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Introduction

Background & Significance

Life-sustaining treatments—treatments that repfzoe or more than one part of the body
that has ceased functioning (McGee, 2011)—are asongly being used in intensive care units
across the country. Among Medicare beneficiarigs,af intensive care in the last month of life
has increased over the last ten years to 30% (&eal, 2013). Such care is costly; patients who
are admitted to the intensive care unit prior &rtdeath have an average inpatient cost of
$24,541 compared to an average cost of $8,548atiergs who are not admitted to the intensive
care unit (Angus, et al., 2004). Aside from therexuic strain, there is a concern that the use of
such treatments may only prolong the quantityfefwhile not improving the quality of life (and
in some instances, even decreasing quality of [ifiegrefore, decisions often need to be made
about the use of certain treatments in certairasdos.

It is estimated that less than 5% of patients @nititensive care unit are able to make
their own decisions about life-sustaining treatn@mendergast & Luce, 199%)hen a patient
is unable to make decisions, the decision becoheesesponsibility of a surrogate decision
maker. Surrogate decision makers need to makeyndfdecisions, such as whether to
withdraw the patient from the ventilator (likelyalding to the patient’s death) or to continue
mechanical ventilation with a tracheostomy (whiohlild sustain the patient’s current condition
indefinitely). Surrogate decision makers struggithwnaking this decision for many reasons,
including not wanting to be responsible for lettihg patient die (Schenker et al., 2012).
Research focused on surrogate decision makerstierpe in making treatment decisions has

highlighted that it is a very stressful and buraens experience (Wendler & Rid, 2011). The
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stress has even been likened to post-traumatiesstiisorder, as research has shown that stress
levels are high immediately after the decision,ieatain elevated for at least six months after
the decision is made (Tilden, Tolle, Nelson, & Eg&l2001).

While decision making regarding life-sustainingatraent is inherently challenging for
surrogate decision makers, experiencing conflithwie healthcare team can exacerbate the
difficulty. Conflict in the intensive care unit exceedingly prevalent. Physicians or surrogate
decision makers perceive conflict in about twodhiof patient cases (Schuster, Hong, Arnold,
& White, 2014)Half of surveyed nurses reported experiencingastlene situation of conflict
in the previous week worked (Edwards, ThrondsoGigardin, 2012). Perceived conflict with
the healthcare team is associated with surrogaiside makers’ distress and lower health-
related quality of life 90 days after their expade in the intensive care unit (Lemiale et al.,
2010). Negative effects of conflict are not limitedsurrogate decision makers; clinicians also
experience distress, burnout, and decreased qoélgtient care from conflict with surrogate
decision makers (Danjoux Meth, Lawless, & Hawrylu2R09).

Communication between clinicians and surrogatesttatimakers may bring about
conflict. Research in primary care has shown tlaat clinicians communicate about treatment
can affect how recipients respond to the treatmedliding whether they resist the proposed
treatment (Stivers, 2005). It is therefore impematio explore how clinicians communicate about
decision-making regarding life-sustaining treatmemd how surrogate decision makers respond,
including whether they express resistance to ged@ammunication practices. In addition, it is
important to consider how nurses communicate withogjate decision makers, as they have a
constant presence at the bedside. In this dissertaiqualitatively and quantitatively examine

communication between clinicians and surrogatesitatimakers while discussing decision



making about life-sustaining treatment, as wekgslore nurse-surrogate decision maker

communication.



Literature Review

Due to their effect on surrogate decision makexgerience, this review includes
literature on conflict, communication, and nursesthey relate to decision making regarding
life-sustaining treatment.

Conflict

The majority of conflicts between surrogate dexisinakers and the healthcare team
occur due to the family’s request for more treathtkean the healthcare team regards as being
valuable to the patient (Breen, Abernethy, Abb&tTulsky, 2001). A survey found that 32% of
surrogate decision makers would continue to requeatment if the physician indicated a 1%
chance of patient survival, while 18% of surrogageision makers would continue to request
treatment if the physician indicated no chanceatifgmt survival, partly due to skepticism in the
physicians’ ability to prognosticate (Zier et &009). Surrogate decision makers may also resist
making a decision regarding life-sustaining treath@together. Resisting a decision, such as
whether to withdraw the patient from the ventiladoto continue mechanical ventilation with a
tracheostomy, increases the risk of patient suiffefiom continuing treatment that is not
medically indicated (Billings & Krakauer, 2011; Olee& Hughes, 2001). About 90% of
surveyed healthcare practitioners believed enhaocaeuinunication training for physicians
would be an effective and acceptable solution tiregbs the issue of providing non-beneficial
treatment (Downar et al., 2015).

Communication

Surrogate decision makers have expressed frusiribm lack of communication

(Kirchhoff et al., 2002) and have emphasized thayiheed clinicians to listen and provide

communication that is timely, honest, and clearr{dlm Tilden, Tolle, Nelson, & Eggman,



2003). Researchers have explored the communicidiatroccurs during the “family
conference”, a time when the healthcare team andgate decision makers discuss decision
making regarding life-sustaining treatment. Twacdigse analysis studies showed that the
physician needs to present negative evidence gfdtient’s health statBarton, Aldridge,
Trimble, & Vidovic, 2005) and establish consenset the patient’s status is terminal before
surrogate decision makers will discuss decisionintpfAldridge & Barton, 2007). An
additional four studies showed that high levelswfogate decision makers’ satisfaction is
associated with physician use of empathetic statesr(&elph, Shiang, Engelberg, Curtis, &
White, 2008), high levels of shared decision-makiiite, Braddock, Bereknyei, & Curtis,
2007), high proportion of family speech (McDonaglale, 2004) and assurances that the patient
will be comfortable, not suffer, or abandoned befdeath (Stapleton, Engelberg, Wenrich, Goss,
& Curtis, 2006). These findings are important cimitions to our understanding of
communication in the family conference, but momeegch is necessary to determine if certain
communication practices lead to surrogate decigiakers’ resistance and potential for conflict.
Nurses

While physician communication appears to be ingrdrtnurses are also important to the
surrogate decision-making process. Two qualitagtuelies have shown that nurses can have a
positive influence on surrogate decision makergitglto make a decision for a patient in the
intensive care unit. Limerick (2007) found thatses provided surrogate decision makers
valuable information and support during the decisimaking process. Long and colleagues
(2011) revealed that nurses often clarified infaioragiven to surrogate decision makers after
the physician left, as one participant statedy afte “felt [the physicians] had just kind of

thrown up on me” (p. 209). This phenomenon, of \Wtileere has been little empirical
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investigation, has been termed the “meeting afftemteeting.” The meeting after the meeting
occurs informally between the nurses and family iara time when nurses interpret what was
said in the ‘formal’ meeting between the physicad the family (White, 2011). These studies
show that nurses appear to be valuable to surraigaision makers throughout the decision
making process, however their communication witincggate decision makers has not been
explored.

Addressing the Gaps

There remain two important gaps in the literat@garding our understanding of
communication during decision making regarding-$itestaining treatment. First, no studies have
explored how surrogate decision makers respontinicians’ conversational practices during
the family conference, and whether communicatiomnduthe family conference could lead to
surrogate decision makers’ resistance to engagdedision-making. While studies have explored
family satisfaction with communication, it cann@ inferred that high levels of satisfaction are
indicative of low levels of resistance. There soaho indication that the conversational practices
studied (e.g. empathetic statements) directly dountied to family satisfaction; it may be that
other features of the communication contributethé&r satisfaction. The analysis of such studies
has also primarily focused on the physician comication, ignoring the communication by the
surrogate decision makers in the interaction. Thieogate decision makers’ contributions are
important to examine because they can help tonmttie physician’s communication, as they
are contextually oriented. Without surrogate decisnakers’ contributions, the analyses are
largely incomplete. The details abdwgtw communication occurs are important for designing

interventions to reduce resistance and potentratdaflict in these conversations.
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A second limitation of current research is the esidn of nurse-surrogate decision maker
communication that occurs after the family confeeerit is clear from the literature that
surrogate decision makers’ interactions with nuesesmportant; however, their actual
communication has not been captured in previowdietuTherefore, it is not known how these
meetings function, what is discussed, and if nuhsgler communicate about the need for

decision making when conflict was present in thmifaconference.



Specific Aims
To address the gaps presented in the literatusegigsertation presents a mixed-methods
study using conversation analysis and event seguamalysis to explore the communication
between clinicians and surrogate decision makers.
The specific aims of this study are:
1. To determine how clinicians introduce the needdeeision making regarding life-
sustaining treatment and how surrogate decisiorersakespond
2. To determine the transitional probability ofteén introductions preceding resistance
3. To explore the nurse-surrogate decision matemeunication after the family conference
Thirty-six family conferences, in which decision kireg regarding life-sustaining
treatment is discussed for an intensive care pgatieere audio recorded. | first analyzed the
communication with conversation analysis to detagriow clinicians introduced the need for
decision making regarding life-sustaining treatnmamd how surrogate decision makers
subsequently respondeflitn #1). | then used event sequence analysis to deteriméne
transitional probability of certain introductionsepeding resistancé&{m #2). Finally, | used
conversation analysis to explore the nurse-sureodetision maker communication after the
family conferenceAim #3). The depth of this data will be crucial for idéyihg directions for

effective communication strategies and potentiddgreasing conflict during decision making

regarding life-sustaining treatment.



