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Multilevel Barriers to Communication in Pediatric Oncology:
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BACKGROUND: Communication serves several functions in pediatric oncology, but communication deficiencies persist. Little is known
about the broad spectrum of barriers contributing to these deficiencies. Identifying these barriers will support new strategies to improve
communication. METHODS: The authors performed 10 focus groups on perceived communication barriers with nurses, nurse practi-
tioners, physicians, and psychosocial professionals across 2 academic institutions. They analyzed transcripts by adapting a multilevel
framework from organizational psychology. RESULTS: The authors identified 6 levels of barriers to communication from the clinicians’
perspectives: individual, team, organization, collaborating hospital, community, and policy. Individual barriers were subdivided into clini-
cian characteristics, family characteristics, or characteristics of the clinician-family interaction. Within each level and sublevel, several
manifestations of barriers were identified. Some barriers, such as a lack of comfort with difficult topics (individual), cultural differences
(individual), a lack of a shared team mental model (team), and time pressure (organization), manifested similarly across professions
and institutions. Other barriers, such as a need for boundaries (individual), intimidation or embarrassment of family (individual), unclear
roles and authority (team), and excessive logistical requirements (policy), manifested differently across professions. With the exception
of collaborating hospitals, participants from all professions identified barriers from each level. Physicians did not discuss collaborating
hospital barriers. CONCLUSIONS: Nurses, nurse practitioners, physicians, and psychosocial professionals experience communication
barriers at multiple levels, which range from individual- to policy-level barriers. Yet their unique clinical roles and duties can lead to differ-
ent manifestations of some barriers. This multilevel framework might help clinicians and researchers to identify targets for interventions
to improve communication experiences for families in pediatric oncology. Cancer 2021;127:2130-2138. © 20271 American Cancer Society.

LAY SUMMARY:

¢ Clinicians and families experience many barriers to communication in pediatric oncology.

¢ The authors performed 10 focus groups with 59 clinicians who cared for children with cancer. In these focus groups, barriers to effec-
tive communication were discussed.

* Inthis article, the authors report on an analysis of the responses. Six levels of barriers to communication were found: individual, team,
organization, collaborating hospital, community, and policy.

¢ With an understanding of these barriers, interventions can be developed to target these barriers in hopes of improving communication
for parents and patients in pediatric oncology.
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INTRODUCTION

Communication in pediatric oncology serves several functions for families, such as building relationships, exchanging
information, providing validation, and supporting hope." Fulfilling these functions can support peace of mind,” hopeful-
ness,” trust in physicians,” and feeling acknowledged’ and comforted.® Parents also report feeling prepared for decision
making” and family self-management® when clinicians provide high-quality information.

However, many deficiencies in communication persist. During the first year after a child’s diagnosis, for exam-
ple, approximately 25% of parents report unmet prognostic information needs,” which can contribute to discordant
prognostic estimates.''" When parents report low-quality information, they are more likely to experience decisional
regret'> and express lower levels of trust in physicians.'> Low trust can influence whether parents will follow clinicians
recommendations.'*

To address these deficiencies, clinicians and researchers must understand the breadth of barriers that impede com-
munication functions. Communication occurs within a complex organizational system in which clinicians interact with
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families, multiple care teams, insurance companies, and
research regulators as well as other personnel and enti-
ties. Furthermore, communication takes place in unique
local contexts but also within broader contexts of profes-
sional and social norms and policies. In organizational
psychology, a multilevel framework is foundational to un-
derstanding how individuals behave within complex or-
ganizations."” This multilevel framework maintains that
individual, group, organizational, and environmental fac-
tors influence behaviors.

Applying a multilevel framework to communi-
cation in pediatric oncology could provide important
insights into the barriers experienced by families and
clinicians. Most past studies, however, have focused on
individual barriers. For example, a systematic review
of barriers to shared decision making identified power
imbalances, insufficient communication skills of the
clinician, and emotional distress of the family.lG Prior
studies of clinicians have identified emotional and men-
tal strain, insufficient time, and lack of confidence in
communication skills as barriers.'®!” Few studies, how-
ever, have explored barriers related to the broader con-
text within which communication occurs. To improve
communication, we must identify the full spectrum of
barriers experienced by clinicians.

