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Abstract

Context. In our increasingly multicultural society, providing sensitive and respectful pediatric palliative care is vital.

Objectives. We held a one-day workshop conference with stakeholders and pediatric clinicians to identify suggestions for
navigating conflict when cultural differences are present and for informing standard care delivery.

Methods. Participants explored cases in one of four workshops focused on differences based on race/ethnicity, economic
disparity, religion/spirituality, or family values. Each workshop was facilitated by two authors; separate transcriptionists
recorded workshop discussions in real time. We used content analyses to qualitatively evaluate the texts and generate
recommendations.

Results. Participants included 142 individuals representing over six unique disciplines, 25 of the U.S., and three nations.
Although the conference focused on pediatric palliative care, findings were broadly generalizable to most medical settings.
Participants identified key reasons cultural differences may create tension and then provided frameworks for communication,
training, and clinical care. Specifically, recommendations included phrases to navigate emotional conflict, broken trust,
unfamiliar family values, and conflict. Suggested approaches to training and clinical care included the development of core
competencies in communication, history taking, needs assessment, and emotional intelligence. Important opportunities for
scholarship included qualitative studies exploring diverse patient and family experiences, quantitative studies examining
health disparities, and randomized clinical trials testing interventions designed to improve community partnerships,
communication, or child health outcomes.

Conclusion. Taken together, findings provide a foundation for collaboration between patients, families, and clinicians of
all cultures. J Pain Symptom Manage 2019;57:846—855. © 2019 The Authors. Published by Elsevier Inc. on behalf of American
Academy of Hospice and Palliative Medicine. This is an open access article under the CC BY-NC-ND license (hitp://creativecommons.org/
licenses/by-nc-nd/4.0/).
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Introduction

Nearly 20 years ago, the American Academy of Pedi-
atrics (AAP) first advocated that pediatric palliative
care (PPC) be integrated into the clinical care of chil-
dren with serious or life-limiting illness." PPC has
since evolved into its own subspecialty and has increas-
ingly recognized the importance of incorporating the
needs and perspectives of diverse populations. Simi-
larly, the concept of “cultural humility” (the process
of building relationships through discovery of an-
other’s culture)” has entered into our nomenclature,
care delivery, and pediatric training priorities.3

Providing culturally sensitive care is particularly
important in pediatric palliative care settings because
the subspecialty is defined by a holistic approach to
a child’s “mind, body, and spirit”./] Specifically, PPC
provides expert-level pain and symptom management,
communication support, and attention to a child’s
psychosocial and spiritual needs. “Culture” (which
can be concisely thought of as the customary beliefs,
values, attitudes, social forms, practices, and material
traits of a racial, ethnic, religious, or other social
group)‘_7 necessarily impacts this work. For example,
PPC clinicians must explore patient and family per-
spectives to provide concordant decision support
regarding goals of care.

Despite the clear importance of culturally relevant
PPC, numerous barriers and challenges thwart the
consistent provision of this care. Forty percent of pedi-
atric health care providers have suggested that cultural
differences are a frequent barrier to adequate PPC.°
Relatively little research has focused on the intersec-
tion of culture and PPC.”" Nevertheless, disparities
in end of life and disease-based care related to race,
ethnicity, primary language, and financial resources
are well established.” ?° Furthermore, many have
recognized the need to recognize and integrate reli-
gious and spiritual support into pediatric family-
centered care, especially because it impacts medical
decision making.”"

With all this in mind, we held a one-day workshop
conference to engage experts and stakeholders in a
discussion regarding future directions and priorities
for PPC clinicians and researchers. Our objectives
were twofold. First, we hoped to identify specific fac-
tors contributing to tensions and conflict when cul-
tural differences are present. By building awareness
of these complexities, we aimed to inform and
improve clinical practice. Second, we endeavored to
generate suggestions for how to integrate cultural hu-
mility into the navigation of “difficult” encounters,
what actions might be taken to prevent or minimize
future conflict, and how we can inform PPC scholar-
ship focused on cultural differences, care delivery,
and intervention.

Methods

The one-day conference (“Pediatric Palliative in a
Multicultural Context: a conversation to determine
our priorities in research and clinical care for children
with life-limiting illness within the context of our
diverse culture”) was held in July 2018 in Seattle,
WA, with financial support provided via a grant from
the Arthur Vining Davis Foundations. We advertised
through list-serves for the AAP and American Acad-
emy of Hospice and Palliative Medicine special inter-
est groups, national meetings, including the 2017
American Academy of Hospice and Palliative Medi-
cine Annual Assembly, postcard mailings for the
annual Seattle Children’s bioethics conference, and
informally, by networking within the pediatric
palliative care community.

