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Abstract
Background: Effective communication in support of clinical decision-making is central to the pediatric cancer care
experience for families. A new laboratory derived pharmacogenetic test (LDT) that can diagnose difficult-to-treat
brain cancers has been developed to stratify children based on their ability to respond to available treatment;
however, the potential implementation of the LDT may make effective communication challenging since it can
potentially remove the option for curative treatment in those children identified as non-responders, i.e. those with a
catastrophic diagnosis.
Objective: We solicited the perspectives of parents of children with difficult-to-treat brain cancer on
communication preferences surrounding the potential implementation of the LDT in standard care using
deliberative stakeholder consultations.
Methods: Eight bereaved parents of children who succumbed to difficult-to-treat brain cancer, and four parents of
children currently undergoing treatment for similar cancers attended separate small-group deliberative
consultations – a stakeholder engagement method that enables the co-creation of recommendations following the
consideration of competing arguments and diverse opinions of parents with different experiences. In the smallgroup consultations (Phase I), parents discussed four questions about potential communication issues that may
arise with the LDT in practice. In Phase II, a total of five parents from both stakeholder groups (4 bereaved and 1 in
current treatment) attended a consultation, known as the ‘mixed’ consultation, with the purpose of co-developing
concrete recommendations for implementation of the LDT.
(Continued on next page)
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Results: Explaining the risks, benefits, and accuracy of the LDT were considered essential to parents. Once an LDTbased diagnosis/prognosis can be made, parents valued honesty, empathy, and clarity in communication. Parents
also requested that all results and treatment options be presented to them in measured doses, and in an unbiased
manner over the course of several meetings. This communication strategy allowed sufficient time to understand
and accept the diagnosis/prognosis, particularly if it was catastrophic. Continuous access to the appropriate
psychological and social support or counselling at and post-diagnosis was also strongly recommended.
Conclusions: Deliberants co-created family-centered recommendations surrounding communication issues of the
LDT, providing guidance to pediatric oncologists that could implement the test in practice.
Keywords: Pharmacogenetic testing, Communication, Brain cancer, Diagnosis, Pediatrics

Background
Effective communication in pediatric oncology is a crucial component of the overall care experience and fostering a supportive, honest, and trusting environment for
shared decision-making [1]. Nevertheless, delivering bad
news, whether it is the diagnosis of cancer itself or test
results indicating a poor prognosis, is one of the most
challenging aspects of practicing oncology. This is because communication skills are not systematically taught
as part of most standard residency training or continuing medical education programs [1, 2]. In the pediatric
oncology setting, distinct issues arise in the communication between physician, parent, and child. Despite fighting their own emotions regarding the unnatural threat
to a child’s life [3], the clinical team must not only determine the best manner in which to deliver bad news to
the family, but also navigate the complex tripartite
decision-making process, where applicable [1]. Moreover, oncologists must achieve a delicate balance when
disclosing poor, yet honest and clear prognoses, while
also taking care not to remove all hope [4].
With the growing implementation of pharmacogenomic tests that stratify children with cancer by
expected treatment outcome and risk, effective communication is becoming increasingly difficult for pediatric
oncologists. For example, a laboratory-derived blood test
(LDT) that can accurately identify fatal genetic mutations in ~ 20% children with difficult-to-treat brain cancers (i.e. high-grade glioblastomas, HGGs) is being
considered for implementation as a standard of care [5,
6]. For children carrying these fatal mutations, palliative
care would be introduced at diagnosis because these tumors have been shown to be treatment-refractory [5, 6].
Nevertheless, treatments known to be ineffective may
still be frequently administered to children despite serious side-effects that reduce quality of life without clinical benefit; this could stem from the physicians’
difficulty in communicating or the parents’ inability to
accept an end-of-life prognosis as well as the need to
maintain hope for a recovery [7, 8]. The clinical decision
to pursue comfort, rather than curative therapies for

children with fatal or ‘catastrophic’ HGG diagnoses, can
be distressing for the pediatric oncologist and the family.
Emotional coping strategies, such as anger and disbelief
at the limited treatment options, may challenge effective
communication and shared decision-making in these
devastating cases.
Patient engagement methods can identify implementation barriers for practice-change interventions, such as
the LDT [9]. One such method, deliberative stakeholder
consultations, promotes active debate surrounding a
health policy issue of interest, such as LDT-based communication issues, while weighing the competing arguments of other stakeholders. Its ultimate goal is to arrive
at recommendations that can aid in decision-making [9,
10]. The deliberative element, i.e. the refining of opinions from the consideration of competing arguments to
achieve consensus and/or co-develop recommendations,
distinguishes this method from others such as focus
groups and structured interviews [11].
As our goal was to develop family-centered recommendations for communicating genetic test results and
treatment options, with an emphasis on breaking the
news of a catastrophic diagnosis, we used deliberative
stakeholder consultations to solicit the perspectives of
parents of children with HGG on the use of this potential LDT. We specifically explored what information parents deem necessary to understand the nature of the
diagnosis, how results should be communicated, and
their preferences with regard to the available therapy options. The recommendations generated from this study
could then provide guidance to pediatric oncologists
when these challenging scenarios arise.