Methods
Design, Sampling, and Setting
This study has a cross-sectional design, in wB&Family conferences were audio
recordedData were collected in two units: a 24-bed neumaliea/medical-surgical intensive
care unit and a 12-bed burn unit with capabilit@sntensive care unit patients in all 12 beds, at
a community hospital in an urban, Midwest city oaek2-month period.
A convenience sampling design was used, with amgut to recruit all eligible
participants involved in a family conference wikte tfollowing inclusion criteria:
* English-speaking
» 18 years of age or older
» Participating in a family conference of a patietions intubated
Participants who do not speak English were excliumEruse the communication process for
non-English speakers was expected to be much eliffevith the use of a translator. Participants
less than 18 years of age were also excluded betheyg are not legally able to act as surrogate
decision makers or to be clinicians. Patients wigdrstubated are unable to communicate and
participate in decision making due to having anotératheal tube in their mouth. Therefore,
patients were not included as participants becthis@nsured capturing interactions of surrogate
decision making.
Procedure
| identified participants by visiting the units Maawy through Friday and asking nurses if
they had any patients who were intubated. Whertiamavas intubated, | contacted the

attending physician to describe the study and olite/her assent to invite staff and surrogate
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decision maker participation in the study. Thegrats nurse approached the surrogate decision
maker with an information sheet about the studyeti@rmine if he/she was willing to speak to
me. If the surrogate agreed, | discussed the studgtail and answered questions. If interested
in participating in the study, | asked the attegdamysician when the family conference would
occur. Consent was obtained from all participaefeta the family conference.

Data Collection/I nstruments

All family conferences occurred in the patient'®moor in a private room on the unit. |
started audio recording at the beginning of theveosation. If a nurse was present in the family
conference, | continued to audio record the confegafter the physician had left the room in
order to collect data on any potential communicattier the family conference.

During the family conferences, | captured the sagaen time of each participant’s
communication using a hand held computer loaded thi# WorkStudy+ program (Quetech Ltd,
Canada). | designed the input format on the prograitinat | had a button for each type of
potential participant in the family conference (fse,” “physician”, “family member” etc.).
When a person spoke, | touched the corresponditigrourhe program then documented the
time and sequence of each participant’s talk inrnberaction.This data collection allowed me to

match the voice in the audio recording to the typspeaker (“nurse,” “physician,” etc.) for
accurate transcription.

Data regarding the patient’s characteristics (agmitting diagnosis, race) was collected
from the medical record by the nurse and documenrteal patient information sheet. | collected
data on the patients’ characteristics and not tinegate decision makers’ characteristics

because: 1) surrogate decision makers are ofteti@mabbefore the family conference, and |

felt it would be inappropriate to ask them to do touch, 2) many surrogate decision makers in



11
the feasibility study stated relief that they damt have to give any personal information and
fewer may have participated if they needed to ¢jive information.

Of the 36 family conferences, there were 32 p#digpatient demographic characteristics
are presented in Appendix IIl). For 4 patientsydia recorded 2 family conferences. To ensure
diversity of conversation, | limited the numberfamily conferences led by each clinician to 10
family conferences and then no longer recruitedigpants led by those clinicians in future
family conferences. There were 2-26 participanthefamily conferences. Participants included
physicians, nurses, nurse practitioners, family tmens1and friends of the patient, case
managers, chaplains, and ethicists. Further dessripf the 36 conversations is presented in
Appendix II.

Data M anagement

| personally transcribed all audio recordings adirh using the transcription method
developed for conversation analysis (Hepburn & Bold2013)The transcription notations are
found in Appendix IV. | changed names (person apital), dates, or other identifiable
information in the transcriptions. In order to lithe hand held computer information, audio
recording, and patient characteristics, | codeth @hthem, numbered in consecutive order.
When | had the same patient (e.g. “01”) for a sdamynference, | numbered that conference
with a letter (“01a”) so that | knew the audio reting and hand held computer data should be
linked to patient “01.”

Data Analysis

| used a mixed-methods approach, utilizing corateya analysis and event sequence

analysis to analyze the data. | first used conti@rsanalysis to determine how clinicians

introduce the need for decision making regardifegdustaining treatment and how surrogate
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decision makers respondifm #1). Then | conducted event sequence analysis tordeterthe
transitional probability of clinicians’ introduciig preceding resistanc&i(n #2). | also used
conversation analysis to explore the nurse-sureogatision maker communication after the
family conferenceAim #3).

Additional discussion of data analysis is presemetie following chapters:

Theory and assumptions underlying each method ({€hap

Description of analysis for each method (Chapter 1)

Integration of methods (Chapter 1)

Specific process for analysis for Aim 1 (Chapter 2)

Specific process for analysis for Aim 2 (Chapter 3)

Specific process for analysis for Aim 3 (Chapter 4)
Other Notes on Methods

Video recording. Although | could have captured important detaflthe interactions by
video recording these observations, | made thesaechot to video record due to concerns of
confidentiality and recruiting. The refusal rateptarticipate in this study was 35.7%; 20 of the
56 eligible family conferences were not audio reeordue a family conference participant
declining to participate in the study. | believe tiefusal rate would have been higher if | had
video recorded the conversations, due to the asdieciveness of multiple video cameras and
potential ability to visually identify participants

Certificate of Confidentiality. To reduce the legal risk for clinicians, | ob&dmna
Certificate of Confidentiality. With the Certifieatthe audio-recordings of the family conference

could not be used as evidence in a legal proceeding
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Introduction to 4 manuscripts

These 4 manuscripts represent a cohesive body rif fnom the dissertation study. A methods

paper describes the innovative methodological aggdrdor the study, and three papers describe

results for the three specific aims of the study.

» Chapter 1: Combining Conversation Analysis and E®&qguencing to Study Health
Communication
0 The first chapter is a methods paper. Combiningyemsation analysis and event
sequencing is an innovative mixed-methods apprtaehnalyzing interaction
data. Using this approach could be helpful to frrtbur understanding of how to
improve communication in the healthcare settirdgdcribe both conversation
analysis and event sequencing, compare the asamafitehind each method, and
demonstrate my approach for combining the methods.
» Chapter 2: Doing Delicacy: Introducing the Needake a Decision about the Use of
Life-sustaining Treatment
o Chapter 2 attends to Aim 1 of this study: to deteenhow clinicians introduce

the need for decision making regarding life-sustgnreatment and how
surrogate decision makers respond. The focus sfdgper is to demonstrate the
use of a perspective-display invitation, as pathefperspective-display sequence
(PDS), to introduce the need to make a decisiomitdlie-sustaining treatment.
The surrogate decision makers responded to thigtron by providing their
assessment of the patient’s preferences. As darebaicians often incorporated

this assessment into a decision proposal.
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* Chapter 3: Decision Proposals in the Family Comfese
o Chapter 3 attends to Aim 2 of this study: to deieethe transitional probability
of certain introductions preceding resistance. Byianalysis of the first aim, it
became apparent that there was a difference indhiowians introduced
treatment decisions regarding withdrawing treatnaewt treatment decisions
regarding withholding treatment. In withdrawingat@ents, clinicians used the
PDS (described above), in which they first askeabiibthe patient’s preferences
before giving a decision proposal. However, in Willding treatments, clinicians
introduced the need to make a decision by diregtiyng a decision proposal.
Therefore, the focus of this paper was to compdfereint decision proposal
formulations and to determine the transitional piulity of certain proposals
preceding resistance or alignment with the proposal
» Chapter 4: An Exploration of Nurse-family Commurtioa after a Family Meeting in the
ICU.
o Chapter 4 attends to Aim 3 of this study: to expldre nurse-surrogate decision
maker communication after the family conferencdasfaper focuses on the
“meeting after the meeting” between nurses andgate decision makers, after
the physician leaves the family conference. Thibesfirst paper to explore

nurse-surrogate decision maker communication.



Chapter 1
Combining Conversation Analysis and Event SequenmrStudy Health Communication
To be submitted to Research in Nursing and Health

Word limit: 5500 words
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There is growing attention to the need to impromemunication in healthcare settings.

Communication is one of the most frequently ideadifroot causes of sentinel events reviewed
by The Joint Commission (The Joint Commission, 2046d improving the effectiveness of
communication among caregivers is a National PaBaifety Goal for hospitals (The Joint
Commission, 2016). Communication between cliniciamd patients is also important; using
clinician-patient communication strategies thatiave health outcomes and health care quality
is a goal of the Healthy People 2020 initiativesUDepartment of Health and Human Services,
2014). In addition, clinician-patient communicatigsrcentral to shared decision making, a
process in which clinicians and patients or theégpéis family communicate to define goals of
care and make treatment decisions (Kon, Davidsamrisbn, Danis, & White, 2016).
Consequently, it is vital to explore how we can ioy@ communication among clinicians as well
as communication between clinicians and patients.

Previous research methods used in health comntioncgtudies may leave important
gaps in our knowledge about how clinicians can bestmunicate. For example, studies that
have explored clinician-surrogate decision makeoshmunication in the intensive care unit
have focused on the relationship between certguadas of the clinician’s communication during
the conversation and family satisfaction with tbencnunication after the conversation
(McDonagh et al., 2004; Selph, Shiang, Engelbergti§; & White, 2008; Stapleton, Engelberg,
Wenrich, Goss, & Curtis, 2006; White, Braddock, &aryei, & Curtis, 2007). However, these
studies focused only on clinician communication dadot inform our knowledge of the
interaction that occurs between clinicians andaglate decision makers. Investigating the
interaction is important because it may providéginisinto how surrogate decision makers

receive and respond to clinician communicationmythe conversation. Without analyzing
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surrogate decision makers’ responses to specifician utterances used in the interaction, it is
difficult to determine which communication strategican best assist the surrogate decision-
making process.

One way to improve our understanding of healthcaramunication is to use an
innovative mixed-methods approach with both coratera analysis and event sequencing.
Conversation analysis is a theory of interactiothwmnethodological procedures for analyzing
interactions, including clinician-patient commurtioa, in disciplines such as sociology and
linguistics. Conversation analysts qualitativelydst the sequential organization of an interaction
and examine how each utterance leads to anotlezante in a conversation. Event sequencing,
a quantitative method, could also be used to apalye sequence of utterances as they occur in a
conversation. Although either method would be aiable approach to assess surrogate decision
makers’ responses to specific clinician utteranités,my contention that combining the
methods would provide a robust and thorough quaié@analysis along with statistical analysis
of important relationships. Studying communicatth this mixed-methods approach—using
conversation analysis and event sequencing—haseeot previously described. The purpose of
this paper is to describe conversation analysiseaedt sequencing and explain how integrating
these methods strengthened the design of a statgxplored communication between
clinicians and surrogate decision makers in thenisitve care unit.