At the time of registration, all participants were
asked to provide credentials and affiliations. We
defined “discipline” based on participant-reported de-
grees and/or roles; we assumed participants identi-
fying as “MD,” “RN,” or “chaplain” represented
disciplines of medicine, nursing, and chaplaincy,
respectively. We determined regional representation
based on the location of participants’ primary institu-
tion; for example, when a participant identified Seat-
tle Children’s as her affiliation, she was assumed to
live in Washington State. We did not query other de-
mographic factors such as age and sex, nor did we
inquire about cultural determinants such as race,
ethnicity, state or country of origin, rural or urban
home community, or religion.

In preparation, conference organizers (A. R. R., C.
F,]J. W,, and R. H.) met virtually and identified four
key themes to be addressed during the meeting. These
included two evidence-based factors associated with
health disparities (race/ethnicity and financial re-
sources), and two critical elements of pediatric
patient-centered care (religion/spirituality and fam-
ily). Conference co-chairs (A.RR. and R.H.) then
organized the meeting to include the following: a
morning of invited speakers who would underscore
the role of each theme in societal definitions of “cul-
ture” (Appendix S1) and an afternoon of facilitated
concurrent workshops aimed at identifying guiding
principles for navigating each theme in clinical pediat-
ric palliative care. Specifically, each workshop began
with a clinical case adapted by the conference orga-
nizers from common experience and related to a
theme of interest (race/ethnicity, economic disparity,
religion/spirituality, family; Appendix S2).

Conference participants were informed of our
intention to evaluate the conference proceedings
and publish the findings. Each chose which group to
attend based on personal or professional interest;
groups were not assigned. Participants were instructed
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to stay within their group once the workshop started.
Two authors facilitated each workshop. They used a
common framework, asking participants to consider
elements of “respect, understanding, power, and
trust” as they pertained to the clinical scenario at
hand (Appendix S2). Each workshop group was
tasked with identifying key “take-away messages”
related to clinical care, education, or research, as
determined by their group. Otherwise, facilitators
were invited to navigate the discussion as needed to
encourage group participation. In some cases, this
took the form of a brainstorm regarding key targets
of intervention; in others, this involved round-table so-
licitations of individual experiences, perspectives, and
recommendations. A dedicated scribe transcribed
proceedings from each workshop group.

Immediately after the conference, the authors
convened and identified three main themes that had
emerged from all the discussions, where “we” refers
to pediatric clinicians: “how we speak,” “how we
think,” and “how we learn”.”® We then merged the
transcriptions from each workshop and used the
themes to direct two content analyses.””*® The first
analysis aimed to identify terms associated with
perceived challenges and reasons for tension in clin-
ical encounters seemingly focused on cultural differ-
ences (conference Objective 1). The second aimed
to identify recommendations for navigating these en-
counters (conference Objective 2). Here, four authors
(ARR., CF, JW, and RH.) identified eight addi-
tional subthemes (“emotions,” “trust,” “unfamiliar-
ity,” “conflict,” “context,” “education,” and “clinical
practice”).?"i Finally, all authors arrived at consensus
regarding exemplary quotations, clinical implications,
and recommendations.

Findings

Conference participants included 142 individuals
representing over six unique disciplines, including
medicine (41%), nursing (17%), social work (9%),
research (8%), chaplaincy (4%), and patient naviga-
tion (4%, Table 1). Participants were from 25 states,
plus the U.K. and Canada; most (75%) were from the
Western U.S., including 54% from Washington State.

Why Cultural Differences Feel Hard to Navigate. Partici-
pants identified multiple reasons clinical scenarios
may feel additionally challenging to navigate when
cultural differences exist (Fig. 1). These frequently
included potential implicit and explicit biases and cor-
responding assumptions about a given patient, family,
or cultural group. For example, Case 1 included a
description of an “African American” former preemie
with medical complexity and his “single mother who
had received limited prenatal care” (Appendix S2).
Although some participants believed that this

Table 1
Participant Characteristics (N = 142)

Discipline n (%)
Medicine 58 (41)
Nursing 24 (17)
Social work 13 (9)
Research (nonclinician) 12 (8)
Chaplaincy 5 (4)
Patient navigation 5 (4)
Other" 25 (18)
Region”

West 107 (75)
Southwest 4 (3)
Midwest 7 (5)
Northeast 6 (4)
Southeast 13 (9)
UK 2 (1)
Canada 2 (1)
Unknown 1 (<1)

“Other participantidentified disciplines: Administration (n = 4), Law
(n = 2), Child Life (n = 2), Mental Health/Counseling (n = 2), Ethics
(n = 1), Writer (n = 1), noncategorized roles (e.g., “volunteer” and “other
hospital staff”) (n = 13).