Methods
Research design and recruitment

We conducted small-group deliberative consultations
with two stakeholder groups and future users of the
LDT: 1) bereaved parents of children diagnosed with
HGG, and 2) parents of children currently undergoing
treatment for brain cancer, including but not limited to
HGG. We selected bereaved parents as they are the
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experts in receiving the news of a catastrophic diagnosis.
Parents currently navigating the diagnostic uncertainties
related to their child’s brain cancer, regardless of their
prognosis, were also selected as the LDT would be administered to all children with suspected brain cancer.
Parents were identified and purposefully recruited via
email with the help of Meagan’s Walk, a communitybased organization supporting families affected by
childhood brain cancer located in Toronto, Ontario.
This study was approved by McGill University’s Institutional Review Board.
Informing parents: details regarding the genetic test for
HGG treatment decision-making

At the beginning of each small-group consultation, the
facilitator (GB) explained the goals of the deliberative
process to parents. These goals included proposing and
raising competing arguments as well as soliciting diverse
opinions from interested stakeholders. The expert also
obtained informed consent at the start of each deliberation to record the sessions. GB then provided a lay
summary of the following regarding the non-invasive
LDT: 1) the accuracy by which the test identifies fatal
mutations from biomarkers in blood (and is therefore
less invasive than a brain tumor biopsy); 2) the survival
statistics of those children carrying the fatal mutations
(e.g. H3.3 K27M and H3.1 K27M) despite having received conventional treatment (i.e. chemotherapy) based
on previous research; 3) the logistics of the genetic test
(e.g. the test will be part of the initial diagnostic workup
and rapid turnaround time for results); 4) the proposed
course of action based on the test results; and 5) benefitrisk considerations relating to chemotherapy and/or
radiation as well as its potential impact on the child’s
quality of life.
Consultation design and data collection

Our overall consultation design has been previously
described in detail elsewhere (Fig. 1) [10]. Briefly, bereaved parents and those with children currently
undergoing treatment attended separate 2 to 3 h
small-group consultations (Phase I). These groups
attended separate consultations to encourage discussion among parents having experienced similar processes/outcomes, hypothesizing that the issues
discussed and the arguments raised would be different
between groups. In this initial phase, participants first
listened to a lay presentation of the policy issue by
the expert and were then given the opportunity to
ask questions or clarifications. Following this initial
information session, parents were then asked to discuss their opinions and preferences with one another
relating to the implementation of the LDT in standard care. Four questions guided this discussion and
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are presented in Table 1. The expert only intervened
to answer clarifying questions about the LDT once
the deliberative process began so as to minimize undue influence on participant discussions.
In Phase II, all parents from the Phase I small-group
consultations were invited to attend a combined ‘mixed’
consultation. In contrast to Phase I, the goal of the
Phase II mixed consultation was to co-develop familycentered recommendations regarding the communication of the LDT results in the pediatric oncology care
context based on areas of consensus corroborated by the
deliberations. In this mixed session, the expert first presented key themes arising from phase I consultations,
which shaped the modified deliberation questions (Table
1) and were then used to guide the development of recommendations regarding the pediatric oncology team’s
LDT-based communication approach.
All consultations were audio recorded and transcribed
verbatim. Authors CL and VR produced detailed ethnographic reports on the interactions among participants
as well as points of deliberative agreement and disagreement for each phase. All authors discussed and refined
key themes that emerged from qualitative analyses of the
transcripts.

Data analysis and deliberative outputs

The audio transcripts from the small-group consultations were first analyzed using inductive thematic content analysis, focusing on identifying salient issues
related to communicating LDT-based results and treatment options throughout the deliberations. Two separate coders agreed on the coding scheme and analyzed
the data (CL and VR). The audio transcripts were then
re-analyzed and the coders assessed whether disagreements or agreements were reached among participants
during each small-group consultation, with the help of
ethnographic reports, as well as the recommendations
developed in the mixed consultation [12]. A summary
highlighting key themes and conclusive collective statements made by the parents, outlining agreement, disagreement, or a recommendation for future course of
action, were considered to be the primary outputs in the
small-group and mixed consultations, respectively. Summary documents were submitted to and ratified by participants following each session. We also assessed the
quality of the deliberations via administration of two
surveys evaluating deliberative quality criteria described
by De Vries and colleagues following each consultation
(Online Supplement) [13]. The quality of the deliberations was considered to be sufficient if participants
reported high ratings of the deliberative process, i.e.
feeling listened to, respected, procedural fairness, and
helpfulness of the information presented.
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Fig. 1 Overview of the Deliberative Stakeholder Consultation Design. In Phase I, bereaved parents and parents of children with brain cancer
currently in treatment attended separate 2–3 h small-group consultations, with the goal of identifying salient communication issues
associated with the potential implementation of the LDT in practice. All participants in Phase I were subsequently invited to attend the Phase II
mixed consultation, where parents co-created family-centered recommendations regarding the pediatric oncology team’s LDT-based
communication approach

Results
Overview of themes and deliberants

In the separate small-group consultations, 8 were parents who were bereaved and 4 were parents of children
currently undergoing treatment; in the mixed consultation, 5 parents (4 bereaved and 1 currently in

treatment) accepted the invitation to participate. In the
bereaved parents consultation, the discussions centered
around important physician-parent communication
values, such as honesty and empathy, providing families
with the appropriate psychological and social support or
counselling at and post-diagnosis, as well as providing

Table 1 Consultations with parents and deliberation questions
Consultation Group

Deliberation Questions

Phase I
Small-group consultations
1. What information do you think families would need to understand the results of the genomic test
1) Bereaved parents
and the implications for treatment?
2) Parents of children undergoing treatment 2. What concerns/problems do you think families might have in accepting treatment plans based on
the genomic test?
3. What members of the health care team do you think would need to be involved in discussing the
test results with children and families? i.e. the oncologist, the palliative care physician, etc.?
4. Are there any other issues you can think of that may be a problem if this test was part of regular
clinical care for children with brain tumors?
Phase II
Mixed consultation
- Bereaved parents and parents of children
undergoing treatment