Conversation Analysis

Conversation analysis is a theory of interactidgtinyinmethodological procedures for
analyzing interactions. A key assumption in conagos analysis is that interaction is
structurally organized (Heritage, 1984). Particiigan the interaction bring their competencies

of this organization to the conversation, whichuahces their behavior as well as their
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interpretation of the behavior of others (Heritat@84). Speakers take turns during a
conversation and even though there may be mujpigigcipants in the conversation, there are
minimal gaps between turns and minimal instancesseflapping talk (Schegloff, 2007). The
reason for this outcome is that each participahtirgging their competence of the structure of
conversation and following the organization accogty.

A second assumption of conversation analysisasdbntributions to interaction are
contextually organized (Heritage, 1984). Contexhis usage refers to the actions made by the
speakers in the interactions. What a speaker sayg€onversation is dependent upon what had
just been said in the conversation. Likewise, vehgpeaker says also determines what will be
said next in the conversation. As stated by Heeifd®84), “the context of a next action is
repeatedly renewed with every current action” g2)2How a speaker interprets what was said
informs what they will say next.

As interaction is both structurally and contextyiakganized, the third assumption is that
no detail in the interaction can be “dismissedriarp as disorderly, accidental, or irrelevant”
(Heritage, 1984, p. 241). The details of how sormnegtis said—not just what was said—are
critical to the analysis (Hepburn & Bolden, 201Bjerefore, the data for conversation analysis
comes from audio or video recordings of naturatlgworing interactions to ensure that all of the
details of the interaction are captured and restide. Other sources of data such as interviews,
observational data recorded through field notesoding schemes, or experiments involving
manipulation of behavior, are insufficient for ayga$ because they lose important details of the
interaction. There is a concern that these datalg instead be replaced by idealizations of how
the interaction occurred instead of how the intéoachad actually occurred (Heritage, 1984).

By using audio or video recordings of data, therattion can be played repeatedly as well as
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transcribed in a way that represents what theantem sounded like. Transcripts of the data
indicate volume changes, pitch changes, and oiadurfes of the sounds of the interaction
because every detail in the interaction is consd@nportant.

The primary focus of analysis in conversation asialis sequential organization or “any
kind of organization which concerns the relativasiponing of utterances or actions” (Schegloff,
2007, p.2). Utterances perform actions, such asestng, announcing, questioning, etc., often
through a single turn of talk (Clayman & Gill, 2Q1Zhe action of each utterance cannot be
determined in isolation, but is informed by thessres of actions in the interaction (Clayman
& Gill, 2012). Sequences are courses of action@mgnted through talk (Schegloff, 2007). The
analysis is focused on the actions accomplishetthéwutterances in an interaction, determined
by their placement and context in the interaction.

To demonstrate the usefulness of exploring amant®n using conversation analysis, |
will use the example of Stivers’ (2005) study oflfarician-parent discussions of treatment for a
child with a viral infection. Stivers (2005) foutigat when pediatricians discussed treatments
(such as cough medicine and fluids), parents refgmbwith minimal resistance; yet when
pediatricians discussed not giving antibiotics ep#s were more likely to respond with
resistance and sometimes even demanded antibiSbose physicians provided antibiotics after
such parent resistance, even though they are diotiied for a child with a viral infection
(Stivers, 2005). In these situations, looking atifg satisfaction would not be a useful outcome
to assess the communication strategies becawspassible that parents who demanded and
received antibiotics would be satisfied with thencounication. In addition, the details of how

physicians used different introductions to thettreant plan and how the family responded
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would be lost. Exploring the interaction using cersation analysis can therefore be valuable to
improve our understanding of communication in tealthcare setting.

Event Sequencing

Event sequencing is a quantitative method for mn@ag and analyzing observed
behavior. The “events” are the behaviors of inteirean interaction and the “sequence” of the
events during the observation is the focus of amslyhere are two key components of event
sequencing: 1) Systematic observation, and 2) Giagtthe process of behavior and not just
outcomes.

In order to measure the events in an observatiengbservation needs to be systematic.
Researchers need to identify the key constructiseo@nticipated events in an observation,
determine their research questions, and develagliag scheme (Bakeman & Quera, 2011).
Then, trained observers pilot the coding schemeaaheeve reliability in their coding of the
events in the observation. This “preplanning,” ador development of an adequate measuring
tool (the coding scheme) so that the observatiomsystematic (Bakeman & Quera, 2011).

Another important component of event sequencirigastheprocessf events are
captured and not just the outcomes. Event sequgieiptures the sequence of events as they
occur over time in a continuous observation pe(Rakeman & Deckner, 2005). Therefore, the
contingency of events occurring is important todhalysis, and researchers can ask questions
such as “When X occurs, what happens to Y?” (Bake&®uera, 2011). From capturing the
sequence of events, you can calculate the tranaltfrobability. The transitional probability is
the probability of transitioning from one eventamother in a sequence (Brown, Pridham, &
Brown, 2014). Lag sequential analysis provides awere detail in that it examines not just the

responding event (lag 1) after an initial event,the second responding event (lag 2), third
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responding event (lag 3), etc. (Chorney, Garciali@eBakeman, & Kain, 2010). Event
sequencing therefore provides a more detailed asisalyan correlational analysis (which only
looks at whether two events are related) becawse th a focus on how antecedent events can
influence subsequent events in a sequence (Chetrady 2010).

In the context of health communication, event sege analysis could be a valuable
method to analyze the actions of the utterancekisa conversation as events. Similar to
conversation analysis, the sequence of the acteyents) in the interaction could inform us
about how a clinician’s utterance leads to cemagponses from patients, family members or
other clinicians. Event sequence analysis additipadows for the calculation of the
transitional probability of one event leading ta#rer in the interaction. Through “expansion,”
in which guantitative findings can expand on qaaiNte findings (Fetters, Curry, & Creswell,
2013), event sequence analysis can expand omithieds from conversation analysis by
providing strong, statistical evidence of the likebd of the sequence of events occurring in the
interaction.

Combining the Methods

| combined conversation analysis and event segugnt a study that analyzed
communication between clinicians and surrogatesitatimakers about making a decision
regarding life-sustaining treatment in the inteestare unit. | audio recorded, transcribed, and
analyzed 36 clinician-surrogate decision maker eosations. Two of the study’s specific aims
were 1.) To determine how clinicians introducetieed for decision making regarding life-
sustaining treatment and how surrogate decisiorersalespond and 2.) To determine the

transitional probability of certain introductionsepeding resistance.
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Prior to conducting a mixed-methods study, impeérative to determine whether the
assumptions underlying each method are congrweatlaw for integration. Both conversation
analysis and event sequencing require the usetofallgt occurring data for analysis, and
therefore analysis could come from the same datdnsaddition, both methods are focused on
the sequence of actions (or events) that occun intaraction. An important assumption of event
sequencing is the contingent relationships of es;emlich is also congruent with conversation
analysis’ assumption of interactions being contabywriented. Due to these similar
assumptions, these methods could be used togetheatyze an interaction.

Another consideration in conducting a mixed-methsiidy is to determine how to
integrate the methods. Sandelowski (2000) provaledriety of templates regarding priority and
temporal sequence for integrating multiple methads study. Event sequencing requires pre-
planning and the use of a coding scheme. For ¢laisan, the integration template for the study
was CONVERSATION ANALYSIS>event sequence analystsiversation analysis was the
priority method of analysis conducted prior to #went sequence analysis.

| engaged in a detailed and thorough conversanaltysis of sequences from the
conversations that involved clinicians introducthg need for decision making regarding life-
sustaining treatment and surrogate decision makspmonding to those introductions. While
there were many actions identified in these segqegendad narrowed my focus for quantitative
data analysis to determining the transitional pbilig of certain decision proposals preceding
surrogate decision makers’ resistance to theseopedg. Therefore, only clinicians’ utterances
that had the action of a decision proposal andgate decision makers’ utterances that had the

action of resistance or alignment with the decigorposal that were identified in the
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conversation analysis became the codes, or evesdd,for event sequencing (see Figure 1 for

an example).
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Figure 1: Process of coding from conversation analysis

1 M1: The other thing we: need to address as well, (0.7) um like we
2 talked about this morning, is if his heart were B to stop beating
3 [techn]ically: B B
4 F1:  [Mmmm?]
5 M1: His code status is not dnr.
6 F1: Right.
7 M1:  It's full code.
8 F1:  Mm [hmm?]
9 M1: [Um ] so if his heart were to stop beat ing, medically, there
10 would be personnel to go in, start co_mﬁression: B s, potentially
11 shock his heart, do more- (0.7) harm than
12 F1:  Mmhmm?=
13 M1: =Potential [good]=
14  F1: [- ] o
15 M1:  =At this point.
16 F1: Right. | understand that.
17 (2.5)
18 F2:  Yeah.
19 (0.7)
20 F1:  An:y-yeah. We're both like no mm mrm. Tha _t's e- that's not
21 F2: It's reached that already.
22  F1: Yeah. It's not what we want to do.
23 M1: Okay. B
Conversation analysis Event sequencing codes
1-5: The physician starts with a preface that transitions to a different topic. The
physician references a previous conversation and then provides an “if”
statement. He finishes the phrase with a statement of the patient’s current
status along with the word “technically” which suggests the status could change.
6: The significant other aligns with this statement.
7: The physician repeats his previous statement (“Not dnr”) in a new
formulation (“it’s a full code”).
8: The significant other gives a continuer.
9-11:  The physician restates the “if” statement and provides a list of actions of
what would happen. The physician begins to provide a subjective
description of these actions, with “do more harm than-"
12: The significant other provides another continuer.
13-15: The physician finishes the statement in line 11 with “potential good at
this point.” which is a judgment that tacitly acts as a decision proposal Decision proposal
to not do those actions.
16: The family member indicates understanding.
17: There is a long pause here, which may indicate the physician
Is waiting for a more affirmative statement or direction
of what that means for how they should proceed.
18-19: A friend agrees, followed by a pause.
20: The significant other begins to explain their assessment of providing
the treatment.
21: The friend aligns with the family member’s statement.
22: The significant other aligns with the proposal. Aligning
23: The physician closes the sequence.
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Creating the coding scheme from the conversatiatyais made the coding scheme
robust, because it was developed from the datadilranalyzed and alleviated concern for
choosing codes that may not occur or may not lexvaelk to the conversation. However, this
integration template created a concern for religiilecause a key component of event
sequencing is piloting the coding scheme amongrekers and ensuring consistency in the
coding prior to the observation and data collectlarthis study, the data was audio-recorded, so
the coding scheme could be developed after dalactioin. In addition, only one person coded
the conversations, and consequently it was notssaceg to establish reliability among different
coders. Another researcher with expertise in cazatem analysis assessed the codes and the
analysis from which they were derived to ensuréitgl As mentioned previously, the codes
came directly from the actions identified in thengersation analysis. The intention of
integrating these analyses was to engage complatalgonversation analysis, and explore the
relationships of crucial sequences quantitativelgdd breadth to the data.
Results of Mixed-Methods Analysis
Conversation analysis was used to determine howci@ns introduce the need for