"Regions defined as: West = WA (n = 77), CA (n = 18), OR (n = 6), ID
(n=1),CO (n=1), AK (n=1), HI (n = 1); Southwest = TX (n = 2), AZ
(n=1), OK n=1); Midwest = IL (n = 2), MI (n = 2), OH (n = 1), MN
(n = 1), WI (n = 1); Northeast = MA (n = 2), NJ (n = 2), PA (n = 1);
Southeast = TN (n = 7), NC (n = 2),SC (n =2), AL (n=1), LA (n=1).

demographic and background history provided
important contextual information, others raised con-
cerns about stigmatization. Describing one parent as
“African American,” while not describing another as
“white” unavoidably carries forward a history of
discrimination and prejudices. More generally, using
any label to identify another individual can limit
rather than invite the openness and curiosity needed
for individuals to bridge differences and work
together with mutual understanding and respect.
Similarly, participants identified resource disparities
as important and underappreciated challenges
(Fig. 1), which can then perpetuate other disparities.
These included preexisting inequities (perhaps the
previously referenced mother did not have access to
prenatal care because she lacked transportation, could
not afford to leave work, or lived in a rural area) as well
as inequities in real-time care delivery (perhaps the
hospital lacked the necessary interpreter services,
thereby impairing this mother’s health literacy). These
inequities might position the mother to be perceived as
less competent; clinical teams might assume she lacked
either knowledge or resources to care for her child.
Moreover, such biases might exacerbate already tense
relationships. If this mother sensed her physicians’
distrust, then she might behave defensively. The clin-
ical team, in turn, might label her as “difficult.”
Through such interactions, over time, disparities can
magnify into ever-wider differences in care delivery.
Other factors contributing to tension included differ-
ences in values, perspectives, and experiences (Fig. 1).
Case 3 described the moral distress of a clinical team
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at odds with a family who was “waiting for a miracle” to
cure their child. Participants shared wanting to be sup-
portive and respectful of the family’s beliefs, while also
acknowledging their discomfort with divergent prior-
ities. They raised concerns about how to engage in dis-
cussions (“I don’t know how to talk about this”) and
how to balance family values and clinical objectivity
(“how do we weigh benefits and burdens of treatment
choices?”). They noted the risk of carrying on distinct
parallel conversations: one scientifically based,
observing clinical decompensation, and the other
faith-based, remaining steadfast in hope for recovery.
They also lamented the strain of wanting to express a
shared hope for a miracle—because who wouldn’t
wish for a miracle for this child—while striving to not
reinforce unrealistic expectations.

Finally, participants noted that the family unitis a key
“microculture,” even if we do not typically associate
“family” together with “culture.” Regardless of sociode-
mographics, for example, family structure and role
functions govern interactions in pediatric clinical
care. They predominate values, preferences, and clin-
ical decision-making processes (Fig. 1). Where partici-
pants embraced “family-centered care,” they noted that
practicing this mode of care felt difficult when there
was conflict (for instance, between a mother and father)
or when the family decision-making process felt foreign
(such as when a parent asked not to disclose prognosis
to an adult-aged child). Discussions addressed tensions
between patient- and family-level needs, decision-
making authorities (including the role of adolescent
autonomy), and the fact that there were often no clear
answers. “Maybe we need to be more comfortable with
messy,” one participant suggested.

How We Speak. Regardless of the clinical scenario,
participants identified consistent barriers to communi-
cating with patients and families, as well as
several opportunities to overcome them (Table 2).

Specifically, communicating with families felt difficult
whenever strong negative emotion, breached trust, un-
familiarity, or conflict was involved. Clinical teams are
often in a perceived or real position of “power”
compared to a child and family. Illness intensifies
vulnerability and powerlessness, even more so when cul-
tural differences are also present. Medical teams must
be willing to putin the extra work to understand a fam-
ily’s needs, worries, and perspectives. Participants pro-
vided several tools to navigate these challenges,
including responding to family emotion, phrases to
help rebuild bridges, and ways to elicit a family’s story.