1. What and how do you think test results and treatment options should be communicated to the
parents by the health care team in the initial and subsequent follow-up meetings (if different)?
2. Who do you think should be involved in the initial diagnostic consultation and subsequent
meetings about potential treatment options, i.e. clinical and psychosocial support?
3. Would your recommendations from Q1) and Q2) change if the test results indicated a de-escalation
of care/therapy? What margin of error do you think would make you accept the test-based diagnosis
as “fact”? In other words, how certain is certain?
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parents with unbiased information to enable shared
decision-making of the child’s treatment trajectory. In
addition to these themes, the parents of children currently undergoing treatment deliberated on communication strategy details, i.e. the structure and content of
physician-family meetings, as well as the inclusion of the
child in such conversations. We first present the initial
themes arising from both Phase I small-group consultations, as there was significant overlap between groups
(see Table 2 for an overview of themes and quotes). We
then present the six concrete family-centered recommendations for LDT-based communication in practice
co-developed by the parents in the mixed consultation.
We also note that, based on the deliberation quality assessment results, all consultations were considered to be
of high-quality (Online Supplement).
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Along with honesty, parents of children currently in
treatment highlighted that oncologists use medical jargon during the initial diagnostic meeting, which exacerbates the issue of understanding and/or accepting the
diagnosis:
“I had no idea what [the diagnosis] was [ … ] I
didn’t even know [my child] had cancer until they
presented us with this clinical trial and as my mom
was reading the drugs, she’s like … well that’s
chemotherapy. And then, I’m like … [my child] has
cancer?” (PT3)
These parents agreed that physicians tend to ‘protect’
parents from the truth by not saying the word ‘cancer’
or refraining from referring to the treatment as “chemotherapy:”

Phase I small-group deliberative consultations

Parents first discussed how the LDT would be introduced at initial presentation. The accuracy, risks, benefits (non-invasiveness compared to biopsy), turn-around
time, and implications of the test concerning response
to treatment were seen as key communication needs. At
initial presentation, bereaved parents expressed frustration with the health care team when asked questions
that implied their parenting skills or the environment in
which they lived were the potential causes of the brain
tumor:
“One nurse asked me, did you breast feed?” (BP8)
“Did [your child] ever hit his head?” (BP3)
Once a diagnosis and prognosis can be communicated
to the family, all parents suggested that oncologists “be
human” when delivering the news, expecting a balance
of honesty, compassion, and empathy. One participant
remembers:
“I asked if [my child] was going to die, and [the surgeon] looked at me and said, well everyone is going
to die someday.” (BP1)
Participants unanimously agreed that honesty was appreciated when delivering the diagnosis, even if it was
extremely difficult news to cope with. This honesty, participants said, would allow parents to have an open conversation about the potential next steps, i.e. treatment
options, with their physician.
“It’s that human side of the doctors, and still that
professional side of having to deliver the information.” (BP1)

“I kept telling people, oh no, my son doesn’t have
cancer. It’s just a low grade glioma. He doesn’t have
cancer [ … ] and then the Canadian Cancer society
sent us a letter saying [my child] is registered as a
cancer patient. Oh okay – maybe it’s cancer then [
… ] but I haven’t heard [cancer] from a doctor. [...]
The [doctors] try to help us to cope, you know. But
sometimes it’s better you give us some straight information.” (PT4)
Nevertheless, bereaved parents acknowledged how
challenging it must be for the oncologists, since they are
given the difficult task of delivering the results and prognosis in a realistic and honest manner, without giving
false hope to the parents:
“But thank goodness, most of them are honest, and
that’s what we needed. And I think that’s important
for physicians and oncologists to know that.” (BP8)
Conversely, parents of children in treatment
highlighted how negative results could take away hope
for a cure and this will be difficult for the parents to
accept. They suggested that physicians acknowledge the
uncertainty around the accuracy of the LDT, as no test
is 100% accurate, and that many parents will try new
therapies, even if the child may not respond to them:
“If your child is in the 1% that doesn’t respond to
anything, you’re taking away their hope. And the human spirit and hope is a huge factor. If you believe
in something and have faith that something is going
to work, sometimes [it works].” (PT1)
Moreover, parents of children in treatment also focused their discussion on how the information divulged
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Table 2 Overview of Topics and Themes Discussed in the Phase I Small-Group Deliberative Consultations
Timing of Communication

Topic

Themes

Parents Quotes

At the initial diagnostic encounter
(whether catastrophic diagnosis or not)

Information on the
LDT

Benefits/risks

“But then on top of accuracy, I think you would want to
know … as a parent, if you’re getting the treatment, what is
your child going to choose? What are the chances of curing
it? Is it worth it?”
“If the [HGG] can be diagnosed in a blood test, that kind of
takes out that whole … You know, is any parent going to
agree to a biopsy? We were told it was a pretty high risk; she
could have come out of it paralyzed.”

Accuracy
Treatment
implications

Delivering the
diagnosis

Honesty, empathy,
and compassion
Use of medical
jargon and clarity

Support Personnel

Emotional support
Communication
support
Genetic Counselling

Once a catastrophic diagnosis is
confirmed (either at initial diagnosis or
at a relapse/treatment failure)

Communicating bad Validating prognosis
news and acceptance with second
of diagnosis
opinions
Evidence supporting
prognosis
Multiple meetings
with repetition of
information
Maintaining hope
Coordinated
message among
clinical team
members
Continuity of care
and trust building