decision making regarding life-sustaining treatrmeamd how surrogate decision makers respond.
Clinicians tended to introduce a decision-makingvarsation by using a perspective-display
invitation (Pecanac, 2016). A perspective-disptagtation is a part of the perspective-display
sequence (PDS) that has been previously describglalysicians’ presentation of a bad-news
diagnosis (Maynard 1991, 1992). In the family coafees, the PDS had the following three
components: 1.) The clinician asked the surrogatéstbn makers to share their assessment of
the patient’s preferences, 2.) The surrogate detisiakers shared their assessment, 3.) The

clinicians incorporated the surrogate decision melkessessment into their decision proposal for
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life-sustaining treatment (Pecanac, 2016). By fasking about the patient, clinicians were able
to introduce the need to make a decision in a a@lioay. Surrogate decision makers responded
with their assessment of the patient’s perspectivech clinicians used to assist in decision-
making.

Event sequence analysis was the second methodaidetermine the transitional
probability of certain introductions preceding stance. The clinician introduction explored in
the conversation analysis was the perspectivealisplitation, which often led to a decision
proposal. Therefore, the focus of the quantitatinalysis shifted slightly to determine the
transitional probability of certain decision proptsspreceding resistance. Proposals that
incorporated previously described patient prefezsr{such as with the use of the PDS described
above) had a transitional probability of surrog#eision makers aligning to the proposal of .76
(Pecanac, 2016). In contrast, proposals in whieflctimician asserted that the healthcare team
was going to do or not do a treatment, had a ttiansil probability of surrogate decision makers
resisting the proposal of .70 (Pecanac, 2016).&twere no statistically significant differences
of aligning or resisting responses to the propdsef&een surrogate decision makers of White or
African American patients. Overall, surrogate decisnakers tended to be more resistive to
decision proposals that appeared to be patermatiistn to proposals that incorporated their view
of the patient’s preferences.

Discussion

Combining conversation analysis and event sequgratlowed a more thorough story to
be told with the data. The pattern of the PDS, lmch clinicians introduced the need to make a
decision by asking for the surrogate decision nmelkessessment and then used that assessment

to make a decision proposal, was an important etbeind in the conversation analysis. The
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importance of how clinicians provided a decisioogmsal became evident, and this led to a
change in focus of the events analyzed (from daeigiaking introductions to decision
proposals) in the event sequence analysis. The seguaence analysis permitted evaluation of
the probabilities of certain proposals precedirggstance or alignment to the proposal as part of
the decision-making process. In addition, conveyeat patterns for different demographic
variables, such as race of the patient, could bepaned. | effectively combined conversation
analysis and event sequence analysis to add tmtheledge of how clinicians discuss decision
making regarding life-sustaining treatment.

Researchers could apply this mixed-methods aphbrmaanswer other research questions
pertaining to healthcare communication. The uttegarof interest of the presented study were
surrogate decision makers’ aligning or resistirgpomses to clinicians’ utterances, due to the
high prevalence of perceived conflict between ggate decision makers and clinicians during
the decision-making process (Schuster, Hong, AtrolM/hite, 2014). However, it is possible to
evaluate any type of utterance in the analysid) ssadescribing risks of a procedure,
demonstrating understanding, acknowledging ematietes There is also the possibility of
initiating the conversation analysis without loakifor certain utterances but exploring the data
with an “unmotivated inquiry” to determine what seeinteresting to analyze further (Clayman
& Gill, 2012). A benefit of using conversation aysik before event sequence analysis is that
something important may be discovered that mayhawé been previously considered. In the
presented study, the variables of the quantitathedysis changed slightly based on the results of
the conversation analysis, and researchers shoodeggd with a degree of flexibility to make
changes that will strengthen the value of the gtaive data.

Researchers could use this mixed-methods approdderitify useful conversational



28
practices and design interventions that would im@reealth communication. Conversation
analysis findings have been used for “informal mméations” in which specific conversational
practices have been recommended to clinicians nkshops and other educational avenues
(Robinson & Heritage, 2014). According to Robinsmal Heritage (2014), the next task in
designing an intervention based on findings fromversation analysis (CA) is to “examine
potential associations between CA derived inteoaedi practices (transformed into variables)
with outcomes” (p. 207). By initially designing tsaudy with the intention of using event
sequence analysis, one can collect the variableatoomes of interest needed to examine
associations and this next task can be done seslynédter the conversation analysis. The
findings from the event sequence analysis may gdeothe data necessary to engage in design
and pilot testing of an intervention that would moye communication among members of the
healthcare team or between clinicians and patients.

I would like to make a comment about conductirsjualy using conversation analysis.
Conversation analysis is a method that requiressya@araining and practice. Researchers
without experience in conversation analysis wowddto collaborate with an expert in this
methodology. However, this provides a wonderfulaymity to engage with researchers in
other disciplines and to expand upon our own themleassumptions.

In conclusion, conversation analysis and eventesegjng are two methods that can be
combined to investigate healthcare communicati@mv@rsation analysis provides a detailed
analysis of the interaction between participanta aonversation. When combined with
guantitative analysis of the patterns of commurocain an interaction, this data will help to
inform which communication strategies produce pasibutcomes. All participants in a

conversation contribute to and help to shape ttezantion. Research methods need to reflect



this reality of social interaction to enhance ustinding and improve healthcare

communication.
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Patients in the intensive care unit (ICU) oftenuieg life-sustaining treatments that
replace a part or more than one part of the boatyhs ceased functioning (McGee, 2011). The
hope for all patients is that life-sustaining treahts are used temporarily and can be removed
once the patient recovers. However, there are timhesn a patient remains dependent on such
treatments and is not expected to recover. In thidsations, a decision needs to be made about
whether to keep a patient on life-sustaining trestis or to discontinue the treatments, which
will presumably lead to the patient’s death. In @&, surrogate decision makers make most of
these decisions, not the patient, due to sevefitiness (Prendergast & Luce, 1997). Surrogate
decision makers experience distress (Wendler & Bd,1) and even symptoms of post-
traumatic stress disorder in making these deciqididen, Tolle, Nelson, & Fields, 2001).

Clinicians often meet with surrogate decision malderring a “family conference” to
discuss the need for making decisions about lif¢egning treatment. Unlike other medical
interactions that begin with the reason for thé asd end with a treatment recommendation
(ten Have, 1991), patients discussed in a famihfe@nce are often so severely ill that no
treatment exits that could improve the patient'sdibon. Instead, the treatment options
available are to perform a procedure that will susthe patient on life-sustaining treatments
indefinitely (potentially with little or no improvaent expected) or to discontinue the life-
sustaining treatments. Clinicians have the respditgito not only disclose this bad news, but
also engage the surrogate decision makers in atngp@giich of these difficult options they
prefer for the patient during the family confereneeevious discourse analyses of the family
conference have shown that the physician needstept negative evidence of the patient’s
health status (Barton, Aldridge, Trimble, Vidov&05) and establish consensus that the

patient’s status is terminal, before surrogatesiecimakers will discuss decision making
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(Aldridge & Barton, 2007). The transition from telivery of bad news about the patient’s
condition to the need to make a decision is theegfoportant for decision-making
conversations to occur.

Even though clinicians present treatment optiorsetl@n the patient’s condition,
treatment decisions are interactional w@tvers (2005) found that parents influence
pediatricians’ treatment decisions, even when mated to participate in the decision, by
accepting or rejecting the proposed treatment. Abog to an American College of Critical
Care Medicine and American Thoracic Society positatement, clinicians should invite
surrogate decision makers to participate in degisi@aking about life-sustaining interventions, in
a process known as “shared decision making” (K6d62. Shared decision-making is based on
the premise that clinicians have expertise abautratments and the potential outcomes of each
treatment decision, yet surrogate decision makave kxpertise about what kind of life the
patient would want to have. Clinicians, theref@nes called to work with surrogate decision
makers to elicit preferences and collaborativelkena treatment decision. How clinicians begin
engaging surrogate decision makers in discussaajrtrent decisions is unknown. The purpose
of this study was to explore how clinicians introduhe need to make a decision about the use
of life-sustaining treatment and how surrogate slenimakers respond to these introductions.

Data and Method

Data include 36 family conference conversationsatetorded in 2 ICUs in an urban,
Midwest community hospital. There were 2-26 pedpleach conversation. Participants in the
family conferences included physicians, nursess ca@nagers, nurse practitioners, chaplains,
ethicists, and family and friends of the patierd.ekamine cases of surrogate decision making,

an inclusion criterion of this study was for altipats to be intubated on a breathing machine
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and subsequently unable to communicate and pateip the conversations. Additional
inclusion criteria were for participants to beeddt 18 years old and English speaking. When a
family conference was scheduled, participants weceuited to be in the study. Each participant
gave verbal consent to have the family conferenckoaecorded. This study was reviewed and
approved by the University of Wisconsin-Madison'saith Sciences Institutional Review
Board.