Discussions also revolved around four key profes-
sional competencies (Table 2). First, participants
underscored the importance of maintaining and ex-
pressing compassion even in the face of family hostil-
ity. Recommendations for how to learn this skill
included simple personal practices, such as clinicians
reminding themselves that the family is experiencing
stress or facing tragedy. Second, participants recog-
nized the need to develop awareness and management
skills of one’s own emotions. Here, suggestions
included cultivating “safe” spaces for clinicians to ex-
press their own feelings and regroup to provide
compassionate care to patients and families. Third,
participants emphasized the role of interdisciplinary
teams to support individual clinicians, provide key
family-support roles, and fill specific communication
needs. Finally, in all cases, participants recommended
approaching clinical interactions from a place of
humility.

How We Think. Participants also focused on clinical
practice’s own “medical culture,” suggesting that stan-
dard clinical practices and training should address
recognizing and navigating culturally based conflicts
that arise due to this medical culture (Table 3). We
must become aware of implicit, and often negative,
connotations within our common clinical jargon and
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Table 2
“How to Speak”—Suggested Phrases That Work
Situation Goal Phrases to Try

Emotions are high Respond to emotions

and de-escalate them

Trust is broken (Re)build bridges

Family culture or Elicit stories and values

beliefs feel unfamiliar

Build or strengthen
relationship

Patient/family and
medical team disagree

Understand family
perspective

“You seem upset. Can you tell me about it?2”

“Any parent would be frustrated in this situation.”
“Would you mind telling me what is on your mind?”
“I would like to try to make things better.”
“I apologize.”

“How have I let you down?”

“Would you mind telling me about ... [your faith/your commu-
nity/your life in [country]/your family/[patient]/what is impor-

tant to you ...”

“When you think about what is happening with your child, what
worries you most?”

“What do I need to know about you/[patient]/your family to give
you the best care possible?”

“Who do you want to be part of your team?” [Consider probes
regarding specific communily members (e.g., clergy, cultural el-
ders, etc.)]

“Tell me about [how your family makes decisions/how your family
likes to hear information]?”

“When you get on the phone to tell [loved one] what is happening
here, what will you say?”

“I also hope for a miracle for your child. What do you think that
would look like?”

“I heard you say you want [insert preference]. Can you tell me
more about your reasons?”

“scripts.” For example, we need to acknowledge and
manage the judgmental connotations attached to
phrases like “no prenatal care,” which may simulta-
neously convey clinically important medical history
while also potentially conveying disapproval. If biases
contribute to defensiveness and subsequent impaired
alignment between clinicians and families, then the
medical team members need to recognize and redi-
rect the process. Specifically, we must resist infectious
negative judgment: if a trusted colleague describes a
family as “difficult,” we must strive to separate and
quarantine the judgments or feelings attached with
this label. We must then seek to understand and rem-
edy the causes giving rise to the perceived difficulties,
such as cultural differences between the clinical team
and family, or how individuals are reacting to the stress
of illness.

Similarly, participants suggested that medical educa-
tion should target communication skills (including
conflict resolution and eliciting family narratives),
emotional intelligence (including the recognition
and management of our own emotions), familiarity
with social services and resources (to better meet pa-
tient needs), and implicit bias training that includes
complex determinants of “culture” (Table 3). Finally,
participants suggested that specific changes in clinical
standard practices could minimize risk and narrow
disparity gaps. These included standardized needs as-
sessments, tools to discover and champion family
strengths, and shifts in how clinicians communicate
with one another.

Finally, participants in all groups agreed there were
clear opportunities for scholarship (Fig. 2).
Describing a translational research continuum for



Table 3

“How to Think”—Suggested Approaches to Training and Clinical Care

Paradigm
Shift

Targets to
Minimize Conflict

Rationale

Action Items

Rethinking how we think

Recognize and intervene when you, other
clinicians, or the family feels defensive

Consider trauma-informed care

Beware of “encoded” associations and
stereotypes within medical terminology

Consider how we talk to each other

Be okay with messy

When people feel a need to defend themselves,
they may not want to hear other opinions,
negotiate, or even communicate. They may
have negative physical and emotional reactions,
in turn making collaboration even more

difficult.

Many children and families have complex and
traumatic histories before the child’s illness.
These may be personal and/or longstanding
race-based or culturally based historical
narratives. These stories impact how patients
and families perceive and navigate a child’s
care.

Many descriptive phrases may contribute to
explicit and implicit biases.

Stereotypes, biases, negative labels, and
misunderstandings may be perpetuated by
medical teams.

