
design to gather patient and parent views to meet the aims of the
research.

2.1 | Ethics approval

Ethics approval was granted by South Central Hampshire A Research
Ethics Committee as part of the PROMOTE study (Reference
16/SC/0633). Informed consent or assent for participation and
publication was obtained.

2.2 | Participants

Participants included parents and their children aged 8-17 years who
had completed treatment for a brain tumour within the last 5 years
and returning for regular follow-up outpatient care at a UK Children’s
Cancer Principal Treatment Centres in the United Kingdom. Three cen-
tres participated to increase diversity of experiences and views. We
expected to achieve saturation of themes with 18 or fewer families,
and therefore planned to include that number. Saturation in qualita-

tive research is a complex issue3334

and this was a pragmatic decision,
based on previous studies, to balance the need to achieve saturation

against the burden on families and treatment centres.

2.3 | Materials

Semi-structured interview topic guides, one for children and one for
parents (Appendix S1), were developed to capture information to meet
the aims of the research, while allowing participants free expression to
talk about their experiences. The topic guides were refined during the
first five interviews to include additional prompts.
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2.4 | Recruitment and data collection procedure

Potential participants were first contacted about the study by their
neuro-oncology treating physician. Written face-to-face consent was
provided to the researchers. All interviews took place either in the
family home or at their treatment centre, according to family prefer-
ence, and children aged at least 8 years chose whether to be inter-
viewed on their own or with a parent present. Interviews were con-
ducted and audio-recorded by Kim S. Bull, Anita Freeman and Shelly
Stubley.

Following a broad question about HRQoL, participants provided
personal accounts of the impact of diagnosis and treatment on the
child’s HRQoL prompted by pre-determined lines of enquiry about
HRQoL, communication barriers and needs, and family emotional
needs. Interviews were transcribed and checked by the research

team.

2.5 | Analysis

A combined deductive and inductive approach was used to analyse
the data thematically, using the Framework Method to manage and
organise the themes.3> This method allows one to identify, describe
and interpret patterns within and across interviews for themes specific
to the phenomenon of interest. Child and parent data were analysed
separately in a four-stage process: (i) transcription and familiarisation
with the data; (ii) initial coding and development of a coding frame-
work; (iii) further in-depth coding, analysis and reliability checks; and
(iv) interpretation of the themes.

Anita Freeman and Shelly Stubley independently coded parent and
child interviews. The framework of themes that emerged was mapped
onto the lines of enquiry. Anita Freeman and Shelly Stubley then jointly
reviewed and agreed on the codes and checked the reliability of their
coding by independently recoding two transcripts against the identi-
fied themes. This process identified a 97.8% agreement between the
two researchers’ codings. Christina Liossi was available to arbitrate on
any disagreements, but no arbitration or extended discussions were
necessary as, having read all the transcripts and codes, Christina Liossi
was in full agreement with Anita Freeman and Shelly Stubley. Finally,
Anita Freeman and Shelly Stubley reviewed the completed framework
matrices together with the notes on their own interpretations and
impressions that they had formed throughout the process. They then
jointly identified subthemes derived from the codes, and classified
these under main themes.

The study’s methodological rigour was considered by Anita
Freeman and Shelly Stubley in relation to: continued reflexivity
and engagement with material; transparency and coherence of the
process; commitment to engagement with the topic of HRQoL;
and confidence in the completeness of the data collection, anal-
ysis and grounding of theme descriptions in examples from the
data.3¢ Data saturation was deemed to have been reached when no

new themes emerged from the data.3*
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3 | RESULTS

Of 34 families invited, 18 participated, including 10 female and eight
male brain tumour survivors ages 7-17 years (Table 1). Their socio-
economic and ethnic backgrounds were diverse (Table 1). Three of
32 interviews included in the analysis were conducted with child and
parents together (205, 210, 211), three with both parents together
(101, 109, 201), 12 with one parent alone (102, 103, 105, 111, 202,
203, 301, 303, 304, 305, 306, 307), and 14 with the child alone (101,
102, 103, 105, 109, 111, 201, 202, 203, 303, 304, 305, 306, 307).
Two were not audio-recorded and so detailed notes were taken during
the interview: in one case, the child felt uncomfortable with her voice
(205) and, in the other case, the mother felt uncomfortable with her
accent (210). The codes derived from the data are presented in Table 2,
and the subthemes derived from these codes and the resultant five
main inter-related and sometimes overlapping themes are presented
in Table 3.