The average age of the patients discussed in thiéy/faonferences was 62.7 years old
(ranged from 35-89). There were African America@%f and White (34%) patients. The
majority were admitted for an infection, lung camzh, cardiac arrest, or neurological condition.

In most conversations (78%) there was no appoistieebgate decision maker (such as a
power of attorney for healthcare) and the familymbers/friends needed to make the decision
together, all as “surrogate decision makers” (usfated otherwise). The audio recordings were
transcribed using the conventions of conversatialyais to indicate how the talk was produced
in the interaction (Please refer to Appendix IV éxplanation of the transcription symbols). All
names shown in the transcripts are pseudonymsteqtithe participants’ identities.

The conversations were analyzed using conversahatysis. We examined the
interaction between participants in the conversalip examining their turns of talk. Talk “is
better examined with respectdotionthan with respect tpicality, more for what it igloing
than for what it isabout (Schegloff, 2007, p. 1). What an utterance “do@sd conversation is
perform actions, such as requesting, announcirggtepning, etc. (Clayman & Gill, 2012).
Sequences are courses of action in a conversa@mét some activity accomplish (Schegloff,
2007). Conversation analysts look for patternsitaractions of how participants in the

conversation work together to accomplish activittesugh certain sequences of actions.
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The focus of this analysis was the following adgivintroduction and receipt of the need
for decision making regarding use of life-sustagnireatment. The decision-making
conversations shown in this paper involve deciselysut whether to place a tracheostomy,
which is a device that allows a patient to remairadreathing machine indefinitely. This option
involves a degree of commitment because a patiagtmaver be able to live without the
breathing machine, making the patient bed-boundnaeding to reside in a nursing home due to
the dependence on others for most if not all pexlscare activities. The alternative option is to
discontinue life-sustaining treatments, including breathing machine, likely leading to the
patient’s death.

Analysis

The conversations had different structures of Hmwecision-making discussion was
introduced. In a few conversations, the cliniciatyalluded to a potential need to have a
decision-making discussion in the future, withoutguing this discussion in the current
conversation. It seemed as though clinicians olhlyglad to decision making when more time
was needed to determine whether the patient’s tondivould improve or worsen. An example

is Transcript A (M1 is a physician and F3 is th&tesi-in-law of the patient).

A.

M1:  Now if things change (0.7) then we have to re d iscuss what we do and
what we don't do, but for right now we’ll carry on with everything that
we’'re doing and if [something]=

F3: [Okay. ]

M1: =Comes up we'll-

CM: °Yeah.°

M1:  We'll treat him.

F3: [Okay.]

In other conferences, surrogate decision maketiatied the decision-making discussion by

asking for the plan (often while the physician wiagscussing the patient’s condition, indicating



38
that they already understood the patient’s conaligiod were eager to know the next step) or by
expressing concern that the patient’s conditionldioot improve or could be permanent. An

example is shown in Transcript B (M1 is a physicia is a sister of the patient).

B.

F4: HHHHHH #1 have to ask this#
M1:  Mm hmm?

(3.5

F4: #Worse case scenario,#
(2.2)

F4:  #If he doesn't wake up in these seventy two hou _Is#
(2.2)

F4:  #l know he won't want to live like this.#

Despite these occurrences, the clinician transtianto talking about decision making in the
majority of the conversations. While clinicians digevariety of different mechanisms for the
transition—such as introducing the different treattnoptions or describing considerations for
decision making—a common pattern (42%) was theotisgperspective-display invitation, the
first turn of the perspective-display sequence. f@meaining analysis will describe the use of the
perspective-display sequence to introduce the eemaking discussion about life-sustaining
treatment.
The Per spective-Display Sequence

The perspective-display sequence (PDS) has besemiloled previously as a device used
by clinicians to avoid blatantly telling diagnostiews (Maynard, 1992). The PDS is a series of
turns: 1) The clinician’s perspective-display iaon, 2) The recipient’s reply or assessment,
and 3) The clinician’s report and assessment, whitdn incorporates the recipient’s assessment
(Maynard, 1991). In this sequence, the cliniciastfasks the recipients their perspective of the

situation (the perspective-display invitation) awigen the recipient provides their perspective,
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the clinician can use this material to “agreeallglinical findings and diagnoses” (Maynard,
1991, p. 189) when providing their own assessmediagnosis. The delivery of a bad news
diagnosis is thus an interactional activity, inttthee recipient’s perspective is co-implicated in
the clinician’s presentation of the diagnosis (Maygh 1992).

In the context of initiating the need to make aisiea about life-sustaining treatment in
family conferences, the turns of the PDS are devigl 1) Clinician’s perspective-display
invitation of the patient’s perspective, 2) Theipgnt’s reply or assessment, and 3) The
clinician’s decision proposal, which often incorat@s the recipient’s assessment. As this corpus
is of surrogate decision making, the clinician doesask for the surrogate decision maker’s
own perspective, but rather asks for the surrogetesion maker’'s assessment of pla¢ient’s
perspective for the particular situation. This afdfor families and close friends to share their
views of what the patient would want in the sitaatiThe clinician can incorporate this
perspective into his/her decision proposal abowgtiwr to continue or discontinue life-
sustaining treatment.

An example of this PDS structure is presented anscript C. There are 4 people in this
family conference: 2 physicians (M1 & M2) and 2 dhaters of the patient (F1 & F2). They had
discussed the patient’s struggles in managing im@mic lung disease and that she is now on a

breathing machine.

M2: Do ryou kno::w (1.0) her preferences (0.5) of the kind of quality of
life she would want?
F1: Mm Lmrm.
M2: With the [mini]=
F1: [Sh-]
M2: =Discussions that you've had?
F1: Yes. She wouldn’t want a- (1.0) this is no B quality of [life. right?]
M2: [ Ok. She ]
wouldn’t want to be on a machine,

©Coo~NoOOUhwWNE(QD
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10 F2: Correct.

11 (0.7)
12 M2: She if she:::: would not want to be >it mak es it even more< wouldn't
13 want to be in a nursing home,

14 F1:1(0.5) trie::d | been trying to do that,
15 M2: And she would not- (0.7) what do you think.

16 F1: Until last rweek when [she ]=

17 M2: [Yeah.]

18 F1: =Wasn't feeling well then the next day she feels okay then she
19 doesn't,

20 M2: Right.

21 F1: Barb ok k- call family (0.5) services let's get it- kick back in.
22 M2: The nursing home.

23 F1: Yes.

24 M2: [And she would not-]
25 F1: [Assisted living ] yeah.

26 M2: And she would not want that. (0.5) 1Would she want that? vor [not]
27 F2: [One]

28 day she’d [want]=

29 F1: [ No.]

30 F2: =It, one day she [wouldn't. ]

31 F1: [But no, not] to be taken care of | aying in a bed
32 no.

33 F2: No.

34 F1: That's no quality of life.
35 M2: Got it. So- so

36 F1:No

37 M2: Fam- um- (1.0) u::m phys- um- assisted livi _ng that’s a different

38 thing you're still independent but- who doesn’ t want a little help

39 here or the:rre?

40 F1: Mm hmm.

41 M2: That's not the issue. We can get to a point ___ whereifshe’sona

42 breathing machine and can’t get off it? she’s gonna need twenty four
43 seven, (0.2) lying in a bed kind a thing.

44 F1: Right.

45 M2: Ok? So that’s- we know that extreme. Where it is in the middle,

46  (0.7) we can kind of (0.7) have more discus sions in what that (0.7)

47 would be .hhh but what I'm hearing from you ba ___ sed on your discussions
48 with her is (0.7) if she would not be able to be (0.5) able to

49 interact and be s::omewhat independent,(1.2) a nything short of that

50 would not be a quality of life °she would have wanted.®

51 F2:[Correct.]
52 F1:[Right. ]

In lines 1-2, the physician delivers the perspectiisplay invitation, which asks about
the patient’s preferences of the kind of qualityitef she would want. This is a yes/no question,
and daughter 1 initially gives a “no” response€lB). The physician then adds an increment

“with the mini discussions that you've had?” (link& 6). It is possible that including “mini”
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demonstrates that although they may not have hiagl TRlk,” a formal discussion to talk about
advance directives or future plans, preference&ldmave been shared in “mini” discussions that
they’ve had (notice the physician states that teyad mini discussions, instead of asking if
they have had such discussions). After this incrépdaughter 1 states “yes”, then elaborates by
stating “she wouldn’t want a” (line 7). She abansltins utterance to give her assessment, “this
is no quality of life, right?” (line 7). The physan proposes a candidate understanding of what
the daughter means by “quality of life” by suggegtspecific aspects of care that the patient
would not want, including being “on a machine” ime 9 (which the daughter agreed with in line
10) and being “in a nursing home” in line 13.

In line 14, daughter 1 begins a story to demoreseaidence of how the patient feels
about going into a nursing home. The physician joles/a continuation of the daughter’s story
with a possible conclusion of the patient’s persipec“and she would not” (line 15), however
he abandons this conclusion to ask the daughteut &be patient’s perspective. In lines 16-21,
the daughter continues her story, seemingly froenpthysician’s contribution “and she would
not”, by adding on “until last week” (line 16), &hich point she demonstrates that the patient’s
reaction changes day-to-day, depending on howsstezling (lines 16-21). The physician
clarifies that this story is still referring to tneirsing home in line 22, to which the daughter
initially agrees (line 23) and then in line 25 dias she is talking about assisted living. In line
26, the physician again tries to relate the storg tonclusion about the patient’s perspective by
first stating that the patient “would not want thiatit after a brief pause, asks if the patient
would want it. Daughter 2 summarizes her view efplatient’s perspective in lines 27-30,
connecting it back to the story that the patiepésspective of the nursing home depended on the

day and how she was feeling. In line 31, daughteno¥ides a more specific assessment of what
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she feels the patient does not want regardinguinging home by stating “but no not to be taken
care of lying in a bed, no.” Daughter 2 agrees \thik statement (line 33) and daughter 1
reaffirms that “that’s no quality of life” for theatient (line 34), returning to the utterance that
she initially used in line 7.