In this study, we performed 10 focus groups with
oncology clinicians and psychosocial professionals at 2
academic institutions to identify and characterize com-
munication barriers. By adapting a multilevel framework,
we aimed to identify multiple levels of barriers from clini-
cians’ perspectives.

MATERIALS AND METHODS

We report this study in accordance with the Consolidated
Criteria for Reporting Qualitative Research guidelines'®
(see the supporting information).

Participants and Recruitment

We conducted 10 focus groups with 59 participants
across 2 academic centers between December 2019 and
February 2020 to examine barriers to communication in
pediatric oncology. We performed separate focus groups
for physicians, nurse practitioners, nurses, and psycho-
social professionals (psychologists, social workers, chap-
lains, child life specialists, and art therapists; Table 1).
We purposively sampled for participants of different ages,
sexes, levels of experience, and expertise within various
subfields of oncology (eg, leukemia, solid tumor, brain
tumor, and hospitalist oncology). We did not record the
number of potential participants approached at each site.
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TABLE 1. Focus Group Distributions

Nurse Psychosocial

Nurses Practitioners Physicians Professionals

1 WUSTL focus 1 WUSTL focus 1 WUSTL focus 1 WUSTL focus

group group group group
1 St. Jude 2 St. Jude focus 2 St. Jude focus 1 St. Jude focus
focus group groups groups group

Abbreviations: St. Jude, St. Jude Children’s Research Hospital; WUSTL,
Washington University in St. Louis.

We conducted 2 or 3 focus groups per profession to ap-
proach thematic saturation.'” We included 4 to 7 par-
ticipants in each focus group to promote rich discussion
while ensuring speaking opportunities for each partici-
pant.'” We recruited participants via telephone, via email,
and in person.

Attending pediatric oncology physicians were eligi-
ble if they dedicated >20% of their professional effort
to clinical work. Oncology nurses and nurse practitioners
were eligible if they had >1 year of clinical experience
in pediatric oncology. Psychosocial professionals were el-
igible if their routine clinical practice involved pediatric
oncology patients and they had >1 year of clinical expe-
rience. Institutional review boards at both sites approved
this study.

Data Collection

We conducted in-person focus groups using a modera-
tor guide informed by prior work' (see the supporting
information). To develop the moderator guide, the lead
author (B.A.S.) reviewed pertinent literature and pre-
liminary findings from interviews with parents about
negative communication experiences. Next, he identi-
fied key topics for the focus groups and drafted ques-
tion prompts. The research team reviewed and revised
the guide before conducting the first focus group. At
Washington University in St. Louis, a female PhD
anthropologist served as moderator, and at St. Jude
Children’s Research Hospital, a female research nurse
served as moderator. Both moderators had extensive
experience in social science research and interest in
children’s health. The lead author trained the modera-
tors for this project by discussing pertinent literature
about communication functions, reviewing the mod-
erator guide, identifying high-priority content areas,
and planning for difficulties that might arrive during
sessions. To ensure standardization across sites, the lead
author reviewed the transcripts for focus groups held
at his home institution and provided feedback to the
moderator and the note taker. Additionally, the lead
author served as note taker for the first 4 focus groups

2131



Original Article

that occurred outside his institution and provided feed-
back after sessions. Each focus group also included a
note taker. Focus groups were audio-recorded and pro-
fessionally transcribed. Neither the moderators nor
the note takers had relationships with the focus group
participants. Before the focus groups, participants com-
pleted a demographic survey. Participants received $75
gift certificates.

