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Abstract

Through discourse analysis of transcribed interviews
conducted over the phone with parents whose child
died in the Pediatric Intensive Care Unit (PICU)
(n = 51), this study uncovers parents’ perceptions of
clinicians’ and their own communicative roles and
responsibilities in the context of team-based care.
We examine parents’ descriptions and narratives
of communicative experiences they had with PICU
clinicians, focusing on how parents use accounts to
evaluate the communicative behaviors they report
(n = 47). Findings indicate that parental perceptions
of communicative responsibilities are more nuanced
than assumed in previous research: Parents identi-
fied their own responsibilities as participating as
part of the team of care, gathering information, in-
teracting with appropriate affect, and working to un-
derstand complex and uncertain medical informa-
tion. Complementarily, parents identified clinician
responsibilities as conmnunicating professionally,
providing medical information clearly, managing
parents' hope responsibly, and communicating with
appropriate affect. Through the accounts they pro-
vide, parents evaluate both parental and clinician
role-responsibilities as fulfilled and unfulfilled. Cli-
nicians' management of prognostic uncertainty and
parents’ struggles to understand that uncertainty
emerged as key, complementary themes with prac-

tical implications for incorporating parents into the
PICU care team. The study also highlights insights
retrospective interview data bring to the examina-
tion of medical communication.

Keywords: doctor-patient interaction; team commiii-
nication; roles and responsibilities; parents’ percep-
tions; end-of-life; bereavement; discourse analysis

‘I was part of — I really was part of the team! (44)
“The family’s down there struggling and trying and
working just as hard as anybody else! (14)

1. Introduction

A robust body of research uses discourse analysis
to investigate interaction within physician-patient
encounters, most often from outpatient care (Atkin-
son 1995; ledema 2005). Inpatient care, however,
particularly acute care as in intensive care units,
is often delivered within a multidisciplinary team-
based model, which distributes care roles and related
responsibilities across multiple members. For exam-
ple, consider how team-based care is described for a
PICU [Pediatric Intensive Care Unit]:

A team of 12 pediatric intensivists (pediatric inten-
sive care specialists) lead a team of specialized
pediatric critical care nurses, respiratory therapists,
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social workers, case managers, pharmacists, and
child life specialists to provide multidisciplinary care
while working side-by-side with families and provid-
ers. (Children's National Medical Center 2008)

The team described here consists of clinical person-
nel with specific roles and responsibilities, working
in a vaguely specitied ‘side-by-side’ relationship
with family members of a pediatric patient; families’
responsibilities are unspecified. However, it has
been noted that in a traditional team-based model
of PICU care, both clinicians and families have
communication-related responsibilities, especially in
the context of end-of-life care. The medical team has
the responsibility for communication with families to
keep them apprised of their child’s course of care and
to practice shared decision-making (LOM [Institute

of Medicine] 2003, Ch. 4). Family members’ chief

responsibilities are to communicate information
about their child (Strong and Davis 1977) as well as
information about their goals and values in order to
guide decision-making.

Inaddition to information, clinicians also provide
—and families receive — support, which is often char-
acterized as ‘compassionate care! Compassionate care
is delivered through communication: the US Institute
of Medicine report, When Children Die, emphasizes
that ‘families should have access to accurate informa-
tion and excellent supportive care that offers physi-
cal, emotional, and spiritual comfort from the time
of diagnosis through death and into bereavement’
(IOM 2003: 20). This goal, however, is often unmet,
as shown by the report’s description of a continuum
of end-of-life care and communication in PICUs:

['TThese professionals [on the team] can at best help
all involved to feel that they did everything to help,
and that preventable suffering was indecd prevented.
Other times, however, families’ encounters with
the health care system will leave them with paintul
memories of their child's unnecessary suffering,
bitter recollections of careless and wounding words,
and lifelong regrets about their own choices. In
between these poles of medicine, families will often
experience both excellent care and incompetence,
attentiveness and neglect, and inconsistent commu-
nication of essential information. (1OM 2003: 104

In this article, we examine parents’ perceptions
of good and poor medical communication with the
team who cared for their child prior to his or her
death in the PICU. Based on a discourse analysis
of interview data from bereaved parents, we argue
that parents hold complex perceptions of their roles
and responsibilities in the course of their child’s
care: rather than a side-by-side relationship with no
responsibilities beyond providing information, thev

envision their role as 'part of the team’ (44), with
specific responsibilities for good medical communi-
cation. The discourse analysis also revealed parents’
nuanced pereeptions of clinicians” communication
roles and responsibilitices.