“I asked if [my child] was going to die, and [the surgeon]
looked at me and said, well everyone is going to die
someday.”
“It’s that human side of the doctors, and still that professional
side of having to deliver the information.”
“But thank goodness, most of them are honest, and that’s
what we needed. And I think that’s important for physicians
and oncologists to know that.”
“I had no idea what [the diagnosis] was […] I didn’t even
know [my child] had cancer until they presented us with this
clinical trial and as my mom was reading the drugs, she’s like
… well that’s chemotherapy. And then, I’m like … [my child]
has cancer?”
“I kept telling people, oh no, my son doesn’t have cancer. It’s
just a low grade glioma. He doesn’t have cancer […] and
then the Canadian Cancer society sent us a letter saying [my
child] is registered as a cancer patient. Oh okay – maybe it’s
cancer then […] but I haven’t heard [cancer] from a doctor.
[...] The [doctors] try to help us to cope, you know. But
sometimes it’s better you give us some straight information.”
“You need someone who knows what has been happening
[…] almost like a bereaved parent, who can guide you
through it.”
“Maybe it’s the social worker or someone else who comes in
to take notes […] because you’re listening but you’re not
really listening. As soon as the diagnosis comes in, it’s like bla
bla bla, the teacher from Charlie Brown.”
“If you can test for this, then I want my other children tested
… because if it’s in the DNA, they would see that as a whole
family thing as I can imagine […] I would just sit there and
think … is this going to happen to my other child?”
“I’m sure it’s in the back of [my other son’s] mind … what if
this is genetic and I have it?”
“So I think, if it’s something that they’re saying, “Yes, this is
certain,” I think they should be prepared for parents to say,
“What is that second opinion? I need to hear this from
somebody else, and maybe even from a third person, before
I’m going to accept this.” Because we, even though they gave
us the worst news, we looked for alternative medicines and all
sorts of different things online, just like anybody else I’m sure.
But that’s the process that any parent, I think, is going to go
through; so they have to prepare those answers […]”
“And have the backup of … “It’s not just this result; we’ve also
got the MRI. We’ve also got …”
“If you have more pieces [of information] that you can put
together later when you’re thinking about the [encounter]
then it’s a little bit easier.”
“It took a while to register. It took at least 4 meetings with
[our doctor] before it got into our heads that there is nothing
[they can do].”
“If your child is in the 1% that doesn’t respond to anything,
you’re taking away their hope. And the human spirit and
hope is a huge factor. If you believe in something and have
faith that something is going to work, sometimes [it works].”
“One doctor came in and said, we’ve got bad news, the drug
didn’t work and you guys are going to go into radiation.
Then he left and another doctor comes in and says, oh we
have wonderful news, we’re going to start the radiation soon.
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Table 2 Overview of Topics and Themes Discussed in the Phase I Small-Group Deliberative Consultations (Continued)
Timing of Communication

Topic

Themes

Parents Quotes
One doctor is telling you one thing, and the other says
wonderful news. Which one is it?”
“I mean, that’s one of the biggest problems too, right, is that
you’re always seeing a different doctor […] And if one of
them brought this new test, to give this … And you didn’t
know that doctor, and you hadn’t seen them much before,
and you didn’t quite like them […] to trust that this test was
useful or that you would want to do it […] But they all seem
to work that way now. You don’t see the same doctor. It’s
always somebody else.”

Once the diagnosis is understood and
accepted

Palliative care team
Introduction

Timing of
introduction

“It’s almost like they were all there to protect themselves from
us freaking out on them. I don’t know. I felt a little up against
the wall with so many people being there delivering that
news.”

Communicating
Treatment Options

Honesty

“We needed someone to say to us that chances are, even if it
does work, [your child] will probably not last another year …
So how do you want that year to go? A lot depends on what
the physicians are telling you.”
“It’s going to be tough for the physicians to give the right
“answer” [regarding treatment options]. They gave us both
sides of the coin […] Ultimately, it’s a chance of a chance,
but you as parents are the ones that have to make that
decision. And I think that’s tough for a lot of parents to hear.
Even though they are not the professional, they will still have
to make that choice at some point. Our care was amazing
[…] it was always that honest, up front, there isn’t hope but
we’ll help you if you want to look at other things … We’ll
help you if you want to do these trials, but we’re also here to
make [your child’s] life as comfortable as possible for what we
think is left of it.”

Unbiased and clear
information

Meeting following the presentation of
treatment options

Treatment DecisionMaking

“The worst part was chemotherapy. […] At that time you
think you’re doing the right thing, because that’s what they
are telling you to do […] They’re sick, then they’re skinny, then
Involving the child in they’re fat, then they’re skinny, then they’re fat. Thinking back
decision-making
on it now, I wish I would have just taken him home and
enjoyed my time with him.”
“You have your discussion with the doctor and then bring
[your child] in after and say,[…] we’ve been discussing
different [treatment] options and what we think is best for
you is this. And what do you think? Do you have any questions?”
Quality of life as a
primary concern

in the first clinical encounter can be overwhelming; they
suggested that physicians schedule multiple meetings
with the parents, where the information can be delivered
in measured doses and important concepts can be repeated at each meeting. The gap between successive
meetings would allow the parents to process the information and return to the next meeting with questions.
One participant recalls:
“It took a while to register. It took at least 4 meetings
with [our doctor] before it got into our heads that
there is nothing [they can do].” (PT4)
They also suggested that treatment decisions should
not be made at the initial diagnostic encounter, given
that parents typically have trouble understanding and/or
accepting the diagnosis.