Divergent messages from medical team members
contribute to conflict.

Understanding and conflict resolution can take
time.

Become familiar with signs of defensiveness. When observed
in a family, back up and explore their roots with curiosity
and compassion. When observed in the medical team,
intervene and diffuse them when away from the family.

Be willing to reboot by responding to the emotion, or, if
needed, taking a break and apologizing.

Understand that defensiveness on the part of the medical
team is part of the problem.

Acknowledge prior trauma and the role it has played in a
family’s life.

Collaborate with interdisciplinary teams to recognize and
respond to signs of trauma.

Seek to establish safety, trust, transparency, and
empowerment.

Avoid situations in which the medical team may be
responsible for “retraumatizing” families.

Avoid statements about families that are solely meant to paint
a picture of a “difficult” family to the listener.

Be cognizant of the power of word-framing when conveying
medical information. For example, “a mother with limited
access to prenatal care” paints a different picture than “a
mother with no prenatal care” because the former allows
for both system- and patient-level medical history.

Give families a fresh start to tell you their stories.

Routinely gather interdisciplinary teams to discuss a patient’s
care plan.

Give families time to process important information.

Expect and tolerate negative emotion. It is normal.

Keep coming back.

Reteaching what we teach

Communication

Emotional intelligence
Awareness of existing social services and
resources

Conflict negotiation/resolution

Biases

Conflict resolution demands communication
skills.

Our emotions impact how we approach clinical
encounters.

Screening for health-related social needs and
familiarity with community-based and other
available resources may facilitate quality care
and better meet patient/family needs.

When conflicts occur, medical teams must be
prepared to remedy them.

Awareness of implicit and explicit biases enable
equitable care.

Provide training on
- how to respond to patient/family emotion or perceived
defensiveness

- how to elicit values

- how to use patient-centric language and descriptions

- how to listen actively

Training regarding how to recognize and manage one’s own
emotions

Provide training regarding

- resource needs assessments and screening

- available local resources/services

- roles and expertise of interdisciplinary team members

Provide training regarding

- motivational interviewing and conflict resolution skills

- how to navigate different and equally valid options

Provide training regarding self-awareness and personal biases,
including their impact on clinical care

(Continued)