In what follows, we first present the theoretical
framework, background, and methods of our study.
We then present the findings of our analysis of
parents” accounts for good and poor medical com-
munication, and discuss these in terms of a more
specific and complex role-responsibility framework
than is usually assumed for communication between
medical teams and families.

2. 'Theoretical framework

Our research emerges from a body of work an
medical team communication focused primarily on
communication within and across medical teams.
ledema (2005) calls the hospital a ‘crowded clinical
space; with intra- and inter-team-based communi-
cation taking place in formal and informal contexts,
from team rounds to hallway talk (see also Atkinson,
1995).

Relatively few studies have explored team commu-
nication with patients and families, although medical
anthropologists have described such communication.
Anspach’s (1993) ethnography of team-based care
and communication in a neonatal [CL showed that
medical teams made crucial clinical decisions and
then presented them for parental assent, rather than
engaging in shared decision-making. Cassell's (2005)
cthnography of surgical ICUs similarly showed that
end-of-life communication with familics was initi-
ated only after the attending physician determined
that the withdrawal of life support was clinically
responsible and ethically appropriate; Barton (2005,
2007) developed a discourse analysis of the jointly-
constructed ethics of these end-of-lite discussions.
Maynard (2003) described family conferences at a
clinic evaluating children for developmental disabili-
ties, arguing that interaction was directed at moving
parents toward the medical view of their child as
learning disabled or cognitively impaired. Overall,
these studies have revealed medical team members
assuming primary responsibility for both communi-
cation and care, with parents providing information
medical team members need to do so.

[n this study, we adopt a role-responsibility
framework for medical care and communication
presented by Sarangi (in press). In this framework,
roles are related to responsibilities in terms of sets of
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expectations for clinicians and lay patients/familics
(Hall ef al. 2006). In medicine, these role-responsi-
bility expectations were first described as a comple-
mentary structure by Parsons (1951). Patients occupy
what Parsons calls the sick role; to do so legitimately,
they must strive to get well, in part by cooperating
with chimcians. As mentioned, traditionally parents’
communicative responsibility 1s simply to provide
chnicians with information.

In developing a role-responsibility framework for
medical communication during the death of a child
man [CUL we examine how parents account for com-
municative behaviors they report as having occurred
during their child’s dying. We follow the social con-
structionist approach to accounts, as presented by
Buttny (1993: 167), which starts from the position
that "human actions, social relations and states-of-
atfairs are not invariably self-explanatory, or may he
seen by others as problematic, so actors may need to
tell their version of events — to account for them! In
other words, people routinely use accounts to explain,
justifv, or excuse their own (and sometimes others')
actions, Our analysis of parental accounts uncovers
parents” perceptions of what constitutes good and
poor medical communication and their understand-
ing of medical communication role-responsibilities.

Parents of children who died in the PICU of a
hospital atfiliated with the Eunice Kennedy Shriver
National Institute of Child Health and Human
Development Collaborative Pediatric Critical Care
Rescarch Network (CPCCRN) 3 to 12 months prior
to the start of the study were eligible to participate.

[f parents agreed to participate, trained interview-
ers conducted a semi-structured audio-recorded
telephone interview.” Parents were encouraged to
claborate on their experiences by the use of verbal
prompts and appropriate pauses. Throughout the
mterviews, parents offered many spontancous com-
ments about their experiences during the PICU
adimssion i which their child died, which became
the data for our study,

\W e nate at the outset that retrospective interview
data s a contested source for a discourse analysis,
in that interviews potentially create a context in
which interviewees might teel compelled to provide
sociallv appropriate answers (Cameron 2001). Also,
parents who consented to an interview may not be
representative of bereaved parents. Further, we note
that the interview guidelines for the original study
vncouraged interviewers to prompt parents for elabo-
rations of their answers. What effects these interview
aspects nrav have had on parents is not easily known,
but thev stand as caveats to the representativencess
and generalizability of our analysis and discussion.

Despite possible shortcomings, the interview data
provide a number of parents’ accounts for medical
communication during their child’s course of care in
the PICU, data that arguably reflect their perceptions
on that communication.

3. Method

The present study analyzed data from 51 interviews
with bercaved parents. Working primarily from
written transcripts, CG and EB analyzed parents’
accounts for medical communication behaviors,
using QSR NVivo software to aid in data manage-
ment. Drafts of the analysis were then sent to the
larger research team for member vertfication (KM
and SE), as suggested by Roberts and Sarangi (2005).
KM also presented the analysis to members of the
CPCCRN for additional feedback.