In the event that the genetic test suggests the tumor
would not respond to any available therapies, parents
first discussed what type of information should be presented when disclosing a catastrophic diagnosis and the
support the care team should have at the initial diagnostic consultation, including from the palliative care team.
First, they highlighted that physicians should expect parents to request a second and/or third medical opinion to
reduce uncertainty of the prognosis, regardless of the expected accuracy of the test; this was particularly important if the parents had not built a trusting relationship
with the treating oncologist. Second, participants agreed
that physicians should provide supporting evidence for
the diagnosis from other tests such as an MRI to help
parents better understand and accept their child’s prognosis. Finally, participants recommended presenting statistics of the tumor type and why this specific tumor
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would not respond to chemotherapy to parents during
the initial diagnostic consultation:
“If you have more pieces [of information] that you
can put together later when you’re thinking about
the [encounter] then it’s a little bit easier.” (BP5)
In addition to this, parents of children currently in
treatment recommended that the child not be present
during the initial diagnostic meeting, as the parents
would need time to fully understand and accept the
diagnosis before being able to explain it to their child.
With regard to support, parents recommended having
an assigned social worker, bereaved parent, general practitioner who has built trust with the family, or other psychological support personnel in the room at the initial
diagnosis or when a relapse occurs who can relate to
what the parents are going through as well as help them
navigate the process:
“You need someone who knows what has been happening [ … ] almost like a bereaved parent, who can
guide you through it.” (BP8)
However, parents of children currently in treatment
also mentioned that too many people in the room could
also be intimidating:
“The first time, we were just sitting in the waiting
room, and this guy comes in … we’ve never seen him
before and says, your son has a brain tumor. That’s
how we found out. I didn’t even know if he was a
doctor [ … ] but then the second time, we had all
these people and I thought … Oh no, it must be bad.
Because the first time, it was the janitor who told me
and now we have the social workers here so it must
be worse.” (PT2)
Participants also suggested having someone who can
take notes during the initial diagnostic encounter with
the treating physician, summarizing important points
and outlining the potential treatment options:
“Maybe it’s the social worker or someone else who
comes in to take notes [ … ] because you’re listening
but you’re not really listening. As soon as the diagnosis comes in, it’s like bla bla bla, the teacher from
Charlie Brown.” (BP1)
Bereaved parents were also concerned about the
anxiety and worry that may result from the association of the word “DNA” or “genomic” to the inheritance of the brain tumor. Participants agreed that this
may cause parents to feel as though they were to
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blame for their child’s tumor and that their other
children may be at risk of acquiring this deadly form
of cancer:
“If you can test for this, then I want my other
children tested … because if it’s in the DNA, they
would see that as a whole family thing as I can imagine [ … ] I would just sit there and think … is this
going to happen to my other child?” (BP6)
Bereaved parents agreed that it would also be important to provide psychological support to the siblings of
the diagnosed child, as they may worry about eventually
developing the disease:
“I’m sure it’s in the back of [my other son’s] mind …
what if this is genetic and I have it?” (BP4)
Whether and when the palliative care team should be introduced was a subject of deliberation amongst bereaved
parents. Initially, they disagreed about the timing of the
introduction; some felt that the palliative care team
should be present at the initial diagnostic encounter,
while others felt overwhelmed by the ‘mob of
physicians’:
“It’s almost like they were all there to protect themselves from us freaking out on them. I don’t know. I
felt a little up against the wall with so many people
being there delivering that news.”(BP8)
After further discussion, bereaved parents agreed that
the palliative care team and other health care professionals should be introduced to the family early on, but
not at the initial diagnostic consultation.
Once the prognosis has been communicated, all parents recommended that oncologists hold another meeting with the family to discuss potential treatment
options as well as the risks and benefits of each option
since it was widely felt “the more knowledge, the better.”
Parents discussed how the options should be presented,
the burden of making the treatment decision, and how
the LDT could improve the quality of life of children
with intractable brain tumors by not pursuing highly
toxic therapies known to be ineffective.
Regardless of the test results, parents valued honesty
from the health professional as well as trust; it is this
honesty and trust built with the continuity of care received by the treating physician that allows parents to
accept the dismal prognosis and eventually guide treatment decisions that maximize their child’s quality of life:
“I mean, that’s one of the biggest problems too, right,
is that you're always seeing a different doctor [ … ]
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And if one of them brought this new test, to give this
… And you didn’t know that doctor, and you hadn’t
seen them much before, and you didn’t quite like
them [ … ] to trust that this test was useful or that
you would want to do it [ … ] But they all seem to
work that way now. You don’t see the same doctor.
It’s always somebody else.” (PT3)
Some participants also highlighted how important it is
for the treating physician to be in the know, as many of
the parents will base treatment decisions on their physician’s recommendations and trust that they will provide
them with accurate, honest, and unbiased information to
make this decision:
“We needed someone to say to us that chances are,
even if it does work, [your child] will probably not
last another year … So how do you want that year
to go? A lot depends on what the physicians are telling you.” (BP8)
All parents agreed that the treating physicians should
explain all possible treatment options, including clinical
trial enrolment, to the parents without persuading them
toward one option or another. It should be up to the
parents and child, where appropriate, to make the final
treatment decision:
“It’s going to be tough for the physicians to give the
right “answer” [regarding treatment options]. They
gave us both sides of the coin [ … ] Ultimately, it’s a
chance of a chance, but you as parents are the ones
that have to make that decision. And I think that’s
tough for a lot of parents to hear. Even though they
are not the professional, they will still have to make
that choice at some point. Our care was amazing [
… ] it was always that honest, up front, there isn’t
hope but we’ll help you if you want to look at other
things … We’ll help you if you want to do these trials, but we’re also here to make [your child’s] life as
comfortable as possible for what we think is left of
it.” (BP1)
Parents of children in treatment also discussed when the
child should be included in treatment conversations with
the oncologist. They recommended that the oncologists initially speak to the parents about the treatments and then
have the parents choose what information is relevant to the
child so as to avoid giving them information that may lead
to unnecessary worry. However, parents agreed that children should be included in decision-making:
“You have your discussion with the doctor and then
bring [your child] in after and say,[ … ] we’ve been
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discussing different [treatment] options and what we
think is best for you is this. And what do you think?
Do you have any questions?” (PT1)
With respect to delivering news about the failure of
treatment, parents suggested that the care team approach the delivery of such information in a coordinated
way, i.e. the health care team does not send mixed messages about the prognosis to the family, so as to avoid
any unnecessary confusion or distress:
“One doctor came in and said, we’ve got bad news,
the drug didn’t work and you guys are going to go
into radiation. Then he left and another doctor
comes in and says, oh we have wonderful news, we’re
going to start the radiation soon. One doctor is telling you one thing, and the other says wonderful
news. Which one is it?” (PT4)
Lastly, parents also agreed the LDT has the potential
to significantly improve the quality of life of children
with HGGs not responsive to chemotherapy. Noninvasive treatment, i.e. radiation, was viewed favorably in
terms of improving quality of life since the side effects
were minimal and symptom management was critical. In
contrast, chemotherapy was seen as more invasive and
many bereaved parents expressed their regret for deciding to follow this treatment path having known retrospectively of its inefficacy in treating their child’s specific
tumor:
“The worst part was chemotherapy. [ … ] At that
time you think you’re doing the right thing, because
that’s what they are telling you to do [ … ] They’re
sick, then they’re skinny, then they’re fat, then they’re
skinny, then they’re fat. Thinking back on it now, I
wish I would have just taken him home and enjoyed
my time with him.” (BP3)
Mixed consultation