Data Analysis

Using the multilevel framework from organizational
psychology as an a priori framework, we used semantic
content analysis.”* This multilevel framework maintains
that individual, group, organizational, and environmen-
tal factors influence behaviors. Because of the complex
web of interactions in pediatric oncology, this framework
provided an important lens for analysis of communica-
tion barriers. However, we allowed for adaptation of
this framework and the emergence of novel codes dur-
ing analysis.” In consultation with all authors, 2 of the
authors (B.A.S. and A.B.F) developed a codebook for
communication barriers through iterative consensus cod-
ing. We defined communication barriers as factors that
make communication functions more difficult to fulfill.
We defined communication functions as processes within
communication interactions that achieve important goals
for families." These same authors consensus-coded all
transcripts with Dedoose qualitative software. Our cod-
ing reached thematic saturation for levels of barriers after
the coding of 6 transcripts.

RESULTS

Participant Characteristics

The average participant age was 40.1 years, and the aver-
age pediatric oncology experience was 7.9 years long. On
average, focus groups lasted 74 minutes. Participants were
predominantly White (86%) and female (85%; Table 2).

Barriers to Communication

We identified 6 levels of communication barriers, which
ranged from individual- to policy-level barriers (Table 3
and Supporting Table 1).

Individual barriers: clinician characteristics

Participants discussed individual barriers related to clini-
cian characteristics, family characteristics, or characteris-
tics of the clinician-family interaction. When discussing
clinician characteristics, participants across professions
noted that a lack of comfort with difficult topics was a
barrier: “I've seen others through my training where they
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TABLE 2. Participant Characteristics (N = 59)

Participant Characteristic Value
Sex, No. (%)
Female 50 (85)
Male 9 (15)
Age, mean (SD), y* 40.1 (10.2)
WUSTL, No. (%) 20 (34)
St. Jude, No. (%) 39 (66)
Professional role, No. (%)
Nurse 10 (17)
Nurse practitioner 18 (30)
Physician 17 (29)
Psychologist 3(5)
Social worker 4(7)
Child life specialist 3(5)
Chaplain 3(5)
Art therapist 1(2)
Time in practice, mean (SD), y* 7.9 (5.8)
Race, No. (%)
White 51 (86)
Black/African American 4(7)
Asian 4(7)
Ethnicity, No. (%)
Hispanic 2(3
Non-Hispanic 57 (97)

Abbreviations: St. Jude, St. Jude Children’s Research Hospital; WUSTL,
Washington University in St. Louis.
@Data were missing for 6 respondents.

themselves were not comfortable discussing death and
dying and so would skirt that to the patient’s detriment.”
[Physician] Most groups also discussed the difficulty of
personal biases when engaging with families: “Your prior
experience in certain situations can give you a negative
outlook before that situation is even started.” [Nurse
practitioner]

Establishing boundaries was a common topic in sev-
eral groups; however, different professionals framed these
boundaries distinctly. For example, nurses described the
importance of connecting emotionally with families and
their tendency to become overly attached: “If you sulk on
it too long, then you're being selfish because you're not
actually going through this. It’s their child. At the same
time, we make bonds and connections with these people.
It’s just as tough on us too.” [Nurse] Physicians focused
more on their need to maintain work-life balance, which
might include limiting their availability to patients and
families to protect themselves: “It’s establishing a lictle bit
of that work-life balance while still being able to com-
municate with your patients what they need and some-
times offering alternatives... Trying to negotiate how we
can communicate sometimes but being careful to protect
yourself.” [Physician]

Several groups discussed the feeling of becoming
numb or having a blunted response to the family’s dis-
tress: “We can sometimes blow off low-risk or things
that may not be a big deal to us, because we see much
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TABLE 3. Identification of Multilevel Barriers to Commmunication