3.1 | Main themes

Five main themes were identified: (i) unmet emotional and mental
health needs; (ii) double protection; (iii) unmet information needs of
families; (iv) communication barriers within consultations; and (v) find-
ing anew normal. lllustrative interview content relating to the first four
of these themes is the focus of this report. It is summarised hereunder
and illustrated in Table 3. The fifth theme, ‘finding a new normal’ relates
to the experiences of participants regarding their HRQoL itself fol-
lowing discharge from hospital when their HRQoL concerns shift from
hospital life and medical procedures to the return to normality. This
provides important context for the issues that were salient to the lives
of our participants, but is not the focus of the present report and illus-
trative interview content relating to this theme is provided in Appendix
SIl.

3.1.1 | Unmet emotional and mental health needs

Children: Children felt their emotional well-being had decreased. They
wanted to know if they were normal and whether they would have been
the same if they had not had the brain tumour, perhaps suggesting a
need for the child to receive some support in exploring their own expe-
riences and understanding of the effects of their brain tumour (Table 3,
row 1). They talked about anxieties related to uncertainty about their
future, whether they would manage at school, whether their memory
would improve, and wondered whether they would be able, for exam-
ple, to learnto drive or to be able to have children in the future (Table 3,
row 1).

Parents: Most parents felt that their family’s mental health and emo-
tional well-being had paramount importance for a good HRQoL but,
like the children, felt that these had decreased since their child’s ill-

ness. They vocalised a need to come to terms with what had happened
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TABLE 1 Demographic characteristics of families who were interviewed.

Parent Number of Parent Child’s
Family marital childrenin Parent work age at Child’s
ID Participants Ethnicity  status? family education?® situation? consent gender Tumour diagnosis
101 Father, White Married 1 University Father F/T, 14 Male Germinoma
mother, child (father) Mother not
employed
102 Mother, child White Married 2 University P/T 11 Male Pilocytic
astrocytoma
103 Father, child White Married 3 University F/T 16 Female Craniopharyngioma
105 Mother, child White Married 4 University P/T 12 Female Craniopharyngioma
109 Father, White Married University Father F/T, 13 Male Medulloblastoma
mother, child (both) Mother P/T
111 Mother, child White Married 2 College P/T 15 Male Low-grade glioma
201 Father, White Married 6 University Father F/T, 12 Female Tuberous
mother, child (mother) Mother P/T sclerosis-related
benign tumour
202 Mother, child White Married 5 School Mother F/T 13 Male Pilocytic
astrocytoma
203 Mother, child White Divorced 2 School Mother F/T 17 Male Germinoma
205 Mother, child White Married 1 College Not 17 Female Pilocytic
employed astrocytoma
210 Father, Black Married 2 School Both F/T 8 Female Pilocytic
mother, child (mother) astrocytoma
211 Father, Asian, Married 2 University Father F/T, 13 Female Germinoma
mother, child White (mother) Mother P/T
301 Mother Asian Married 3 College Not 7 Female Pilocytic
employed astrocytoma
303 Mother, child White Married 8 University Not 12 Female Suprasellar tumour
employed
304 Mother, child White Separated 3 School P/T 10 Female Pilocytic
astrocytoma
305 Mother, child White Married 3 University Not 11 Male Medulloblastoma
employed
306 Mother, child White Separated 1 School Not 8 Female Medulloblastoma
employed
307 Mother, child Asian Married 3 School Not 11 Male High-grade glioma
employed

Abbreviations: F/T, full time; P/T, part time.
2Parent demographic information relates to the parent(s) who participated in the interviews.

to their child and recalled traumatic stories about their child’s diag-
nosis, illness and treatment. These recollections often related to late
or missed opportunities for diagnosis. Some parents were aware that
they had unmet emotional, psychological or mental health needs, and
acknowledged their own needs for counselling and support since their
child’s diagnosis and the difficulty in obtaining this (Table 3, row 1).
Parents talked about their fears of fast and unpredictable deteriora-
tion of symptoms or, in one case, fear of the child collapsing, which left
the family wondering whether they could leave their child to shower
alone. Parents explained how they felt the need to balance these
fears for their child’s health with the need to support independence

and autonomy. Living and coping with uncertainty regarding health,
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symptoms, late effects and future health was experienced as distress-
ing and anxiety-provoking by children and their parents, affecting
emotional well-being. One mother expressed concern about her child’s
mental health, having found him searching on the Internet about his

diagnosis and the risks of relapse (Table 3, row 1).
3.1.2 | Double protection
This unexpected theme arose regarding communication within fami-

lies, particularly with respect to concerns relating to the child’s future
health.
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TABLE 2 Coding framework—Initial codes, organised and mapped onto the three predefined lines of enquiry explored in the interviews.