UDD) 20VYIV IUIDIPI [DATGINININ 610T 144V 0N £¢ 1A

168



il 2019
+ April
Vol. 57 No.
el al.
Rosenb”g ¢
852

are
itative methods -
ualitativ ing of pa
at q ndlng .
d th dersta itative
d, they agree better un Quantita
this field, to develop a d experiences. re resources,
ilies’ live asu . -
- necessary families’ 1 igorously me atient out
R ients’ and d to rigorot ing to patic rove
2 & ten re neede ontribut d to imp
. 9] E ethods a factors ¢ e neede
Z £ 2 3 m ities, and entions are 1 care.
£3 =g E 5 2 dispari Finally, interv form clinical ¢
B 5 S ) i info
3g 2 8, % S oz o comes. tcomes and in
=] . =) ot = o ~ .o
2& e - these ou iatric Palliative
< }\ aé: g g £ 8 g & he “Pediatri ference
£ S 2 . (&
g2 2 £z § % E = . jon jective of t hop con
=] 9 = 3] It = XY/ . € 2 ks m
& g ® 20 5 Z =2 Discu rchlngo ) text” wor ther to lea
% Yz = - era 1 Con oge
2 =z = ER € oV . a (s togethe we
;5 = g & 5 B ¢ Th~awmhwmwimmam“*pﬂ CSmeam%rs
3 < A= n ho ience. nte
Yo = ° 3] by ° gj = Care . take Xper | ncou
» o i & e = =} ng s ande inical e 1-
El & 2 £ wE ¥ g 9 8 as to br ledge at clin 1 cha
S SE B 55 2 t & P }V m shared knovihe reasons th ometimes fee ce for
£z 828 ° = TO S idan
) =89 = 3] < 9 - © = “~ name . nces . ul
gl € seE £ g T o & » imed to differe iminary g se
2 Zwsa 7 @ = © 3} == g mme ral elimi igate the
S| £ 2 23 £5 Z £ sz = a . ultu ide pr aviga
= =] =) =} = = “ 0= i C OV1 on ~
= %ﬂ—g & 5 'g. = = B § 3 ?E 5T lnvolwngnd then to pr d researchers td'sciplinary par
—_ bfjs o E 5] ﬁ\ 17} - T L3 inga S, an .nter 1 : S, we
. = SE5Z leng cators, 142i . 1ons,
k= S 2 E =% TE82 icians. edu ) t from hical reg -
R S ZE £ o fD& - inicians, ith inpu raphi isunder:
5202 c Z.E S5C = Z 25 clin Wit . geog misu
EE2E T 84 E5 z %398 iences. diverse ibute to ilies.
= g ] 5N Y = €rie m tr1 ilie
S5 E § °q 258 o8 = exp me fro hat con nd fam
S EE S .8 & &85 g = =230 icipants, so factors t inicians a : ove-
TZE% ETEE ERERS) £FE ticip eral fa n clin ies for impr
C B E RN €58 5758 ified sev ict betwee ities fo . 1
3] o . 2= g % O identifie flict be tuni rea
2y $23 < 3 ide con . por ters in
EREE E =E = ing or sible op coun d
S O & g a0 < ndlng . d fea . € en an
8 5 2 = g . g sta then identlﬁehow to navigat e encounters, uni-
en L= We : in futur : mm
g o .5 2 . Cludlng . mn iatric co
s S 3& nt, 1 ize tension f pedi
o S = o0 me inimize ience o
8 E oy g Tes : minimi nd scien . fer-
¥s g 2 g g = time, arta con
555 o F & 3 § %o =% 23 both the . tised this ings
SEEE S S it If 55 inform d care dehvery'd and advertised (h finding
) k= = L5 2 — . . . :
g= 28 £ £ 5B Lz £5¢ g cation an h we designed palliative Caret’hese findings
SN ! ° 3= =23 R iatric T, . d
ST Sy s = g 229 Althoug edia Rather, . an
538 &0 = 50 goz 2 on p iscinline. diatric
SSE P73 2 %L &S 2 ws g focus is discip th pe -
2= = = v “e g == ° & ce to thlS .. (bO S prO
CEE®mS o SF c Z S BE o en ique to inicians toms, ;
£ 2o &N = C ®E s uniq X clin symp -
o| 22 45832 % EE 22 ° £ g E are not ate with all they manage Y shared deci
— B o~ o = = — . ..
| 2 T5¢ = 2 & €% 3 S’E g5 may reson d) whenever participate 1¥he provision
o = O 2= - ] c.=8 —_ o0 # use . ce, -
Tl S Efg3 SR PE2EC S e 8 It foc uidan ily values. is funda:
I3 &l 1 0 © (,:“Q‘*‘Um Umcv:8~ adu s s tory g 11YV ¢ s lu
™ 2 & E%BE‘ Ed3 £3¢ EEZZ¢g, ticipa re fam d car
2. —~ 55 2 S & Q & £ .5 =8 ide an xplo ) tere iative care.
X g QHSSN :bfgd)um'—cﬁu ,_‘,Eomg viae . or exp ly-cen lliative
R EE xS :EQ.:mQQ U—‘:v:“'~°-’ aklng’ .. famly ial pa 1
S = g5z ~g g Hmcwa\ o = 0 ion m tive, ecialty we
S22 8 = EE8C= 10 S1 S n
) £ 5 Egg o = EE- e B EE g3 z S lturally sensl and subsp not bee ve
S} <) 28 2T g =225 Es¢ < ZO T L of cu od primary care has izations ha
IS N N = o = =D . 17} 5
§dg7 gL8E £E52 aa;; T ntal to go ide such . 1 organiz riate’
EEot SETES S84 = me to provi hile nationa lly approp
's~v0u~~._w‘~o =) W 1 istica a-
S =% g Ho d, w inouisti tforp
2288 8 S ) Indeed, ling espectior
2 described. “culturally and stand model r nljendatlorg
for blish tru recommer 5945
called to esta ing these ing.
. (& K mn en
3 medical cafr ilies, integrat his been chall tri§ care set-
g d fam tice ) dia o
- 5 . ts an . l rac d in pe . rities
g 2 tien edical p ucte dispa
':‘5 é into adult mh ve been Condd @ undersCOrehiC factors
5 ies ha irical da rap .
= < tudie ‘ iric . mog mic
< g < Few "7 Existing empveral sociode and eCOnodult
£ © = tings. d on se uage, m a
2 = | base icity, lang ) fro .
[} 17} = 1ty, ce . S
S5 g - - in care thnic . viden ligiou
&} ISt 2 n ) e, e e € relig
E including race, ey at chmician suppor st and
23 £ L = lini il *
& g g g e g‘g resources. e studies thatcibutes to fam 'ZnS explor_ﬁ
£ g g iatr . ntr iatrici 85,51 —5¢
= S = edia co dia 31,35,
2|z S E g5 and p identity co few pe ‘
] g £ S iritual 1 latively unters. d”
2 g T 111 rela . nco . re
s =5 g & ot Sp ed support, : clinical e “family cente .
—§ = 8 perceiv tors during is inherently ent and care
. i I I-
> e fac trics is ies on pa dcu
2 thes ile pedia A n relies ilv-base 061
i 0,6
Finally, whi pre of childre uanced fam };-Shed.h
ot T 1 g i less establi i
becau t. how to Ha. needs is les lliative care
B iver input, unication humble pa ding the
_g . g e and comm Culturally doubt regar
§_§’ tur ithout doubrt, there be
:Cg wi nt. Nor can
£ . tant.
g a 1mpor
=i
E £2
T [SBrs)
&=
SE| S
[~VT7)