Level of Barrier to Communication ~ Manifestation Nurse Nurse Practitioner Physician  Psychosocial Professional
Individual (clinician characteristics): fac-  Lack of comfort with dif- + + + +
tors related to clinicians ficult topics
Lack of competence or + + +
experience
Numb or blunted + + +
response to family’s
experience
Personal beliefs or biases + + +
Need for boundaries + + +
Individual (family characteristics): factors  Ability to understand and + + + +
related to patients or families interpret information
Expectations, desires, + + + +
and demands
Misperceptions of beliefs + + + +
Disagreement within + +
family
Strong emotional + +
responses
Intimidation or + +
embarrassment
Lack of parental self-care +
Individual (clinician-family interactions): ~ Cultural differences + + + +
factors related to the clinician-family Personality mismatch + +
interaction or relationship Misunderstanding the +
other’s intentions
Differing priorities +
Team: interteam or intrateam dynamics Lack of shared team + + + +
mental model
Inconsistent information + + + +
given to family
Unclear roles and + + + +
authority
Complexity of teams in + + +
academic medicine
Organization: structures, norms, or pro-  Time pressure + + + +
cesses governed by the hospital Problematic model of + + + +
care
Insufficient structural + +
resources or personnel
Collaborating hospital: structures, Different standards of + +
norms, or processes arising from a col-  care
laborating institution Limited responsiveness +
Community: characteristics of the social ~ Alternative sources of + + +
communities of families and patients information
Perceptions of hospital in + + +
community
Limited availability of +
cultural representatives
Policy: characteristics of the medicolegal Insurance issues + + +
system governing medical care Medicolegal issues + +
Excessive logistical +

requirements

Plus signs indicate providers who identified the specified barrier.

worse.” [Nurse practitioner] Most groups also cited a
lack of competence or experience with clinical content
as a barrier, especially early in their careers: “I think
for me, still being relatively junior as an attending is
confidence... Its very rare that any provider makes a
unilateral decision, but also that feeling of, ‘Am I the
best provider for this incredibly complex patient right
now?”” [Physician]
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Individual barriers: family characteristics

Participants described several family characteristics
that impeded communication, such as the family’s
ability to understand or interpret complex informa-
tion. Sometimes, families lacked the cognitive capac-
ity to understand complex information. Other times,
they lacked fluency in English. Additionally, partici-
pants identified the family’s expectations, desires, and
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demands regarding the child’s care as potential barri-
ers. In discussing this barrier, some participants raised
the concept of difficult families. “Family makes com-
munication sometimes difficult. Not only the disease...
Nothing will make it better. Good disease, good physi-
cian, good hospital. It’s going to be a pain regardless.”
[Physician] Navigating families’ misperceptions or in-
accurate beliefs was another challenge. “For some in-
dividuals, saying the word ‘death’ or ‘di¢’ is giving life
to death. Those particular families don’t want to talk
about that possibility because if they talk abour it
they’re bringing it to truth.” [Psychosocial professional]

Occasionally, different family members could have
conflicting needs or priorities. Nurses and physicians de-
scribed the difficulty of navigating these situations. For
example, each parent might have differing priorities for
the child’s care: “The dad wanted to go full court press
on everything possible for the child. The mom wanted
the child to be comfortable and to do reasonable things.”
[Physician] Other times, parents wanted to protect their
child from difficult information, although the child was
an adolescent or young adult. Nurses and nurse practi-
tioners also described how strong emotional responses
from families were challenging: “As a new nurse, it’s really
scary to have a parent yelling at you. You just blame your-
self. What did I do wrong?” [Nurse]

Furthermore, the power differential between phy-
sicians and families could hinder communication: “I
think sometimes families are intimidated by doctors.
Sometimes maybe if their educational level is that they
don’t understand what the doctor is saying, so then they’ll
ask someone else.” [Psychosocial professional] Lastly,
nurse practitioners described how a lack of parental self-
care could impair the parent’s ability to communicate.