Health-related quality of life

Children

Challenges with school and learning (settling in, missing
school, support, cognitive difficulties)

Maintaining and rebuilding friendships and activities (being
sociable, active, able to compete, developing new skills and
activities, being treated the same as before, being able to go
on holiday/day trips)

Changed relationships with family

Adjusting to changes in me after my brain tumour: Physical
change and fatigue-restrictions and adaptations, feeling tired,
reduced strength

Concerns over hunger and weight

Having autonomy/control over what happens to me

Communication barriers and needs

‘What am | able or allowed to do?’ A lack of tailored advice
about child’s return to school and daily activities

Talking to the doctor—wanting to speak for
themselves/wanting to speak to doctor alone vs. happy for
parents to talk

Need to understand more about cognitive functioning and
memory

Need for help to communicate about health anxiety and
worries about the future

Cognitive functioning and memory as a barrier to
communication (sometimes get a big burst of information and
then forget it)

Wanting to put it all behind them (suppressing what
happened)

Verbal communication limitations

The need to present themselves to others as being OK when
they were not

Fear of relapse as a barrier to honest communication

Some issues are not seen as relevant to discuss with the
doctor

Child finds it difficult to raise issues due to anxiety, shyness,
being secretive

Emotional needs

Help with regulating emotions (frustration and anger)
Rediscovering their identity and sense of self

Coming to terms with and understanding what has happened
to them

Exploring am | normal, am | different?

Adjusting to a different life trajectory

Emotional difficulties related to cancer

Anxiety about health

Support with moving on and future plans (uncertainty)

Parents

Adverse changes to daily life and adapting to a new normality

Managing the impact on other family members

Fewer holidays/days out

Adapting to new role of parent expert/child health advocate (managing health,
fitness and nutrition, weight, exercise, lifestyle and growth, energy, fatigue and
physical limitations)

Family needing increased support from others, e.g., wider family

Housing and finance difficulties

Supporting independence and autonomy, helping child to adapt

Managing cognitive impact and cognitive problems

Ensuring right school support and enjoying school

Striving for happiness, enjoyment of life, good mental health and lessening
emotional impact

Requires more information about talking to their child about their illness

Requires treatment plans in advance

The need to be able to monitor and track changes in child’s health status

Would like more information on tumour types and cognitive impact

Needs more clarity on who to contact about different issues

Needs help in understanding (e.g., What is ‘normal’? What is brain tumour related?
What is due to being a teenager?)

How to talk to child about fertility issues

Guidance on supporting the child emotionally, e.g., child feeling different/bullying
Coming to terms with what has happened to their child

Overcoming trauma

Counselling for mental health and psychological needs

Help managing own and child’s anxiety about child’s health (uncertain future and
the need to keep my child safe)

Fear of others being cruel

Children: Children felt the need to show others they were OK, and
this sometimes led them to keeping things to themselves. Many of the
children did not want to reveal their feelings and worries regarding
their health to their parents and, for these reasons, parents and chil-
dren were not always frank with each other (Table 3, row 2). Children
also talked about hiding their symptoms; some parents seemed to be
aware of this whilst others did not (Table 3, row 2). This sometimes
indicated misalignment between the parent’s and child’s perceptions
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of the other, but could also indicate ‘alignment’ in the sense that the
narratives of both child and parent provided examples of the ‘double
protection’ theme.

Parents: Parents felt unsure about how to encourage their child to
share experiences with them. Parents did not want to upset or scare
their child, and felt it important to protect their child from their own
fears and worries (Table 3, row 2). One mother described how her
son hid any physical symptoms from her and was reluctant to tell her
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about them (Table 3, row 2). Another mother had tried to get her
son to engage in discussions about his worries and had sought the
help of a counsellor, but he had not engaged in psychological treat-
ment. In another interview, the parent said that the child worried,
but the child declined to talk about it when asked directly by the

interviewer.

3.1.3 | Unmet information needs of families

Children: For the affected children, information and advice or guid-
ance on coping with their worries about their health and their future
were important requirements. In several cases, children were keen to
get back to their old lives and expressed similar information needs
related to their own concerns about how far to push themselves phys-
ically (e.g., in sporting activities), whether their cancer would return,
changes in their memory function, attention, other cognitive abilities
and academic abilities (Table 3, row 3).

Communication barriers within the family led some children to
express a strong preference for speaking to their treating physician
alone to obtain information (Table 3, row 3). Some were vocal about
their need to explore issues about which they preferred that their par-
ents not know they were concerned, such as their cancer recurring,
their ability to have children, or the impact that their iliness might have
had on their cognitive function in general and specifically their memory.
Other children were happy for their parents to ‘speak for them’ as they
felt that they were not able to communicate adequately or remember
things themselves (Table 3, row 3).