3.1. Data collection

The data for the discourse analysis consisted of
parents’ narratives and descriptions of medical
comimunication. Narratives include stretches of dis-
course that recount past events and include at least
one ‘temporal juncture’ (Labov 1972); desceriptions
summarize past events without specific temporal
juncture. We identified these narratives and descrip-
tions by parents’ use of reported specch (Coulmas
1986) within talkk about a past medical encounter. We
define reported speech broadly as the representation
of previous communication in constructed dialogue
(Tannen 2007).

Reported speech is traditionally divided into two
types: divect, where a speaker purportedly repeats a
previous utterance word-for-word (quotation), and
indirect, where the speaker reconstructs an utter-
ance in his or her own words. Our data featured
both types. For example, one parent, in remarking
that some physicians were rude, used direct reported
speech to provide an example: Somebody [one of tie
clinicians] woudd be like, 'Well, I can't answer that'(3).
Another used indirect reported speech to represent
something a physician said: [ mean he told me that
[Kevin] was gonna pull through this (7). Speech can
also be ‘reported’ in a more general way; parents
did this in our data when they described extended
courses of communication. For example, one parent
described the communication at an autopsy meeting:
She [the plysician] explained in at least you know
pretty decent detail wihy they did some of the things
they did (32).
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To identify narratives and descriptions of medical
communication, we looked for reported speech,
using a broad definition to include direct and indirect
reporting of specific utterances as well as retrospec-
tive talk about larger communicative activities such
as explaining, telling, giving information, answering,
describing, and being informative in communicative
settings such as meetings, conferences, and bedside
or hallway communication.

3.2. Data analysis

These narratives and descriptions of medical com-
munication were heavily evaluated (Labov 1972),
both negatively and positively. Parents’ accounts for
the medical communication they describe proved
the most intriguing evaluative feature. As noted
above, accounts serve many interactional functions,
among them managing impressions and reinforcing
social norms (Buttny 1993). [n our data, parents used
accounts to evaluate, both positively and negatively,
specific aspects of communicative behavior — both of
clinicians and of themselves. These accounts provide
a means of uncovering parents’ perceptions of the
distribution of communicative roles and responsibili-
ties in the PICU.

The coding procedure was as follows: we first
identified narratives and descriptions of medical
communication by looking for reported speech in
talk about prior medical encounters, finding one or
more present in 44/51 (86%) interviews., We found
a total of 129 narratives or descriptions of medical
communication, each of which included one or more
instances of reported speech. Within these narratives
and descriptions, parents produced an account for
communicative behavior about one-third of the time
(11 =47/129, 36%).

The following excerpts illustrate descriptions of
medical communication without and with an account
for communicative behavior (italicized):*

(la) I mean basically we talked to the doctor and
everything while [Kurt] was in there and you
know they pretty much — any questions that
they had - we had — they explained it very well
while we were actually in there, (51)

(1b) We were that way the whole time he was in the
hospital, ‘why are you doing that, what are you
doing, what — what will that help, what side ef-
fects will there be! We were probably vou know
more inquisitive than maybe the average parent
and part of that just because we're — we're older
parents. And, an uh, I mean P'm — I'll be 37 this
year and my wife will be 31 and this was our first
child and sowe probably have a higher education

level and a little more experience. in life than a
lot of the parents you all see there ... . (2)

Although the description of clinicians answering
questions in (la) is positively evaluated (very well),
it is not evaluated with an account. In the descrip-
tion of parents asking questions in (1b), the parent
does provide an account (italicized) that explains the
communicative behavior of asking many questions:
these parents are more inquisitive than the average
parent seen in the PICU due to their age, education
level, and life experience.

We argue below that these accounts identified
parents’ and clinicians’ communicative behavior
as responsible or not responsible in a complex
role-responsibility framework. We analyzed these
accounts in terms of role — whether they evaluated
the communicative behavior of self (parents) or other
(clinicians): (1a), for example, evaluated clinicians
(the doctor, they), while (1b) evaluated the parents
themselves (we). We also coded what kinds of respon-
sibility the accounts assume or assign: (1b) was coded
as gathering information. We then coded whether
that responsibility was represented as fulfilled or
unfulfilled: (1b) was coded as fulfilled. The matrix
of the coding is presented in Table 1, with example
(1b) illustrated.

Table 1: Account coding

Fulfilled Unfulfilled
lesponsibility Responsibility
Parent (extract 1b)

Clinician

Each account occupies one of the four cells of

Table 1. The frequencies from coding and the specific
responsibilities named in the accounts are outlined
in the next section.

4. Findings

We present our findings in three subsections: overall
findings, parents using accounts to identify their
own responsibilities in medical communication,
and parents using accounts to indicate clinicians’
responsibilities.