Vol. 57 No. 4 April 2019

Multicultural Pediatric Palliative Care 853

Qualitative Methods - develop understanding of lived experiences of patients and families

Quantitative Methods - measure resources, disparities, and factors contributing to

Knowledge gaps: Perspectives &
experiences of diverse patients and

patient outcomes and experiences

Intervention Science - empirical

families poorly described.

Opportunities: Studies to assess
culturally diverse experiences based on:
- Economic/Income differences

- Religious/spiritual differences Opportunities:

- Geographic differences

Knowledge gaps: Key variables not
consistently captured over time, which
ones matter and their magnitude of
impact are poorly quanitified.

- Prospective, longitudinal cohort

development and testing of interventions

Knowledge gaps: Few pediatric
pediatric interventions have included
diverse populations.

Opportunities: Interventions to:

- Family structure and identity

studies inclusive of diverse populations

- Population based case-control studies
to understand impact of key variables of

- Improve bereavement outcomes
- Improve disparate medical outcomes

interest

- Build community based partnerships

- Foster sensitive communication

- Alleviate staff moral distress

Fig. 2. “How to learn.” Suggested directions for translational research designed to inform and improve clinical care in the

context of cultural diversity.

existence of room for improvement. Well-intentioned
clinicians with strong egalitarian values often harbor
implicit biases.””"” Recognizing those biases is a key
step toward ensuring equitable care. From there,
spending sufficient time on individual patient-level
narratives (including values, prior experiences with
trauma, faith, and cultural identity) can reduce the
influence of implicit and explicit biases.”*

While our findings provide early and additional
guidance for providing culturally sensitive care, our
report should be interpreted with two main limita-
tions kept in mind. First, this conference included
diverse stakeholders, but no formal patient or family
representatives, and as such, findings may not repre-
sent patient and family preferences. While we had
some degree of diverse geographic representation,
most of our participants were from the Pacific
Northwest, and we did not collect information
regarding participants’ race, ethic, religious, or
other cultural determinants to assess representative-
ness in these regards. Taken together, our findings
may not be generalizable. Second, we did not
conduct a qualitative study; rather, we endeavored
to generate ideas for future clinical and research ap-
plications. Our workshop format was deliberately
flexible to promote group engagement and discus-
sion. While this flexibility enabled a breadth of per-
spectives and recommendations, our approach was
too variable to confirm consistency (or “saturation”)
of qualitative findings.

Conclusion

Emphasizing the importance of providing cultur-
ally sensitive and appropriate care is not to deny

the very real challenges of doing so. This project
identified key variables perceived to contribute to
tension and conflict in clinical encounters, as well
as several ideas for clinicians and researchers to navi-
gate these experiences. In general, these include
tools to use in real time (such as phrases to try
when a family’s culture feels foreign), suggestions
for how to minimize future conflict (for instance,
educational programs targeting emotional intelli-
gence, implicit bias, and conflict resolution), and
proposed directions for future investigation (such
as community-based participatory research to
improve disparities). Together, findings from this
conference will facilitate a necessary and overdue
conversation in clinical pediatric palliative care,
aspiring ultimately to provide a foundation for build-
ing trust and collaboration between patients, fam-
ilies, and clinicians of all cultures.
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Appendix S1
Conference Topics and Invited Speakers
Title Speaker Affiliation
Lessons from The Spirit Catches You and You Fall Down: a Hmong Anne Fadiman Yale University
Child, her American Doctors, and the Collision of Two Cultures
Cultural Humility and Transforming Scripts of Inequity Jann Murray Garcia, MD, MPH  University of California, Davis
Truth-Telling, Disclosure Practices, and Good Parent Beliefs Myra Bluebond-Langner, PhD University College, London, UK
End of Life Preferences Based on Religion and Faith Aasim Padela, MD, MSc University of Chicago
Developing a Culturally-Based Palliative Care Program to Reflect Ronit Elk, PhD University of Alabama, Birmingham

the Needs of Specific Groups

Appendix S2. Workshop Introduction Text and Clinical Cases

Introduction Text (Provided in Writing With Conference Agenda to All Participants)