The mixed consultation ratified many of the issues
highlighted in Phase I small-group deliberative consultations and led to six important family-centered communication recommendations for the implementation of the
LDT in clinical practice. First, the risks, benefits, and accuracy of this non-invasive blood test, highlighting that
it avoids brain biopsies to confirm diagnosis and can also
inform treatment strategies, should be clearly communicated to parents at the initial encounter. Second, to address issues with medical jargon, disjointed
communication in the medical team, as well as overwhelming parents with too much information that they
will likely not remember or understand, a lay written
summary of the main points, including a summary and
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interpretation of the LDT and other test results, from
consultations with the care team should be provided to
families to further improve communication, understanding, and acceptance of the diagnosis and prognosis of
the child. Third, oncologists should pre-plan several successive meetings with the families to ensure that they
provide detailed and clear information to parents in
measured doses without overwhelming them during the
initial encounter, which is particularly crucial when the
diagnosis is catastrophic. Fourth, all families should be
provided with a standardized protocol for psychosocial
support, including access to social workers, a parent
who has gone through a similar situation that can help
them navigate the system, or other counselling support
programs that may exist in the hospital. In the event that
the diagnosis is catastrophic, the palliative care team
should be introduced early on in the process rather than
later. Fifth, with respect to how the treating physician
should approach communication of the diagnosis and/or
prognosis to the family, honesty, empathy, and clarity
were stressed as central values to avoid causing families
unnecessary confusion and distress. Last, training in
compassionate and empathetic communication of medical information, including diagnostic, treatment, and
prognostic information, should be provided to medical
students, residents, and physicians in pediatric oncology.

Discussion
The deliberative consultations with bereaved parents
and those of children currently undergoing treatment
for difficult-to-treat brain cancer highlighted communication needs between the clinical care team and families,
and led to six concrete recommendations for LDT-based
communication to parents in this context. Moreover, the
salient themes in our deliberations align with five of six
core functions of family-centered communication, as
outlined by a systematic review conducted by Sisk et al.:
fostering healing relationships, exchanging information,
responding to emotions, making decisions, and managing uncertainty [14].
Our finding that, to foster healing relationships, prognostication, where catastrophic or not, should be communicated in an honest, empathic, and compassionate
way, was consistent with the literature [3, 15–17]. Parents expressed how unclear or withheld information
led to heightened distress and confusion, which have
both been shown to affect trust in the treating physician [18] and the clinical information conveyed to
them [19].
How and what diagnostic, prognostic, and treatment
information should be exchanged was also addressed in
all deliberations. Consistent with other studies [3, 17, 20,
21], parents stressed the importance of providing detailed, clear, and unbiased information as well as
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supporting evidence for the diagnosis. Parents cautioned,
however, about being overwhelmed at the initial diagnostic meeting, recommending that information be delivered and repeated on an ongoing basis in subsequent
meetings. This recommendation is consistent with several previous studies highlighting the ongoing information needs of parents of children with cancer [15, 17, 19,
22–26]. Moreover, parents of children currently undergoing treatment for difficult-to-treat brain tumors deliberated on the direct involvement of their children when
information is exchanged, suggesting that discussions
first take place with parents and then with their children.
While some previous studies showed variation in parents’ preferences for the direct involvement of children
in discussions with the physician [15, 27], others have
also found that parents preferred to first process the information separately from their children [24, 28, 29].
Avoiding the word ‘cancer’ and “chemotherapy” or
using vague medical jargon were identified by some parents as possible coping mechanisms used by oncologists
to protect themselves when delivering bad news. Honesty and empathy were re-iterated as crucial communication components of emotional support, as in other
studies [28, 30], allowing parents to react and eventually
accept the diagnosis. Parents named emotional support
personnel, including social workers, parent guides, counsellors, or the palliative care team (for a catastrophic
diagnosis) as especially key to helping them navigate
their new reality, and recommended such services be offered to all families regardless of the prognosis. In the
event of a catastrophic diagnosis, when the palliative
care team should be introduced at the initial diagnostic
meeting was a point of disagreement between the bereaved and treatment parent groups, although both
groups acknowledged that they should be introduced
early on in the process. This introduction rarely occured
early for many parents, which could demonstrate a potential divide between palliative care and oncology teams
[31]. Parents also expressed a need for emotionally supporting siblings of affected children, due to the links between genetics and the type of brain cancer, which, to
our knowledge, has not yet been described in previous
studies.
When it comes to decision-making, parents preferred
to be engaged and presented with all treatment options,
both in terms of benefits and risk, in a clear and unbiased way, i.e. without persuasion into a clinical trial [3,
17, 32]. In terms of the risk-benefit of each treatment
option, parents also requested information of the treatment’s impact on the child’s quality of life. Allowing
time in between the first diagnostic meeting and subsequent meetings where treatment options are explored
was also viewed favorably [20]. These communication
strategies can foster trust, understanding, and peace-of-
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mind, making parents feel supported during the
decision-making process.
Lastly, uncertainty around the diagnosis was a salient
theme in all deliberations. Regardless of a test’s demonstrated accuracy, parents expressed that they will always
question a result suggesting poor or catastrophic diagnosis. Acknowledging the margin of error around the information presented to parents was deemed important in
discussions and parents suggested that physicians be
supportive of a request for a second or third opinion to
reduce even the slightest uncertainty.
Our study corroborates many findings from the cancer
communication literature, but is novel in at least two
primary ways. First, it is among the first to apply deliberative consultation methods to develop family-centered
communication recommendations, and second, to explore communication needs ahead of clinical translation
and implementation of a pharmacogenomic test in the
pediatric cancer clinic. These methods not only fostered
a feeling of peer-support between members of each deliberation, but also led to a trusting research partnership
with Meagan’s Walk. We did not recruit a representative
random sample of bereaved parents or parents of children currently undergoing treatment for brain cancer,
which is a potential limitation of the study. The themes
highlighted in our deliberations are, however, consistent
with those reported across other pediatric cancer
contexts and lends robustness to this method of
engagement.