4.1. Overall findings

Within narratives and descriptions of medical com-
munication, we found 47 accounts for communicative
behaviors. As shown in Table 2, 22 (47%) accounts

ekl L
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were parents evaluating their own communicative
behavior; theé remaining 25 (53%) evaluated the com-
municative behavior of clinicians, primarily physi-
cians. Interestingly, parents accounted for their own
responsibilities for medical communication almost
as frequently as clinicians’ (47% vs. 53%), indicating
that they held themselves responsible for aspects of
medical communication.

Table 2: Overall findings

Fulfilled Unfulfilled Total
Responsibility Responsibility
Parent 9 13 22 (47%)
Clinician 7 18 25 (53%)
Total 16 (34%) 31 (66%) 47 (100%)

Also interesting to note is that parents saw com-
municative responsibilities, both their own and the
clinicians, as fulfilled (# = 16, 34%) less often than
they saw them as unfulfilled (1 = 31, 66%). This may
reflect the general association between accounts and
matters that require explanations (Buttny 1993), but it
also may reflect parents’ perceptions that PICU com-
munication needs improvement, perhaps underlying
their reports in the larger study that they wished to
attend a bereavement conference in part because they
wanted to provide feedback to the PICU team (Meert
et al. 2007, 2008).

Across the 22 accounts for parental communica-
tion, we found that parents described their specific
communicative responsibilities in four categories:

(a) participating in the team (1 = 2)

(b) gathering information by asking questions
(n=7)

(¢) understanding the complexity and uncer-
tainty of medical communication (1 = 10)

(d) communicating with appropriate affect
(1 =3)

Across the 25 accounts for clinicians’ communication,
parents described communicative responsibilities for
clinicians in four related categories:

(a) communicating professionally in their roles
as clinicians (i = 6)

(b) communicating medical information clearly
(n=4)

(c) managing parents’ hope without creating
false hope (n = 9)

(d) communicating with appropriate affect
(1 =6)

These categories will be presented with examples
below.

4.2. Parental roles and respounsibilities

4.2.1 Participating in the team

Two parents in two accounts explicitly identified their
role as a member of the team caring for their child in
the PICU. Excerpt 2 shows one parent’s account for
the good medical communication that took place over
the course of her daughter’s care in the PICU:

(2)  P: 1 was very much in contact with them [the
doctors]. We — you know [were] very up on
everything that was going on and | was part
of — I really was part of the team. Which I felt
was extremely helpful for me as a parent to re-
ally feel like I was participating in their team.
[ understood what was going on, | knew what
she [the child] was going through ... (44)

For this parent, being very much in contact and very
up on everything was related to her role as part of
the team, allowing her to fulfill her responsibility of
participating in what was going on, not only clinically
(up on everything that was going on) but also empa-
thetically (what she was going through).

A second parent gave an account for the poor
communication that took place during his son’s time
in the PICU in which clinicians shut the family out,
thereby preventing them from fulfilling the parents’
responsibility to participate in the team, despite the
fact that extended family members were down there
struggling and trying and working just as hard as
anybody else (14).

4.2.2. Gathering information by asking questions
An important responsibility parents held for them-
selves was to gather information from clinicians — to
ask questions and to learn as much as possible about
their child’s course of care, including his/her dying.
Five parents, in seven accounts, highlighted this
responsibility, with four accounts describing parents’
fulfilling their responsibility to ask questions, and
three explaining their failure to do so.

Accounts for parental success in fulfilling this
responsibility pointed to something specific about
the parents’ background (1 = 2) or to their more
general characteristics (# = 2). For instance, in (1b)
above, a father accounts for the questioning he and
his wife directed toward clinicians by explaining
their background as older, educated, and experi-
enced parents. Similarly, a mother accounts for her
information-seeking behavior by explaining her
professional background as a nurse (34). In a more
general example, a parent described asking questions
of multiple members of the medical team caring for
her child:
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(30 P because anytime | had a gquestion Dworded ask
anvhody until 1 got to the right person to have

the question answered. (5:4)

This mother accounts for her communicative behay-
ior through her personal quality of persistence.
Parents who were unable to ftulfill their respon-
sibilities as information-seekers (1 = 3) attributed
their failure to the great stress and distress they
experienced during the period of their child’s treat-
ment and death:

(4 Po Ddidn't know what else — what else to address
We were going through a veally tough tine heve.
didint — was talked out abowt it and was
atervievwed sonaaty timies. L didict wennd to talk

to anvone else abowt it (55)

Examples like this one illustrate the classic use and
function of an account within a description or nar-
rative of problematic conduct (Buttny 1993): the
parents identify a responsibility they did not fulfill,
and give an explanation/justification.