Children experienced a deficit of advice regarding what they were
and were not allowed to do or what was safe for them to do and what
might cause them physical discomfort or injury. For example, returning
to playing rugby, going to the gym or cycling (Table 3, row 3).

Parents: It was unclear to some families whom they should contact
about different issues after treatment. Parents needed more contact
information for relevant physicians, services and people who could
offer advice and practical guidance on topics such as managing their
child’s weight, diet, nutrition and psychological needs, or how to talk
to their child about their diagnosis, health and recovery (Table 3, row
3).

Parents felt there was a lack of information regarding the expected
trajectory of recovery over time. They also needed information about
how to cope with their own emotional well-being, uncertainty about
how far to push their child, and anxiety regarding their child’s health.
Information about tumour types and cognitive impacts, receiving treat-
ment plans in advance, and being able to monitor or track change over
time were all seen as useful. For example, some parents felt they would
like to be aware of timelines for starting growth hormone. Some par-
ents felt confused and wanted more clarity on whether they should
be concerned about aspects of their child’s behaviour; whether their
child’s health or behaviour was ‘normal’ for a child or for a teenager or,

on the other hand, related to their brain tumour (Table 3, row 3).
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3.1.4 | Communication barriers/facilitators within
consultations

The focus of the narratives of families was on the difficulties they had
experienced. During the interviews, it was clear families wanted to
communicate about HRQoL and were positive about doing so using
web-based questionnaires, yet it was evident that some of them faced
barriers to being able to express themselves in the consulting room and
to raising issues with which they required support.

Children: The need for parents and children to keep things from each
other (double protection) was sometimes counteracted by the child
requiring the support of their parents within the consultation to help
them remember the issues they wanted to communicate about. Par-
ents felt the need to be present to help the child remember important
questions they wanted to ask, and children required their parents to
repeat or remember for them answers that the physicians gave. For
some families, this meant that there was a consensus that parents
should be present and involved in the discussions (Table 3, row 4).

The children described how they might forget the details of some-
thing and that the physicians always needed the details or that it might
take a while for them to recall information (Table 3, row 4).

Parents: Parents had experienced having their questions being mis-
understood, avoided asking questions due to a fear of the answer, and
were unsure in some instances whether it was relevant or appropriate
to raise concerns about issues such as school or behavioural problems.

Being reluctant to raise anything ‘non-medical’ was also a reason
parents gave for not raising HRQoL issues in consultation. One issue
that arose was a reluctance on the part of the families to ‘bother’ the
physician with issues that they did not deem relevant. For example,
several of the families felt that it was not relevant or appropriate to dis-
cuss bullying at school with the physician. Sometimes, this was couched
in terms of gratitude that the hospital had saved their child’s life and
they did not want to then complain about a late effect or an issue at
school (Table 3, row 4). Some parents raised issues but did not get
the answers they needed. One mother described how they kept try-
ing to ask about a symptom their daughter had, but were unable to
communicate effectively (Table 3, row 4).

More commonly though, we identified an emotional barrier to effec-
tive communication in the sense that participants were reluctant to,
or not able to, raise an issue that was anxiety-inducing. They wanted
to communicate about, for example, fertility issues but anxiety got in
the way of raising the issue. Being in the hospital environment affected
the ability of some parents to think straight and remember what they
wanted to talk about or find the words to express themselves. Par-
ticipants described feeling overwhelmed during the consultation and
consequent impairment of their ability to communicate well. Some chil-
dren became shy during the consultation and found it difficult to speak
(Table 3, row 4). In addition to these matters that might prevent cer-
tain topics from being raised, there was also a perceived need for the
parents to protect their child from hearing about things that they may

not wish them to know, such as their future prognosis or fertility, and
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so important issues were not always raised by parents and discussed
(Table 3, row 4).

The relationship between the physician and the families had an
influence on communication, with some families describing close con-
nections with their physicians and the ability to ask them anything.
Knowing that a physician understood their family’s journey in relation
to their illness and recovery was valuable to families in helping them to
feel comfortable and understood (Table 3, row 4).

4 | DISCUSSION

Five main themes were identified in these interviews of children receiv-
ing outpatient care following treatment for a brain tumour: unmet
emotional and mental health needs; double protection; unmet informa-
tion needs; communication barriers within consultations; and finding a
new normal. We conducted separate interviews of child and parent in
such away as to allow the interviewee the opportunity to present their
narrative account. Neither interview was constructed to shed light
specifically on the extent to which the narratives of the child and par-
ent on these five themes were aligned with each other: that alignment
would be difficult to assess, particularly given the varied developmen-
tal stages and cognitive difficulties of the children. Parent and child
have different perspectives and their accounts are complementary.