In line 35, the physician acknowledges his undeiding of the patient’s perspective and
clarifies assisted living situations and how theyndt relate to the patient’s current situation
(lines 37-41). The physician then describes a hgiatal scenario of the patient’s current
situation and uses the daughter’s language “lying bed kind a thing” to put a potential patient
outcome into the context of her assessment (lihe$33. Daughter 1 aligns in line 44 and the
physician continues to show his understanding eiddughter’'s assessment of the patient’s
preferred quality of life in lines 45-50. The phyian is explicit in using the daughters’
assessment by prefacing his understanding with t\Wmahearing from you” (line 47). Then he
includes “based on your discussions” and “qualftiffe she would have wanted” which refer
back to his perspective-display invitation (“Do yknow her preferences of thend of quality of
life she would war®t With the minidiscussionsghat you’ve had?”). In overlap in lines 51 and 52,
each daughter aligns to the physician’s assesssmaygestive of an emphatic co-alignment.

The physician continued to discuss the patientigposis and poor health, and they
decided that the patient would not want to be r@sated if her heart stopped (not shown). The
physician then discussed that the patient may fjef the breathing machine or may need to
have a tracheostomy placed to continue suppottiagatient on the breathing machine before

stating the following:

148 M2: She would still go to a nursing home, sti _II'go to a high rlevel
149 nursing home where they're taking care of her twenty [four seven. ]

150 F1: [And she'd be]
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151 laying in a bed. B
152 M2: And she’d be laying in a bed.

153 F2: ( )

154 M2: And we could try to get her off but it's: not quite easy with her
155 underlying problems.

156 F2: Ri:ght.

157 M2: My sense is she would not have <wanted th at.>

158 F2: Correct no.

In lines 148-149, the physician describes the 8dnavith components of the
conversation previously discussed: he mentionsggimira nursing home and described the
outcome as “taking care of her twenty four sev@®alghter 1 interrupts this utterance to show
her understanding that “she’d be laying in a béas’the physician had previously described,
“twenty four seven lying in a bed kind of a thing’lines 42-43). The physician repeats this
utterance in line 152, and in line 157 states “myse is she would not have wanted that,” which
functions as a decision proposal in that the plsits providing his assessment of what the
patient would want, based on the previous conviersaDaughter 2 aligns to this proposal (line
158).

This example shows that the PDS can occupy morejtisa three turns of perspective-
display invitation, surrogate decision maker agsess, and decision proposal. The daughters
told a narrative as evidence of the patient’'s pesfees for quality of life. The physician
attempted a few times to assert a candidate vedditire surrogate decision makers’ assessment
of whether the patient would want to be in a niggiome (line 15 and 26), but backed off to ask
the surrogate decision makers and obtain more ee@d hus, the physician seemed to be
working hard to clarify what the surrogate decisioakers were saying in order to gain an
adequate understanding of the patient’s preferemteghen provided a summary of the patient’s
perspective in lines 45-50 and later his proposatreatment in lines 148-157, which directly

incorporated utterances previously used, and situspreviously described in the conversation.
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Another example of this PDS structure is presemtédanscript D. There are 3 people in

the family conference: physician (MD), mother o hatient (F1), and brother of patient (F2).

They had just discussed the patient’s history efritaa progressive illness, and the physician

explained that the patient had a “major” infecteord subsequently needed to be on many

different life-sustaining treatments.

©Coo~NOOUWNEFQD

28

MD: Um and I- | guess the- the big question is_

as to how aggressive to be:. It was my understa B
rkinda nodded her head with that but again it's hard

talk, that she didn’t want to be on machi:nes
(0.7)

MD: O:r any artificial things. Can- can you tel
said [before?]

F1: [ Um ]whe:n Dr. Sto- Stonestreet?
(1.0

F1: Need to see [#uhhhhh#]

MD: [There’s-]

F1: [Stanstreet.]

MD: [Too many- ] too many na:mes but yeah ((la

F1: Stanstreet? [or whatever ]

MD: [Yeah Stanstreet.]

F1: U:h came in ((coughs))

(1.5)

F1: She was uh- fairly: coherent, you know and

MD: [ Mm hmm ]

F1: [Like shake] >something<. <And we asked her
breathing?> the ventilator out? A:nd she was
want it back in and or a tracheotomy?

MD: Tracheostomy yes

F1: Ostomy?

MD: Yeah.

F1: And she said no.

1.7)
MD: When was that conversation.

((Omitted 13 lines of mother trying to determine th
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43
44
45
46
47
48
49
50
51
52
53

F1: Ummm and it 1coulda been Friday too but

MD: Sure that's okay.

F1: ((laughs))

MD: But at such time is- she was- pretty clear?

F1: Mm hmm?

MD: Everybody thought that [ she ]=

F1: [Yeah.]

MD: =Was crystal clear about it.

F1: Yeah. He had a bit of an: accent then.

MD: Right.

F1: She didn’t- quite understand it. >Lily said
(1.0)

the philosophical question
nding, and (0.2) she
when she can'’t

_ I me about that what she

ughs))

being able to no:d or

if (1.2) we pull the
in distress? Would she

e day of conversation))
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54 F1: And she agreed and 1he was there and then is it Dr. Suishom?

((Ommited 13 lines of mother trying to determine na me of doctor))

68 F1: Her if | saw her but >anyway< she- and then once he- uh- him and |
69 confirmed it? He spoke with her. And then she _camein (0.7) and u::h
70 restated what was said,

71 (0.7)

72 MD: [OK]

73 F1:>[Co]rrectly< so that was it. _

74 MD: So that seems like a pretty [clear decision =

75 F1: [((cough))

76 MD: =Then [not to]=

77 F1. [Mm hmm?]

78 MD: =Do the tracheostomy.

79 F1: No: | think that'd be too much for her.

80 MD: And if we get the tu:be out not to put it b ack in.
81 F1: Right.

The physician introduces the topic, which he déssrias a “question” to demonstrate
that it will need an answer. In line 3, he prefalassown understanding of how to answer that
guestion but then provides the evidence he hasfoséis understanding, which is the patient’s
reactions in a prior encounter. He acknowledgeditmeations of such evidence, but proceeds to
give his assessment “that she didn’t want to benanhines” in line 4. There is a pause in line 5,
which is an opportunity for the mother to respadndine 6 the physician clarifies his
understanding to include “or any artificial thinigand then seeks the mother’'s assessment of
these statements by using a perspective-displatation in lines 6-7. In this perspective-display
invitation, the physician is seeking more evideabeut what the patient wants by specifically
asking about “what she said before.” The mothegvords by starting a story with “when Dr.
Stonestreet,” but the upward intonation indicatesentainty and after the pause in line 9, the
mother explains a “need to look” at the board belmar, where all the doctors names are written
(lines 10). She continues with the story in lineab®ut a prior discussion, and notes that at the
time of the discussion the patient was “fairly cam,” and gives evidence as to why she

believed she was coherent in lines 18-20. In theherts story (lines 20-22), she uses reported



46
speech of the questions asked in the conversatidoding the hypothetical scenario of whether
she would want the ventilator back in if they pdlieout, as well as the question about wanting
a tracheotomy. The physician repairs her use oh@atomy by stating tracheostomy in line 23.
In line 26, the mother finishes her story by ugilivgct reported speech of her daughter’'s answer
“and she said no.” Direct reported speech may bd tsre to make the claim more robust or
give evidence of what the patient had said (Hol&t, 2007)

There is a pause in line 27, which may indicatepifmgsician’s confusion about this
recounted story because if the patient had begheowentilator at the time of the conversation
(this seems to be the case, because the phiéses pull the breathing, the ventilatout’, and
“would she want iback in} indicate that it wasn at the time), it would have been physically
impossible for her to verbally say no. This mayg/ the physician probes about the timing of
this conversation in line 28. There are a few twhsying to determine the day (not shown), and
the mother continues to express uncertainty ali@utiay on line 42, and the physician alleviates
her task of trying to determine the day in line BBwever, he continues to express concern
about the evidence presented of what the patientagdaand seeks confirmation that the patient
was “pretty clear” in line 45. The mother acknovged this in line 46, but the physician
elaborates for further evidence of clarity in lifes49. The mother demonstrates evidence that
the patient was clear by first acknowledging anesgsf clarity in line 50 and then providing
more details of the story of who-said-what in li®s54, which leads to her trying to find the
name of another physician involved in the discus$imt shown). She continues the story in
lines 68-69, including that the answer was “conédhinitially by herself and Dr. Stanstreeet.
She then shows further evidence of confirmatiomigther doctor restating what was said in

lines 69-73, and states “so that was it” to shiegveénd of the story.
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The physician responds in lines 74-78 with his sssent of the story regarding the
patient’s perspective, which functions as a denipimposal because it declares a specific
treatment decision to not do the tracheostomy.nibher aligns with the decision proposal,
elaborating with her own assessment in line 79.dsician continues with another assessment
and decision proposal, “and if we get the tubermitto put it back in” (line 80). The mother
aligns to this proposal in line 81.

This example of the PDS structure is a bit diffefeom Transcript C because the
physician initially gave his own understanding lué patient’s preferences (albeit, tentatively)
prior to the perspective-display invitation. Howeuw@e introduction to the decision-making
conversation is still focused on sharing the p&sgoreferences, not on personal opinions of
what to do or discussion of specific treatment sleais. The physician provided a more general
understanding about what he thought the patientdwoant, regarding being “on machines” and
“any artificial things,” and he asked the motheowaty‘that” in the perspective-display invitation.
It was the mother of the patient who then gave@awe of the patient’s perspective of specific
treatment decisions (to not place a tracheostordyt@not re-intubate, if necessary) with a
narrative account. In this example, the physicianked hard to clarify that the patient’s
preferences were indeed clear, not only becauseabeoncerned about the clarity of the
patient’s preferences from his own encounter, st hecause there was some erroneous
information in the mother’s narrative. Once sagidfithe physician then incorporated her specific
perspective into his decision proposal.