2.3 Understanding the complexity and
wncertainty of medical convmnication
Although parents see their responsibility to ask ques-
tions of medical team members as important, they
did not stop at this responsibility alone. In the PICU,
and especially in a death, a child’s course of care can
be complex and uncertain, which may result in insuf-
ficient or uncertain information being provided by
clinicians. Eight parents constructed ten accounts
for their own comprehension (or lack thercof) of the
uncertainty and complexity inherent in medical com-
munication. These accounts suggest that a primary
parental role-responsibility is to (try to) understand

medical communication.

Three parents indicated that they fulfilled this

responsibility in four accounts. In (5), a parent pro-
vides an account for successful understanding as
related to personal qualities:
(5)  Pr They answered you know everything that vou
know everything that | needed to know that |
knew that they could answer. ' a fairly logi-
cal person. Awe I understand that they dow't
necessarily have all the answers and a lot of
tismes the answers that people do have are not
the answers that I really want. (32)

[n contrast to this parent who is rational and
understands that physicians don’t necessarily have
all the answers, five parents in six accounts indicated
that they failed to understand complex or uncertain

information. For instance, one parent accounts for her

lack of understanding by describing her cmotional

state during her child’s course of care:

(o) Prowhen we had alittle conference . But, vou
know, when we watched the changes in her [the
child’s] body, um, and wm, naybe vwe've jrst also
very distranglit. You Kienv? Sonsetines you can't

CVCH fiear Whal s going o, eithier £ ot giite

sere hone elear vou are then, vou kion? (16)

This mother’s account is similar to how parents
explained their failure to fulfill the parental role of
information-gatherers due to stress and distress
(Excerpt ).

Parents holding themselves responsible tor under-
standing the complexity and uncertainty of medica

communication is a more specific and nuanced
responsibility than simply gathering information. Yet
this was the responsibility most often identified by
parents (1 = 10), and the one that they reported most
often as a responsibility they did not fulfill (4 - 6).

£24 Communicating with appropriate affect
Information is one important facet of interaction;
affect, which encompasses 'feelings, moods, disposi-
tions, and attitudes’ (Ochs and Schicttelin 1989: 7,
is another. In talking about their experiences with
medical communication in the PICU, two parents
in three accounts described volatile exchanges in
which they exhibited inappropriate atfect, and offered
accounts for their behavior in terms of their stress and
distress. For example, a mother who describes yvelling
at a physician explains in an account:
Poaverysorey for the way d yelled at dnne - By
ves Lansorry for the way Lrcacted but itwas |
wats i shoek, (8)

Inasimilar but less volatile example, a fdther accounts

for his rude behavior to a nurse by explaining that
he was a fittle npset because she did not keep him

informed about his child’s situation.

4250 Stninary

As shownin Table 3, parents identified specitic com
municative responsibilities and accounted tor their
ability to tulfill or not fulfll them.

Parents assign multiple communicative respon-
sibilities to their role, but they do not scem o teel
that they were able to fulfill them well (13722, 599
In a moving finding, one kind of account tor com
municative behavior crossed all categories: in their
explanations, parents took the blame tor heing
unable to satisfy their role-responsibilities in medical
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FFulfilled

Partic ipating on the team 1
Gathering information |
Understanding complexity and }
tncertainty

Communicating with 0
appropriate affect

[ortal G A

Unfulfilled Total
T s ere

[§] 10

) 3

3{59%)

22 (100%)

communication because of the gricvous distress ol

losing their child in the PICLL

L3 Professional roles and responsibilities

Lodds Commnaricating professionally in theiv roles
as clinicicns
Parents did not exphiatly describe clinicians com
municating in terms of roles as members of the PICU
team; however, in theiraccounts they did point to cli
nicians’ responsibility to communicate professionally.
Five parents in six accounts described communica-
tive behavior they identitied as unprotessional. For
example, one parent described a specific statement
that she criticized in her account:

e Wy would the doctor tell me that if - i

[Tamal] -~ 1f most parents - il most — if most

I most parents see therr kids sink like that
they'd have gone ahead and let them die, That's
Hirf }H'rg,J’('_\‘.:!'rm(f{ﬁ:rN dactor forsey toa pavenl.