Conclusion
Our findings have direct implications for implementing
the LDT in clinical practice. The agreements reached by
parents in the mixed deliberation provide key familycentered recommendations for communicating results
and informing clinical decision-making. Among the recommendations, lay written summaries of the information disclosed in each meeting with the clinical care
team as well as access to emotional support personnel,
including genetic counselling for the family, should be
offered alongside the implementation of the LDT. Standardized training in sensitive and honest communication
should be offered to medical students, residents, and
physicians in pediatric oncology to better equip them
when faced with the challenge of disclosing poor diagnoses. Lastly, methods of engagement, such as deliberative
consultations, can be important tools in the implementation plan of novel diagnostic tests in pediatric cancer.
Supplementary Information
The online version contains supplementary material available at https://doi.
org/10.1186/s12904-021-00709-2.
Additional file 1.

Page 11 of 12

Abbreviations
HGG: High-Grade Glioblastoma; LDT: Laboratory Derived Test
Acknowledgments
This work was made possible through the funding support of Genome
Canada and Genome Quebec. The authors would like to thank Meagan’s
Walk and the parents who took the time to participate in our deliberative
consultations. Without their support, this research would not have been
possible.
Authors’ contributions
GB, VR, and CL contributed to the conception, design, data collection,
interpretation of the results. CL and VR analyzed the data and CL wrote the
manuscript. GB and VR critically revised the manuscript. The author(s) read
and approved the final manuscript.
Funding
This study was part of the “Biomarkers for Pediatric Glioblastoma through
Genomics and Epigenomics” project, which was funded by Genome Canada
and Genome Quebec with Dr. Nada Jabado as principle investigator. Dr.
Vaso Rahimzadeh was funded by the David McCutcheon Pediatric Palliative
Care Fellowship and Dr. Cristina Longo was funded by the Fonds de
Recherche Santé du Québec.
Availability of data and materials
The datasets generated and/or analysed during the current study are not
available due to privacy and confidentiality of the statements made by
deliberants in documented transcripts.
Ethics approval and consent to participate
This study was approved by the McGill University’s Institutional Ethics Board
(#A03-B13-16B). All parents provided written consent to the deliberations,
the recording of the deliberations, and having the results of the
deliberations published.
Consent for publication
Not applicable.
Competing interests
The authors have no competing interests to declare.
Author details
1
Department of Family Medicine, McGill University, 5858 Chemin de la
Côtes-des-Neiges, Suite 300, Montreal, Quebec H3S 1Z1, Canada.
2
Department of Respiratory Medicine, Amsterdam University Medical Center,
Location Academic Medical Center, Meibergdreef 9, Office F5-259,
Amsterdam, North Holland 1105AZ, the Netherlands. 3Stanford Center for
Biomedical Ethics, 1215 Welch Rd Modular A, Stanford, CA 94305, USA.
Received: 13 July 2020 Accepted: 3 January 2021

References
1. Dobrozsi S, Trowbridge A, Mack JW, Rosenberg AR. Effective
communication for newly diagnosed pediatric patients with Cancer:
considerations for the patients, family members, providers, and
multidisciplinary team. Am Soc Clin Oncol Educ Book. 2019;39:573–81.
2. Odeniyi F, Nathanson PG, Schall TE, Walter JK. Communication challenges of
oncologists and Intensivists caring for pediatric oncology patients: a
qualitative study. J Pain Symptom Manag. 2017;54(6):909–15.
3. Mack JW, Wolfe J, Grier HE, Cleary PD, Weeks JC. Communication about
prognosis between parents and physicians of children with cancer: parent
preferences and the impact of prognostic information. J Clin Oncol. 2006;
24(33):5265–70.
4. Marron JM, Cronin AM, Kang TI, Mack JW. Intended and unintended
consequences: ethics, communication, and prognostic disclosure in
pediatric oncology. Cancer. 2018;124(6):1232–41.
5. Karremann M, Gielen GH, Hoffmann M, Wiese M, Colditz N, Warmuth-Metz
M, Bison B, Claviez A, van Vuurden DG, von Bueren AO, et al. Diffuse highgrade gliomas with H3 K27M mutations carry a dismal prognosis
independent of tumor location. Neuro-Oncology. 2018;20(1):123–31.

Longo et al. BMC Palliative Care

6.

7.

8.

9.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.
20.

21.

22.

23.
24.

25.

26.
27.