These examples provide demonstration of the iotiergal work being done here: the
PDS is used to determine the surrogate decisioreraassessment of the patient’s perspective

in order to come to a treatment decision with timecgate decision makers. After the
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perspective-display invitation, the surrogate deaisnakers produced an assessment of the
patient’s perspective, which often involved a nweato provide evidence of knowledge of the
patient’s perspective. The clinicians demonstréted understanding of that perspective and
provided a proposal for specific treatment decision
A Closer Look at the Perspective-Display I nvitation

It is important to consider the different formudats that the clinicians use for the
perspective-display invitation. In Transcript Cg fphysician changed his initial formulation, “Do
you know her preferences of the quality of life slmuld want?” to include “with the mini
discussions that you’'ve had?” in order to helpdheghter construct an answer. Including this
elicitation of discussions did assist the daugimgroviding an assessment. In Transcript D, the
physician asked about what the patient has “sdmrég this also led to the mother providing an
assessment. Asking about previous discussionstigtpatient was the most common type of

perspective-display invitation:

E.

NP:  Mrs. Dean just ta um (0.2) get your viewpoint n ow (0.2) you know him
just as well obviously as Jerry, have you ever di scussed with him what
his wishes would be?

F.

M1: And | wanted to know what- what your thoughts a re as people who know
her best if you've had any di scussi ons with her about what she would
want in this situation?

G.

M1: Ok um did he at any point you know when you bec ame his power of
attorney  di scuss with you what he would- you know- did he di scuss this
kind of sit- situations or scenarios and what he wo uld want done for
himself?

Mentioning prior discussions with the patient pd®s discursive resources that the surrogate
decision makers can use in constructing the padier@w or perspective, often with a narrative

of the prior discussion.



49

There is one example when asking about discussiihghe patient is initially
unsuccessful in producing the surrogate decisiokensresponse of the patient’s perspective
(Transcript H). In this family conference, there &rpeople: 2 physicians (M1 & M2), nurse
(RN), nurse manager (NM), case manager (CM), nonaetitioner (NP), and the patient’s sister
(F2) and brother (F1). The sister is the appoistedogate decision maker. They had just
discussed the sudden critical illness of the patighich has led to the patient requiring multiple
life-sustaining treatments. The patient has shawnesimprovement, but it is uncertain to what

extent the patient will recover.

H.

1 M1: Have you had any discussions uh with Haley a bout uh these kind of

2 issues?

3 F2: We really haven't.

4 M1: Ok

5 F2: Um which is sur 1 prising with all the illnesses that she’s had that B

6 CM: [Mm hmm]

7 F2:[ | ] mean we never did and.

8 (0.7)

9 M2: What do you think about her (0.7) personalit _ Y, letus sa:y when she
10 was eh up and about and healthy:, and you go and visit an- an older
11  u:huncle or an aunt or cousin a:nd mean- u _sually this is when- when
12  the discussion comes up oh mean- mean like | remember that with my-
13 with my parents

[[Omitted 14 lines of physician telling story about his parents]]

28 F2: Well |- I'd have to say um we had an aunt,
29 M2: [Mm hmm. yeah]

30 F2:[That um ] was pretty much on life supp ort. and a lot of the

31 relatives would come and say 10h you know, she just- she just needs

32 to die.

33 M2: Mm hmm.

34 F2: A:nd Haley got very upset about that. Cause she said when it's time

35 to go, God will take her. (1.0) On the other h B and um and- and she’s-
36 she’s very much a Catholic Christian. um (0.5) it- it bothers her

37 when you know plugs have to be pulled on peop le.

38 M2: Ok.

In this example, we can see that the physician imesntiscussions with the patient in his
perspective-display invitation in lines 1-2. Thster gives a mitigated disconfirmation over lines

3-7, adding that it is “surprising” which may sugte realization that a previous conversation
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could be expected in this circumstance and yet la@g not achieved that expectation. In lines
9-13, a different physician provides the surroghkgeision maker a hypothetical way to answer
the question, first inquiring about the patientsgonality and then about previous experiences
visiting older family members. This provides coriteor a discussion with the patient, as the
physician adds, “Usually this is when the discussiomes up.” After the physician shares his
personal family story about an older relative vathiliness, the sister is then able to share her
own story of an aunt on life support (lines 28-3ii)lines 31-32 the sister uses direct reported
speech of relatives who would say “oh she just sa¢edlie” to which the sister reported Haley
(the patient) saying “when it's time to go, GodIvadlke her” (lines 34-35). In line 36, the sister
states the patient’s religion to reinforce thegielis influence of the patient, which may have
shaped this perspective. Then the sister giveagsassment of the patient’s preference, “It
bothers her when you know plugs have to be pulledemple” (lines 36-37), which is presented
to show a contrast to the reported speech “whestiitne to go, God will take her”: the patient
believes in God’s actions producing the patiengattd and not “pulling plugs” on people to
produce their death.

In this example, asking the surrogate decision makeut prior discussions about “these
kind of issues” did not lead to an assessmentepttient’s perspective. However, asking about
the patient’s personality and prior scenarios GHtrnees with illnesses assisted the sister in
determining her assessment of the patient’s petispdzecause it provided a context for when
these discussions might happen. Asking about dismos with the patient may produce the
“best” evidence of the patient’s perspective; hosrewhen a formal “talk” did not occur,
clinicians seem to ask surrogate decision makeesnsider features of the patient or “mini”

discussions or situations where informal commerdyg have been shared.
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There are also conversations where the cliniciamsedo produce a perspective-display
invitation, yet the surrogate decision makers diopmovide their assessment. An example is
Transcript |, which includes 8 people in the fanubnference: 2 physicians (M1 & M2), case
manager (CM), nurse (RN), 2 brothers of the paiiemt& F3), the patient’s cousin (F4) and the
cousin’s wife (F2). Although the cousin was theigeated power of attorney for healthcare, he
had relinquished those duties to a brother (F13y& gbrior to this meeting, but during the
meeting they decided that they would all be momafootable making the decision together (all
4 of them ended up signing the consent form fotrheheostomy at the end of the meeting).
They discussed that the patient has lung diseabesameak, requiring a breathing machine. The

physician has just discussed the possibility ofiplg a tracheostomy.

l.

1 M1: If we're all okay with that, we will procee d with that. but be 1fore
2 we even get there, | wanted to bring up someth ing, .hhh is that what
3 Mr. James would want. We have to ask ourself t his question. you guys
4 have known him for longer than we did.

5 F1: Mm [hmm.]

6 F2: [Mm ][hmm.]

7 M1 [And ] the question here is .hhh e:: h- e::h- eh- does:: Mr.
8 James like to 1have a tracheostomy like this? and be sup 1ported on the
9 ventilator for | don’t know how long, maybe a we _ek maybe [five days]=
10 F2: [Mmm hmmm]

11 M1: =Maybe (0.5) two weeks [maybe- ]

12 F1: [Mm hmm.]

13 M1: Maybe | don’t want to say for the rest of h is life [but ]

14 F2: [Yes.]

15 M1: U:::h- |- nobody can tell [my- my-]=

16 F1: [Mm hmm?]

17 M1: =My thoughts that we may be [able]= B

18 F2: [Yeah]

19 M1: =To get him off the ventilator [once we hav e the]=

20 F2: [O:kay]

21 M1: =[Tracheostomy in]

22 F1: [O k a: vy]

23 M1: But (0.2) people are different, I've-

24 ((sniff))

25 M1: [Seen people |=

26 F2: [Mmmm hmmmmm.]

27 M1: =Who said no | don't like to look like that | don’t want to live like

28 that | don't- | would rather not live if this is the only way | can
29 [ 1live]
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30 F1: [Mmmm ] [hm.]

31 M1: [So ] not knowing the patient befor e [coming]=

32 F2: [Mm hmm]

33 M1: =In to the hospital not [knowing]=

34 F2: [Mmmmmmm]

35 ML1: =The patient’s .hhh personality actually I ve never even had a
36 conversation [with Mr. James]=

37 F1: [Mmm ri:ght ]

38 M1l:= Because (1.2) mean | only get to see him

39 1.2)

40 M1:[In]=

41 F2:[Yeah]

42 M1: =This [situ ]a[tions]
43 F1: [Right] [yeah ]
44 F2: That's all.

45 F1: Mm hmm

46 M1: So- so:: that's why we want to rely on- we like to rely on the

a7 families who can [give us]=

48 F1: [Mmm hmm]

49 M1: =  A- a- anidea about their personalities and what th eir wishes were
50 and all those things so

51 F3: Ok.

52 M1: Of course if there is a written statement B that- that the patient

53 would put uh- out ahead of time, that coul d act as a guide for us to

54 [work on that]
55 F2: [ Okay ]

56 (2.5)
57 M1: So that's- that's basically where we- wher e we jare. and mean-
58 [mean]

59 F1:. [°Ok°]
60 M1: Anything you want to add cause I'm ()
61 RN: | don't think so.

In line 1, the physician discusses the possible fwigroceed with the tracheostomy,
contingent on the premise that all are in agreemghtthe plan (he includes himself with “we”
statements, “we’re all okay with that” and “we wplloceed with that”). This could be a relevant
place for the physician to pause and allow theogiate decision makers to comment, yet instead
he continues in lines 1-2 with a preface of sonmgtimeeding to be done before such a decision
could be made. In lines 2-3 there is a first attetoglicit the surrogate decision makers’
assessment, “Is that what Mr. James would wantihn3 the physician uses another “we”

statement to emphasize that this is something emwerpeeds to consider. In lines 3-4, the
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physician begins to separate himself from the fatml acknowledging that the family has
known the patient longer than the healthcare td8dms. utterance implicitly invites the family to
give their assessment, yet a brother and the csusife respond with continuers (line 5 and 6)
and the physician asks a more specific questidinas 7-9, “Does Mr. James like to have a
tracheostomy like this? And be supported on theikeor.” The physician shows uncertainty
with how long the patient will be on the ventilgtoanging from days to the rest of his life, in
lines 9-15. He provides reassurance in lines 1#aithey “may be able to get him off the
ventilator once we have the tracheostomy in.” Aftes reassurance, the physician provides
reasons why people may not want to have a trachmgdbased on personal experience (“I've
seen”) in lines 23-29.