(13)

I another example, a parent told a narrative of a
request for organ donation and eriticized the clini-
cran’s protessionalisn:

P Tremember when he was telling us my son was
brain dead in the same sentence he was asking
us to donate his organs. Awd I feel that was

ttappropriale ot te tinme. (8)

Both of these excerpts report mcmm'ahlosingltr utter-
ances of climcians” stepping out of their professional
rolus — moments of medical communication that may
[cad to hitter recollections of careless and wounding

words  (TONT 2005: 104).

1520 Connmmnicating imedical information clearly

As shown above, parents described their responsi-
bility to gather information; in a related finding two
parents i four accounts hold clinicians responsible

for communicating medical information clearly. In
two descriptions of her son's course of treatment and
subscquent autopsy meeting, one mother accounts
for clinicians’ tulfilling this responsibility:

(1o - T think that while we were there we had every-
thing answered that we asked as best that they
coudd really answer s, U, Linean they quite
Wterally did cverything they possibly could to
Sigure ond what was wrong with onr son, (31)

Like the parent in excerpt (1b), this mother indicates
that she asked many questions and relates the com-
munication to the clinicians' eforts in the care of her
child (they quite litevally did everything they possibly
could Lo figure ont wiheat was wrang with our son) in
their fulfillment of the responsibility to communicate
clearly (as best they could).

[n contrast, in one father's two accounts of the
communication during his son’s treatment, he points
to clinicians’ not communicating medical informa-
tion clearly:

(11) P lhat basically they overwhelm vou, you know,
with so many numbers and how many monitors
are doing that and all that - that, you know, And
Fthink they just — I think they forget that you're
not a doctor: You know, and that vou really don't
have any clue what they're talking about. (14)

This father offers a reason for the poor medical com-
munication in his account — physicians can forget
that parents are not doctors — but when clinicians do
not fulfill this responsibility, the result is that parents
don't Jiwve any clue what they're talking aboit, not
the goal for medical communication from cither the
parents” or the clinicians perspectives.

453 Managing parents lope without creating
Jalse hope

As shown above, parents held themselves responsible

not only for gathering but also for understanding
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complex and uncertain medical information. A
related responsibility parents assigned to clinicians,
however, was management of the relation between
complex and uncertain medical information and
prognosis; put another way, parents held physi-
cians responsible for managing hope, specifically by
not creating false hope. Five parents offered eight
accounts for managing hope.

Two parents in three accounts seemed to indicate

that clinicians fulfilled, or at least may have tried
to fulfill, their responsibility to manage hope. One
parent, for example, described clinicians who kind
of ignored us a little bit, which would seem to be
problematic communicative behavior, but accounted
foritin terms of clinicians not wanting to destroy the
parents’ last glimmer of hope:
(12) . I'mean when I asked questions, um, they were
explaining things. But, you know, many times
they came in during the day and, uh, there were
things just — and then they walked out. And,
kind of ignored us a little bit, And I realize now
when [ look back that — that the doctors realized
certain things where we had still this glimmer
of hope. And, um, but they had seen — have so
much experience they do know and understands
the signs. And, wm, [ don't know if they really
wanted to tell us more about it. And, take this
glimmer away. (16)

Another parent offered two accounts that expressed
similar uncertainty as to the physician's seemingly
problematic communication:

(13) P: And Il don't know if he knew it or he just trying

to help e out or what. [ don’t know. (7)

This parent expresses her uncertainty about the intent
of the physician’s communication, which may have
been trying to help me out. These three accounts for
managing hope were the most ambiguous accounts in
the data: none of them offers an unqualified endorse-
ment of the ways clinicians may have been managing
parents” hope, but they do contrast significantly with
accounts in which parents more unambiguously held
clinicians responsible for creating and maintaining
false hope.

Three parents in six accounts held clinicians

directly responsible for creating or maintaining false
hope as the death of their child approached:
(14a) P:  They seenit [child’s death] coming and I could
tell by their actions after the fact that they seen
it coming and it's — it seemns like they led us on
Jfor a little, little longer than they should. (45)

(14b) P:  And how much was [ supposed to take when
I'sit there and I'm thinking that all my hope is
you're telling me that OK she’s gonna be OK.
And that’s all I'm hearing and 1 know that, /
don't know if that'’s their job. 'Cause I would
have much better they told me her chances were
slim or her chances was nil or something. But
shes not gonna be OK. And I got mad at them
because they told me she was gonna be OK if
she wasn't. (24)

One final example of an account for a clinician not
fulfilling the responsibility to manage hope without
creating false hope is expressed in terms of what the
parent would like clinicians to know about balancing
hope and realism, both in care and conimunication:

(15) P: Remember when you're on that floor there’s kids

they can't help. (53)