Individual barriers: clinician-family interactions

Some individual barriers manifested within the clinician-
family interaction. For example, participants noted cul-
tural differences as a barrier, especially when families
came from other countries with different norms and
customs. However, cultural differences were not limited
to families from foreign countries. Participants described
families from smaller towns in the United States who had
difficulty adapting to large cities: “A lot of these patients
also are not from large urban areas cither. Not only are
they coming from a couple of hours away where their
towns are a bit smaller... It’s like they’re walking into this
alternate universe.” [Nurse practitioner] Personality mis-
matches between the family and the clinical team could
also create barriers: “To say that every personality is gonna
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get along in the world, you know, that is untrue.” [Nurse]
Additionally, nurse practitioners described families who
misinterpreted the knowledge or intentions of clinicians,
or vice versa: “Sometimes [parents] don’t [focus exclu-
sively on symptom management at the end of life] be-
cause they feel like they don't want to give up or—and the
parents feel like, “Well, the doctor’s not saying it’s time to
stop, maybe we have to keep on doing this.”” [Nurse prac-
titioner] Lastly, physicians described times when their pri-
orities did not align with the parents’ priorities: “There’s
all these other things that are going through [parents’]
mind, which are not the things that are necessarily my—I
want your kidneys to survive it. ’'m thinking about these
immediate concerns. They're thinking about other imme-
diate concerns.” [Physician]

Team barriers

All groups identified barriers related to communication
between the oncology team and other subspecialist teams
and within the oncology team itself. For example, groups
described the lack of shared mental models within and be-
tween teams: “The breakdown in communication among
just our division. Inpatient versus outpatient or nursing. ..
I think communication comes from all levels.” [Nurse
practitioner] As a result, families could receive inconsist-
ent information: “One of the things we hear often from
our families is that one team will tell them one thing,
and another team will tell them something else, which
is very confusing. It can be very upsetting to a family.”
[Psychosocial professional]

Across professions, participants also described un-
clear roles and authority, although these challenges dif-
fered by profession. Nurses and nurse practitioners
described uncertainty about their role in discussing bad
news with families: “What information do I divulge? I
don’t feel like a parent wants to hear that their child has
cancer from their nurse practitioner. I feel like they want
that information from their physician.” [Nurse practi-
tioner] Physicians described unclear decision-making au-
thority when patients were transferred to intensive care
units: “Usually, if a change was to happen, it would go
through us first. When a patient goes to the intensive care
unit, potentially they will be making the decisions on our
patients... It’s like, who has the ownership.” [Physician]

Participants also described how complex academic
teams impeded communication: “Maybe you see the
medical student and then the resident and then the fellow
and then the attending when that service stops by, so you
can see as many as four different people from one service
in one day.” [Nurse practitioner]
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Organizational barriers

Participants described organizational barriers related
to the structures, norms, and process governed by the
hospital. Time pressure, for example, was a common
concern: “We all need more time, but we'll never have
more time.” [Nurse practitioner] This time pressure
often resulted from high patient loads and complex
needs of sick patients. The model of care at each institu-
tion also created challenges at times. Most commonly,
participants referred to difficulties with family-centered
rounds: “I think it’s a lot of information we're giving
to the patient. I see it in the ICU with these family-
centered rounds. We disagree with each other in front
of the family. I think that’s not good communication,
but it’s the new fashion.” [Physician] The model of care
also created challenges related to coverage models in
which clinicians frequently changed, and this led to less
familiarity with patients. Lastly, insufficient resources
or personnel created barriers, especially for families who
were not fluent in English: “We don’t have [interpret-
ers] here overnight. We have way too many Spanish
only speaking families to not have 24-hour Spanish in-
terpreters.” [Nurse practitioner]

Collaborating hospital barriers

Structures, norms, and processes arising from collaborat-
ing hospitals also created barriers. Collaborating hospi-
tals, for example, often had different standards of care,
which could be difficult for families who transferred their
care or received care across multiple institutions: “I think
another outside barrier is that we have more relapse pa-
tients, and so they’re already coming in with this way that
their hospital did things or what their first protocol was. ..
I think that is a big barrier, just be like, ‘No, we do it—

2]