(2021) 20:15

Khuong-Quang DA, Buczkowicz P, Rakopoulos P, Liu XY, Fontebasso AM,
Bouffet E, Bartels U, Albrecht S, Schwartzentruber J, Letourneau L, et al.
K27M mutation in histone H3.3 defines clinically and biologically distinct
subgroups of pediatric diffuse intrinsic pontine gliomas. Acta Neuropathol.
2012;124(3):439–47.
Davies B, Sehring SA, Partridge JC, Cooper BA, Hughes A, Philp JC, AmidiNouri A, Kramer RF. Barriers to palliative care for children: perceptions of
pediatric health care providers. Pediatrics. 2008;121(2):282–8.
Wolfe J, Klar N, Grier HE, Duncan J, Salem-Schatz S, Emanuel EJ, Weeks JC.
Understanding of prognosis among parents of children who died of cancer
- impact on treatment goals and integration of palliative care. JAMA. 2000;
284(19):2469–75.
Bartlett G, Longo C, Puzhko S, Gagnon J, Rahimzadeh V. Deliberative
stakeholder consultations: creating insights into effective practice-change in
family medicine. Fam Pract. 2018;35(6):749–52.
Longo C, Rahimzadeh V, O'Doherty K, Bartlett G. Addressing ethical
challenges at the intersection of pharmacogenomics and primary care
using deliberative consultations. Pharmacogenomics. 2016;17(16):1795–805.
Doria N, Condran B, Boulos L. Sharpening the focus: differentiating between
focus groups for patient engagement versus qualitative research. Int J Qual
Methods. 2018;17(1):7–7.
O’Doherty KC. Synthesising the outputs of deliberation: Extracting
meaningful results from a public forum. J Public Deliberation. 2013;9(1):8.
https://doi.org/10.16997/jdd.160.
De Vries R, Stanczyk AE, Ryan KA, Kim SYH. A framework for assessing the
quality of democratic deliberation: enhancing deliberation as a tool for
bioethics. J Empir Res Hum Res. 2011;6(3):3–17.
Sisk BA, Mack JW, Ashworth R, et al. Communication in pediatric oncology:
State of the field and research agenda. Pediatr Blood Cancer. 2018;65:
e26727.
Zwaanswijk M, Tates K, van Dulmen S, Hoogerbrugge PM, Kamps WA,
Bensing JM. Young patients', parents', and survivors' communication
preferences in paediatric oncology: results of online focus groups. BMC
Pediatr. 2007;7:35.
Snaman JM, Torres C, Duffy B, Levine DR, Gibson DV, Baker JN. Parental
perspectives of communication at the end of life at a pediatric oncology
institution. J Palliat Med. 2016;19(3):326–32.
Johnson LM, Leek AC, Drotar D, Noll RB, Rheingold SR, Kodish ED, Baker JN.
Practical communication guidance to improve phase 1 informed consent
conversations and decision-making in pediatric oncology. Cancer. 2015;
121(14):2439–48.
von Essen L, Enskar K, Skolin I. Important aspects of care and assistance for
parents of children, 0-18 years of age, on or off treatment for cancer. Parent
and nurse perceptions. Eur J Oncol Nurs. 2001;5(4):254–64.
Clarke JN, Fletcher P. Communication issues faced by parents who have a
child diagnosed with Cancer. J Pediatr Oncol Nurs. 2003;20(4):175–91.
Baker JN, Leek AC, Salas HS, Drotar D, Noll R, Rheingold SR, Kodish ED.
Suggestions from adolescents, young adults, and parents for improving
informed consent in phase 1 pediatric oncology trials. Cancer. 2013;119(23):
4154–61.
Hinds PS, Drew D, Oakes LL, Fouladi M, Spunt SL, Church C, Furman WL.
End-of-life care preferences of pediatric patients with cancer. J Clin Oncol.
2005;23(36):9146–54.
Jackson AC, Stewart H, O'Toole M, Tokatlian N, Enderby K, Miller J, Ashley D.
Pediatric brain tumor patients: their parents' perceptions of the hospital
experience. J Pediatr Oncol Nurs. 2007;24(2):95–105.
Kastel A, Enskar K, Bjork O. Parents' views on information in childhood
cancer care. Eur J Oncol Nurs. 2011;15(4):290–5.
Kessel RM, Roth M, Moody K, Levy A. Day one talk: parent preferences when
learning that their child has cancer. Support Care Cancer. 2013;21(11):2977–
82.
Kilicarslan-Toruner E, Akgun-Citak E. Information-seeking behaviours and
decision-making process of parents of children with cancer. Eur J Oncol
Nurs. 2013;17(2):176–83.
Parker TA, Johnston DL. Parental perceptions of being told their child has
cancer. Pediatr Blood Cancer. 2008;51(4):531–4.
Young B, Dixon-Woods M, Windridge KC, Heney D. Managing
communication with young people who have a potentially life threatening
chronic illness: qualitative study of patients and parents. Brit Med J. 2003;
326(7384):305–308b.

Page 12 of 12

28. Zwaanswijk M, Tates K, van Dulmen S, Hoogerbrugge PM, Kamps WA,
Beishuizen A, Bensing JM. Communicating with child patients in pediatric
oncology consultations: a vignette study on child patients', parents', and
survivors' communication preferences. Psychooncology. 2011;20(3):269–77.
29. Young B, Ward J, Salmon P, Gravenhorst K, Hill J, Eden T. Parents'
experiences of their Children's presence in discussions with physicians
about leukemia. Pediatrics. 2011;127(5):E1230–8.
30. Orioles A, Miller VA, Kersun LS, Ingram M, Morrison WE. "To be a
phenomenal doctor you have to be the whole package": Physicians'
interpersonal behaviors during difficult conversations in pediatrics. J Palliat
Med. 2013;16(8):929–33.
31. Johnston DL, Nagel K, Friedman DL, Meza JL, Hurwitz CA, Friebert S.
Availability and use of palliative care and end-of-life services for pediatric
oncology patients. J Clin Oncol. 2008;26(28):4646–50.
32. Hazen RA, Zyzanski S, Baker JN, Drotar D, Kodish E. Communication about
the risks and benefits of phase I pediatric oncology trials. Contemp Clin
Trials. 2015;41:139–45.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