4.3.4. Communicating with appropriate affect
Finally, five parents used six accounts to assign
physicians’ responsibility for communicating with
appropriate affect (1 = 6). Parents saw appropriate
affect in terms of clinicians’ view of their child as
more than simply a patient or a routine clinical case.
When clinicians make this view clear, as one mother
explains, they provide something to hold on to:

(16) P:  Iremember the day that they called me and tel
me that my baby had a stroke and | was so mad,
['wasmad at the world. ... And she [the doctor]
said ‘[Donnal? How can you think that having
your child and getting to know her, see what
shelooklike' ... And that was kind of something
to hold on to ... She first saw a baby before she
saw Down's symb‘m-m.‘. (30) -

Parents criticized clinicians who failed to fulfill their
responsibility of viewing their patient as a child:

(17) P Um, just the way he presented the information
in such a cold matter of fact tone. Without any
real consideration for what he was really talking
about. It was like he didn’t have a concept that
he was talking about a human being. (20)

When parents detected that their physician was
thinking of their child solely as a patient, they held
that physician responsible for failing to communicate
with appropriate affect.

4.3.5. Summary

As shown in Table 4, parents identified specific
communicative responsibilities for clinicians
and accounted for when they were fulfilled or
unfulfilled.
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Table 4: Professional responsibilities

- Fulfilled Unfulfilled Total
Communicating _ - 0 6 6
professionally

Communicating clearly 2 2 4
Managing hope 3 6 9
Communicating with 2 4 6
appropriate aflect

Total 7 (28%) 18 (72%) 25 (100%)

Parents criticized clinicians who did not fulfill their
responsibilities of communicating professionally and
clearly; they also criticized clinicians who created
false hope or who communicated with an inap-
propriate affect. Although the majority of accounts
were critical (i = 18, 72%), perhaps again reflecting
the association between accounts and problematic
behavior, the responsibilities parents assign to clini-
cians comprise a nuanced set: parents hold clinicians
responsible not only for information but also for the
implications of their communication of that informa-
tion, particularly in terms of the hope parents have
for the life of their child. Interestingly, as parents
pointed to their own stress and distress as impeding
their ability to fulfill their own responsibilities to
understand the medical information they received
during their child's course of care in the PICU, they
also acknowledged that physicians sometimes do
not fulfill their responsibilities for similar reasons,
particularly with respect to managing hope. As one
parent empathetically said in describing end-of-life
communication: It’s difficult for doctors to talk to
parents; They feel distressed (16).

5.  Discussion

In descriptions of team-based care in the PICU, an
ideal is that ‘parents are part of the care team’ (IOM
2003: 7). What this means in the ‘crowded clinical
space’ (ledema 2005) of the hospital, however, is
not always clear. We have argued here that par-
ents identify medical communication as a shared
role-responsibility of team-based medical care that
incorporates parents as part of the team, and not in
a superficial way.

Our analysis showed that parents hold complex
role-responsibility expectations for good medical
communication, both for clinicians and for them-
selves. These role-responsibility expectations come
in four related sets:

(a) if parents are to be part of the team, then
clinicians are to communicate with them
professionally;

(b) if parents are to fulfill their responsibility
to gather information by asking questions,
then clinicians are to communicate medical
information clearly;

(c) if parents are to work to understand complex
and uncertain medical information, then cli-
nicians are to manage their hope responsibly
by not creating false hope;

(d) if parents are to communicate with appro-
priate affect despite the stress and distress
of losing their child, then clinicians are to
communicate with appropriate affect by
respecting the patient/child as a person.

In the context of the extensive research literature on
medical communication, it is not surprising to find
that medical communication is to be professional
(a), comprehensive and comprehensible (b), and
appropriate to the emotional context of the death of
a child (d) (IOM 2003, Ch. 4).

Of particular importance, however, is (c). That
parents hold themselves responsible for understand-
ing the complexities and uncertainties of medical
information is a more specific and nuanced perspec-
tive on medical communication, a responsibility
beyond the commonly assumed perception of parents
as primarily information providers and gatherers. It
is, essentially, a responsibility to try to understand
prognostic uncertainty. For clinicians, prognostic
uncertainty accompanies most complex courses
of care; it is an essential perspective underlying
clinical reasoning and decision-making. Prognostic
uncertainty, however, is not as well-known as part of
medical care outside of the profession, and clinicians
have identified communicating hope for prognosis,
especially at the end-of-life setting, as a particularly
vexed type of medical communication, fraught with
clinical, ethical, and emotional issues (Christakis
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1999). As shown in Tables 3 and 4, parents in this
study identified their responsibility to understand the
complexities and uncertainties of medical informa-
tion more often than any other category (1 = 10), and
they similarly mentioned clinicians’ responsibility to
manage hope appropriately (1 = 9) more often than
any other category. Parents also saw these responsi-
bilities most often as unfulfilled by themselves (1 = 6}
and by clinicians (1 = 6). These findings suggest
that clinicians may need to explain the nature ot
prognostic uncertainty to parents as the basis for
balancing hope and realism. Parents” understanding
of prognostic uncertainty is, perhaps, the means to
preclude false hope, both in clinician communication
and parent understanding. In other words, clinicians
should describe to parents, as clearly as possible,
the course of the child’s clinical care, including the
reasons for and implications of tests and procedures.
As a result, parents may have a better understanding
of physicians’ uncertainty as well as their own,