We would like to examine the broad concept of decision making in the multicultural context. The purpose of
this session is to bring together our shared understanding from knowledge of the evidence and our experience.
It may be helpful in this discussion to consider the following values:

- Respect: foster respect/rules, limits, barriers, and shortcuts

- Understanding: understanding/appreciating different cultural view
- Power: recognizing the power dynamics in relationships

- Trust: developing trust between patient, family, clinicians

Cases (One of the Following Provided in Writing to Participants in Each Workshop or “Breakout”
Room)

Case #1

Matthew is a six-month-old African American boy with multiple medical diagnoses. He was born at 27 weeks of
gestation to his single mother who had received limited prenatal care. His neonatal course was complicated by
respiratory failure and severe intracranial hemorrhage, resulting in profound developmental disability, tracheos-
tomy, and G-tube dependence. Now, his team is considering discharge and has raised concerns about medical
foster care, citing concerns about the family’s ability to meet his complex medical needs. There is no history
of abuse or neglect and no history of child protection team involvement, and Matthew’s mother has been present
at the bedside and is eager to care for him at home. During a care conference, she says, “you wouldn’t be asking
about this if we were rich and white.”

Case #2

Brian is a 16-year-old young man with Duchenne muscular dystrophy who is seen in clinic twice per year. He
presented to clinic after an 18-month absence with a new complaint of dyspnea when supine. On evaluation, his
physician notes that Brian is not using his BiPap machine and does not know its whereabouts. He has lost nearly
40 pounds and has a grade 2 decubitus ulcer over his left ischial tuberosity. His scoliosis has progressed from 13°
to 35°, and his ejection fraction has declined from 42% to 21%. Brian’s mother explains that she experienced
domestic violence at home and has been living in transitional housing for over a year. They missed their clinic
visits because they had no address to receive the clinic appointment notices and no phone for contact. Their
options were extremely limited because few shelters could accommodate a family with a child in a power wheel-
chair who required care for all activities of daily living. In the post-clinic meeting the attending remarks, “I doubt
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that we will be successful providing the assisted ventilation, a complex heart failure regimen, and nursing care
that Brian will need in this setting, palliative care and hospice may make more sense.

Case #3

Chloe was healthy 8-month-old until she accidentally fell out of her mother’s arms onto a concrete sidewalk 20
feet below. She was resuscitated at the scene but suffered a neurologically devastating traumatic brain injury that
required right-sided hemicraniectomy and splenectomy. Her course was further complicated by craniectomy site
skin necrosis, wound breakdown, and significant local infection. She never regained consciousness and remained
ventilator dependent. Her wound care was complicated and her infection responded to treatment only intermit-
tently. The ICU team has now concluded, after multiple consultations, that death is inevitable and that the inten-
sive intervention is only prolonging the dying process. When this information is presented to the family, they seek
counsel from their pastor. The pastor has encouraged them not to give up because “God is about to perform a
miracle.” The family has persisted in opposing any suggestion to limit intervention for Chloe. Moral distress
among the ICU staff continues to mount as the family becomes more entrenched. In many conversations, the
staff expresses their opinion that they cannot distinguish between the family’s religious conviction and their per-
sonal guilt. The staff are increasingly concerned that they were being compelled to provide inappropriate care.

Case #4

Marc is a 14-year-old boy with progressive metastatic Ewing sarcoma. He and his family live 5 hours from the
nearest hospital and have stayed in local housing when he receives cancer treatment. His parents are divorced
and have been amicable throughout his treatment. They disagree, however, on what to do now that his disease
is worse. His mother, Martha, wants to remain at the hospital to receive experimental therapy; her goal is to help
other children and, she hopes, slow down the progression of disease. His father, Tom, wants to return to their
home and local community so that Marc can be near their extended family, friends, and church community.
When asked, Marc says he wants his parents to make decisions on his behalf and says they will pick “whatever
is best.”
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