‘Double protection’ within families inevitably affected communica-
tions during consultations where issues were not raised due to parents
wanting to keep things from their child and children not wanting to
reveal their feelings and worries to their parents. Family members’
attempts to protect each other may therefore be creating a barrier to
communicating openly regarding their worries and emotional needs.
The need for both children and parents to keep information from
each other provides a new insight into families’ experience of com-
municating HRQoL issues and a potential barrier to communication
both between family members and also between the family and the
physician. ‘Double pretence’ has previously been identified in children
of this age in the specific context of palliative care®” and prognostic
disclosure.®® Here, we identify its role in providing ‘double protection’
in the survivorship period.

The finding in the present study of anxiety, uncertainty about the
future, feeling down or depressed and of unmet need for concrete
information about lifestyle, fertility, physical consequences of child-
hood cancer, the post-treatment period and the long-term future have
also been reported by others.1919:39-41 |ncreased number of unmet
needs and failure to overcome barriers to communication have been
associated with poorer quality of life in previous reports.1042

During our interviews in the present study, challenges in commu-
nicating with brain tumour survivors were noted, with some children
appearing almost non-verbal, partly due to the established impact of
tumour and treatment on cognitive and speech abilities or language
problems,*344 and partly due to the underlying anxiety or depression,
particularly in those children who were especially avoidant or ineffec-
tive communicators.*> These difficulties could be recognised earlier

using proxy- and self-report questionnaires,*®*” and the latter could
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be particularly valuable to adolescents who may not want to discuss
psychosocial issues in a clinical interview.*¢47

The families in the present study said they would be happy to report
to physicians using such a platform but did not elaborate due to having
no experience of using an online PROMs portal. An on-line PROMs plat-
form, designed for use by children with medical conditions and their
parents to report on and monitor the HRQoL of a child with a medical
condition, may therefore be a facilitator of communication by provid-
ing survivors and caregivers with the opportunity to report HRQoL
issues and needs. This would be particularly useful for those children
treated for brain tumours who are experiencing memory and/or speech
problems.

KLIK“® is an example of such a platform that can be adapted for chil-
dren with visual or literacy and language needs. It is designed to enable
children and adolescents to use PROMs to share their report of their
HRQoL, with clinicians in advance of consultations and may encour-
age families to discuss issues together at that time. The development
of the UK version of the portal was informed by the present study, and
provides separate logins for children and parents. This offers confiden-
tiality, if required, and should help to circumvent the ‘double protection’
barrier to communication with care providers. KLIK could also facili-
tate the provision of information and proper tailored support where
there are currently gaps. These short-term benefits are easily achieved
using parent- and child-report (and possibly teacher-report) PROMs.
When undertaken on-line, the information is digitally recorded and can
readily be tracked over time.*84? The long-term benefits of monitoring
HRQoL this way in these children are yet to be explored.

The present study’s finding that communication of survivors was
hindered by a lack of opportunity to speak to their physician alone
and without their parents was noted in a previous report,®? and sug-
gests that offering adolescents the opportunity to have time on their
own with physicians would facilitate communication. The need to
address the broader communication challenges faced by these patients
is central. These challenges manifest in various environments, includ-
ing the difficulties encountered during medical consultations explored
in the present study. Seeing patients on their own is one aspect;
implementing more structured consultations and introducing KLIK,
which provides focus and structure, is another. Additionally, there
is a need for the development and evaluation of developmentally
informed social communication training interventions. These should be
tailored for survivors of childhood brain tumours, as was done with
programmes developed for adults with traumatic brain injury and their
communication partners.>9>1

The 8-17 years age range of participating children and the inclu-
sion of three different treatment centres are strengths of the study
and make our findings likely to be generalisable to children’s cancer
principle treatment centres across the United Kingdom. Of the families
approached to take part in this study, just over half participated in the
interviews and their experiences of outpatient consultations may dif-
fer from those of the non-participants. Reasons for non-participation
were not collected. Furthermore, 80% of participants were White and
only English-speaking families were approached. These are limitations
of the study.
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In summary, we found a need to improve information provision,
better address communication needs, and overcome barriers to con-
versing within consultations with children following treatment for a
brain tumour. Information and communication methods that address
the diverse needs of this patient group need to capture what is uniquely
important to that child and family at that point in time, and to provide
the child with the confidence to know that they can and should voice
their HRQoL needs and concerns.
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Additional supporting information can be found online in the Support-

ing

Information section at the end of this article.
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