The move to team-based care has been important
and successtul in improving medical care, including
end-of-life care in the PICU, and the move to incor-
porate parents as part of the team has begun, both
in communication and in decision-making (10OM
2003). We have argued here that parents’ perceptions
of their roles as part of the team (44) encompass
specific responsibilities tor good medical communi-
cation, including the responsibility to understand the
complexities and uncertainties of clinical care, even
when the course of care leads to the death of their
child. We end by suggesting that compassionate care
is more effective when team-based care is structured
so that parents can enact their role and consider their
deeply-held responsibilities fulfilled in answer to the
primary question concerning the death of a child:
Were we good parents? (11).

6. Conclusion

As with any exploratory research, this study has
several limitations. First, the sample may not be rep-
resentative of all parents who have lost a child in the
PICU. Second, the data base for the discoursc analysis
was relatively small: the total number ofaccounts was
47, which means that the communicative responsi-
bilities parents identified may not be comprehen-
sive. Third, while the findings and discussion were
reviewed by clinicians (KM and other members of the
CPCCRN), they were not reviewed by parents due
to the design of the larger study, which was sensitive
to the burden of bereaved parents.

Our tindings, however, do point to interesting
questions for future research. First is the question
of whether physicians perceive a role-responsibility
framework similar to the one we described for parents.
An interview study with PICU physicians is now being
conducted to investigate this. Second, this study points
to the need for more in-depth linguistic analvsis of
communicating about prognosis, perhaps by analy-
zing communicative events that surround prognosis,
such as PICU team mieetings with parents. Third, for
discourse analysts investigating medical communica-
tion, this study suggests that retrospective narratives
and deseriptions are important sources of information,
particularly when evaluative features are considered.
We looked at accounts as just one evaluative feature
explaming perceptions of medical communication; it
would be interesting to widen the analysis to explore
others, such as embedded adjectives (e.g., [ felt like e
wets really callous at the tine) and qualifiers (e.o. e
were pretty ek kept pretty updated o everytlinng
that was going on). Finally, this study points to the
importance of looking at the details and complexities
of medical communication in acute care settings using
multiple sources of data, including interviews, which
were shown to reveal parents” insightful and nuanced
perceptions on their own and their clinicians’ respon-
sibilities for medical communication.

Notes

. this work was supported by cooperative agrecments
from the National Institute of Child Health and Hu-
man Developmentand the Department of Health and
Human Services. Full details of this studv, meluding a
description of the ethical protocols for working with
bereaved parents, were provided to the reviewers of
this article and are published in Meert et af 12007 and
Muert ef al. (2008}, The original study found that the
majority of parents (= 33/56, 59%) would like to have
afamily conference regarding their child's death, parth
to review information about the course of their child's
care and death in the PICU and gain reassurance that
their child had received the best care possible, but also
to provide feedback about the experience (N eerted af
2007 Inasecond study, Meert et el (2008) conducted
a qualitative content analysis of the data to describe
parents’ perspectives on clinician-parent conununica
tion during their child’s time in the PLC UL This study

MRG0,

T1%) wanted to provide feedback on communication

found that a significant majority of parents (11 -

as part of a bereavement conference and identificed
seven conununicative issues of interest to parents:
the top three were the physicians” availabality and at
tentiveness to parents’ informational needs, honesn
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and comprehensiveness of the information provided,
and aftect of the clinician.
L We nse the following transcription conventions to
present the examples:
Vbl e ek e« (RE 1 W g

TN Falline mtonation at atlenance el

PRSI LTt 4 (uistion
vembaneng iborabore witbun ollerang

wlhwe e vou diing that,

| kevin

' ]

TR TR TR AN fetlia it 2ol tesd byesias ey /

T e ey

fterviewer back channels and other short utterances
were eliminated in the examples.
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