Everyone hates that, but ‘this is the way we do it here.”
[Nurse]

At times, collaborating hospitals failed to respond
to requests for information or failed to follow hospital-
specific guidance for patient care: “When our patients
go to a completely outside institution, and you're
calling to give them our recommendations. I feel like
sometimes those ER doctors are just listening to me
like, what is this nonsense youre telling me?” [Nurse
practitioner]

Community barriers

Certain characteristics of families communities created
communication barriers. Social media communities,
for example, served as alternative information sources.
Several groups described these communities as facilitating
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the spread of inaccurate information: “Social media and
oncology online forums. Its great. It’s a support network
that they find. But they’re also not educated enough to
recognize why their child is different from this other
child.” [Physician]

DPerceptions of the hospital in communities also
created barriers. A psychosocial professional noted, “I
get conversation in the community... ‘T don’t see how
you can work there, that’s got to be such a sad place and
horrible things happen there.” These patients may come
thinking that... [and] come doom and gloom from the
beginning.” [Psychosocial professional] However, overly
positive perceptions were also problematic. “The idea that
[hospital] is Disney World, and we can solve all problems,
fix all issues.” [Nurse practitioner] Lastly, psychosocial
professionals described limited access to diverse religious
representatives in their local community.

Policy barriers

All professionals identified policy issues related to the
medicolegal system governing medical care as barriers to
communication. Physicians noted the onerous logistical
requirements that occupied much of their time, such as
charting, informed consent conferences, and contact-
ing insurance companies: “I think that consents and the
forms and the documenting, it’s out of control. It really is
not good for the initial relationship building, etc., when
you have to come in with a huge pile of forms for them to
sign and go through.” [Physician]

Participants also noted how insurance coverage
created uncertainty in communication with families:
“I think insurance communication’s an issue. Because
there are studies that our patients could get enrolled
on. Things cant happen because insurance compa-
nies won't approve it. Treatments are delayed because
they’re waiting for insurance to approve it.” [Nurse]
Lastly, physicians described difficulties navigating the
medicolegal system, which could lead to behaviors that
did not support patient care. One physician noted, for
example, how malpractice concerns seemed to lead ra-
diologists and pathologists to use vague language and
document unlikely diagnoses in their interpretations of
images and specimens: “Everybody tries to go on safety
to cover their responsibility.” [Physician]

DISCUSSION

In chis study, we identified barriers to effective commu-
nication from the perspectives of physicians, nurse prac-
titioners, nurses, and psychosocial professionals. These
barriers manifested at 6 different levels: individual, team,
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organization, collaborating hospital, community, and
policy. With the exception of the collaborating hospital
level, these levels were noted across all professions. Our
findings suggest that this multilevel framework can sup-
port the evaluation of communication barriers across pro-
fessions and across institutions. By assessing barriers at
each level, researchers and clinicians can identify similari-
ties and differences for different health care professionals
and different hospitals.

We found that some barriers manifested similarly
for all professionals at both institutions in this study,
such as a lack of comfort with difficult topics (individ-
ual), cultural differences (individual), a lack of shared
team mental models (team), and time pressure (organi-
zation). Limited professional experience and feelings of
incompetence were also noted across most professions.
Often, this lack of experience was related to technical
skills or knowledge about treatments and medical care.
These participants expressed their worry about whether
they were the right person to communicate with the
family about complex and emotionally laden topics.
Addressing this lack of confidence or experience might
require education, mentoring opportunities, and team-
building strategies that leverage the varying strengths
present within each group. Taking steps to address these
crosscutting barriers might benefit all professionals and
families in their care.

Other Dbarriers, however, manifested differently
across professions. For example, nurses and physicians
both described the need for boundaries, but their at-
titudes toward creating boundaries differed. Although
nurses described the importance of boundaries to protect
themselves from emotional trauma, physicians described
the need for work-life balance. For nurses, these bound-
aries were necessary for well-being but seemed to inter-
fere with their central duty of building relationships. For
physicians, these boundaries were needed to allow them
to fulfill their professional duties. In light of such dif-
ferences, it is important to understand not only which
barriers exist but also how they manifest for different pro-
fessionals at different institutions.

Although past studies have sought to identify bar-
riers to aspects of communication, none have simultane-
ously explored these multiple levels. Instead, most prior
work has focused on individual barriers, such as non-
English speaking parents,”' limited parental knowledge,*
intimidation,?” a lack of trust in clinicians,14 and a lack of
comfort with difficult topics.23 Additionally, some stud-
ies have identified team-level barriers, such as inconsis-
tent information.”* Few studies, however, have explored
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the effects of organization-, community-, or policy-level
barriers. Addressing these latter barriers will be essential
for changing communication behaviors across professions
and organizations.

Overcoming these barriers will require data-driven,
multimodal communication interventions. However, few
interventions have been studied in pediatric oncology.*
Recent review articles identified only 6 communication
interventions in pediatric oncology®*® but 88 interven-
tions in adult oncology.25 Furthermore, these pediatric in-
terventions were communication skills workshops, which
target primarily individual-level barriers. In adult oncol-
ogy, the majority of studies also evaluated communication
skills workshops.” To improve communication, research-
ers should develop interventions that address these multi-
ple levels of barriers to communication. Figure 1 proposes
ways that clinicians might intervene upon barriers at each
level.

Implementation science literature shows that per-
sonal motivation is only 1 contributor to how individuals
behave within an organization.”” To implement wide-
spread change throughout an organization, one must un-
derstand not only the characteristics of individuals but
also the culture of the institution and the broader envi-
ronment in which the organization functions.” As we
have shown, barriers across these levels can affect com-
munication. By understanding what impedes communi-
cation at each level, researchers and clinicians can develop
interventions to ameliorate the negative effects of these
barriers.

This study has limitations worth noting. First,
focus groups are useful for identifying shared values
and beliefs among groups of individuals. However, so-
cial desirability and hierarchy could prevent some indi-
viduals from sharing personal thoughts. Additionally,
our study did not include trainees, and the participants
were predominantly White women. Self-selection bias
also might have led to participants with greater inter-
est in communication topics than nonparticipants. We
also conducted this study at 2 academic centers, and the
specific barriers that we identified might vary at other
institutions. This study also lacked the perspectives of
parents and patients. Future research should include
these perspectives as well as direct observation of clin-
ical practice. Such an approach could corroborate the
barriers identified in this study while also providing
unique insights. Furthermore, our focus groups lacked
palliative care providers, who often work closely with
oncology teams to support communication. Lastly, this
study was not designed to understand how barriers
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Manifestation
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N
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e N\
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(& J
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N\ J
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of information
N\ J
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education with
community hospitals
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( )
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J
~

-
-

Checklist for Increase parental
understanding; Increase trust in

L clinicians )

( )
Decrease parental distress;

Increase relationship building

. J

e N

Improve adherence to standard
emergency care for patients

- J

milestones

for rounding

Outreach and

e " : )
Normalize parental information
seeking; Decrease

L misinformation )

Offer medical

information

-
Staged consent Increase parental )

process with consent understanding; Decrease

summary document L emotional distress )

Figure 1. Potential communication interventions targeting multiple levels of barriers. This figure provides concrete examples of

communication interventions that target barriers at multiple levels.

affect particular types of conversations, such as diag-
nostic conversations versus end-of-life conversations.
Future studies should explore how these barriers vary
on the basis of the content and context of discussions.

Nurses, nurse practitioners, physicians, and psycho-
social professionals experience communication barriers at
muldple levels, which range from individual- to policy-
level barriers. Yet their unique clinical roles and duties can
lead to different manifestations of these barriers. Assessing
barriers through a multilevel framework might help clini-
cians and researchers to identify targets for interventions
to improve the communication experiences of families in
pediatric oncology.
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