A brother provides another continuer in line 3Qj #me physician continues by again
expressing the extent to which he does not knovpé#tient in lines 31-42. This statement could
be another implicit perspective-display invitat@sit is an opportunity for the surrogate
decision makers to give their assessment as pagygdeknew the patient (unlike the physician)
but a brother and the cousin’s wife just alignitese statements in lines 43, 44, and 45. The
physician continues by explicitly explaining thiaéy need to rely on families’ perspectives
(lines 46-50). This could also be hearable as witaition for the surrogate decision makers to
provide their ideas about the patient’s personalitgt wishes; however, a brother responds,
“Ok.” (line 51). The physician then mentions thesgibility of a written statement (line 52-54),
which could be hearable as eliciting informatiodiether there is a written statement, and the
cousin’s wife responds with “okay” (line 55). Aftdre pause in line 56, the physician seems

‘stuck’ and asks the nurse for her help in addothe conversation (line 60).
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Transcript | is different from the other transcsift a few ways. First, the physician
discussed the possibility of a tracheostomy poaagking for the surrogate decision maker’'s
assessment (not shown). However, the presentdtithie t&racheostomy was more informational
than decisional, and the physician moves into #regective-display invitation (he compresses
the transition space) before giving the surrogat@sion makers a chance to comment about the
tracheostomy or discuss decision-making (LinesZ: &f we're all okay with that, we will
proceed with that. But before we even get there.S&cond, the surrogate decision makers
appear to refuse the physician’s perspective-dygphdatations as invitations. Even though they
are presented as statements rather than dirediansghey appear to still have the action of
requesting information or inviting the surrogateidmn makers’ assessment. The surrogate
decision makers do not respond to these as inuitsiti-they do not share their assessment—but
instead respond to them as statements, using censisuch as “mm hmm” and
acknowledgment tokens such as “yeah” and “okays itnclear if withholding their assessment
is intentional or a function of the design of tre¥gpective-display invitation.

After the previous sequence, another physician (&4Red the surrogate decision makers
about the patient’s usual mental status and hbéatbry and they discussed the patient’s health
behaviors when he was at home. M1 then redirebddnversation back to the patient’s

wishes, with another perspective-display invitation

326 M1: So if we go back to ask- to- to ask the same qu _estion that | asked
327  before, what are your thoughts his wishes B would be. Knowing- you
328 guys known him [for- for- for]

329 F1: [Hhhhhhhhhhhhh]

330 F4: [Well-]

331 M1: For all your [lives so-]

332 F4: [Me far as] | know about him,
333 (1.5)

334 F4: He may no:t-

335 (2.5)



55

336 F4: He might not like that but he would- he wi Il accept it.
337 (1.0)

338 M1: Might not like it but he would [accept it. ]

339 F4: [He would ] accept it.

340 M1:°Yeah.® (0.2) °Yeah.®

341 F1: Mmm

342 F4: He sick? He acceptit.

343 M1: Okay.

344 F4: Yeah he accept anything that help him.

The physician (M1) refers to the “same question klasked before” (line 326), however
he uses a more direct invitation by asking theagiate decision makers “what are your thoughts
his wishes would be” (line 327). After asking thjisestion, he continues in lines 327-331 to
acknowledge the reason he is asking, which istttieatamily has known the patient for “all your
lives.” The cousin prefaced his assessment usmgdime language as the physician: “far as |
knowabout him” (line 332). After a pause in line 338,abandoned utterance in line 334, and
another long pause in line 335, the cousin prodicedssessment “he might not like that but he
would- he will accept it” (line 336). The physiciagpeats the utterance, without showing
indication of accepting or rejecting the assesspard this may function as a way to probe for
clarification or more information for the assessin#ne 338). The cousin repeats part of the
utterance in line 339, and again the physician shawmimal acknowledgment in line 340. A
brother makes an acknowledging sound in line 34llaaain the cousin repeats his assessment
with minimal elaboration of the reason why (“hek&lg in line 342. The physician
acknowledges the assessment in line 343, althailgimmimally, and the cousin provides a bit
more elaboration to his assessment in line 344rAlftis sequence, a brother (F1) tells a
narrative that confirms this assessment of theept$i perspective (not shown).

Transcript | provides insight about the formulasaf the perspective-display invitation

as well as the surrogate decision makers’ assessWéen the physician used a more direct
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guestion for the perspective-display invitatiorsuarogate decision maker provided his
assessment of the patient’s wishes. This is inraetto the tacit invitations used in the earlier
sequence, which the surrogate decision makersadickepond to as invitations. The
perspective-display invitation also asked for thasgn what the patient’s wishes would be,
instead of asking about previous discussions (geether transcripts). In response to this
invitation, the surrogate decision maker providedigssessment without giving a narrative or
providing any other evidence for this assessmerg.dossible that this lack of evidence led to
the physician’s minimal responses instead of eijgliacknowledging this assessment and then
moving on to discuss treatment based on this petispe

Also notable about Transcript | are the refereriodhe surrogate decision makers’
knowledge of the patient (lines 3-4, lines 46-30)is is a pattern in other perspective-display
invitations from this corpus. In example E, thesaupractitioner had previously talked with
Jerry, the patient’s son, about the patient’s wvasih®ow she was addressing Mrs. Dean, stating
“just to get your viewpoint now, you know him juest well obviously as Jerry” in order to elicit
Mrs. Dean’s perspective of the patient’s wisheslanscript F, the physician states she wants to
know “what your thoughts are as people who knowhast.” It is possible that by referring to
the surrogate decision makers’ knowledge of theepgtthe clinicians are providing an account
for asking for their assessment. In Transcripté, physician bluntly states that he does not know
the patient, which accounts for asking the sur@gatision makers’ assessment of what the
patient would want. Reinforcing that the surrog#geision makers have knowledge that the
physician does not have may help surrogate decmgters understand the importance of their
contributions to the discussion and to the decisiaking.

Discussion
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In this corpus of family conferences, many clinngantroduced the need to make a
decision about life-sustaining treatment by usingeespective-display invitation to determine
the surrogate decision makers’ assessment of tienpa preferences. Using a perspective-
display invitation accomplishes a few importank&afor the decision-making conversation.
First, asking about the patient orients the sutexyto consider the preferences of the patient
(instead of the clinicians or the surrogate deaismakers), which is important because the
decision is being made on behalf of the patiento8d, asking about the patient is a delicate
way to ease into decision making because it allbwsurrogate decision makers to share
insights into what kind of life the patient woulaat before the difficult decision is presented.
This is in contrast to the possibility of a morewglt approach of stating that a decision needs to
be made, describing the options, and then askiagtdhe patient’s preferences. Third, asking
for the surrogate decision makers’ assessment faridelivering a decision proposal helps to
portray that the clinician is not all-knowing abavhat is best for the patient but rather is in need
of information from the surrogate decision makersnake a proper proposal.

We found that the formulation of the perspectiv@play invitation seems to be important
for surrogate decision makers to provide their smsent of the patient’'s perspective. Asking
about prior discussions the surrogate decision rsakave had with the patient seems to be
useful for surrogate decision makers to providé thesessment of what the patient would want.
Even though this formulation initially did not leémlan assessment of the patient’s preferences
in Transcript H, the physicians were able to aghistsurrogate decision maker by providing
more ideas of how to determine the patient’s petspe This example emphasizes the

interactional work of these conversations, as #mesformulation may not work in every
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situation; the clinician needs to work with thersgate decision makers to help them elicit the
patient’s perspective.

Perspective-display invitations that were consgd@s direct questions instead of tacit
invitations also appeared to be useful in enaimgogate decision makers’ assessments. In
Transcript |, the surrogate decision makers regite physicians’ tacit invitations. It has been
noted that speakers who feel that the second spealen is an inadequate response work
towards correcting the response through repairtipessc(Sidnell, 2010). Although the physician
kept redesigning the invitation in an attempt ioiea different type of response, he initially kep
these invitations tacit, and only attempted a nairect invitation much later in the conversation.
However, the use of tacit invitations may show hbe/physician is managing the delicacy of
the question, which may be beneficial in theseigasonversations. As previously stated, it is
important for clinicians to attend to the interaatwith surrogate decision makers and adjust
their perspective-display invitations as needed.

Clinicians who use the PDS are engaging in shdeedion making, which has been
identified as a beneficial practice for surrogageigion makers. An intervention study found that
when clinicians asked family members questions etwbo the patient was as a person, family
members had fewer symptoms of anxiety, depresaiwhpost-traumatic stress disorder 90 days
after the death of the patient (Lautrette et &1Q7). In addition, the facilitated values model has
emphasized that clinicians make an explicit “bridgetween stated values and recommended
treatments (Scheunemann, Arnold, & White, 2012)ctvidescribes the third turn of the PDS—
clinicians incorporating the surrogate decision arakassessment of the patient’s values into
their decision proposal. The PDS practices idexdtifn this study are therefore not surprising.

However, the use of the PDS to introduce a decisiaking conversation is interesting as it
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accomplishes not only the practice of shared datisiaking but also a subtle transition to
asking surrogate decision makers to make a difficesatment decision.

In conclusion, clinicians use the PDS—beginninthvai perspective-display invitation—
to introduce the need to make a decision aboustiftaining treatment. In doing so, they are
“doing delicacy,” by asking about what kind of litee patient would want instead of directly
discussing the grim options available. Hearingdinegogate decision makers’ assessment of the
patient’s preferences is useful for clinicians togose an appropriate treatment that aligns with
such preferences. Decision making regarding lifgesning treatment will never be easy, but
devices such as the PDS may be useful for clinsceard surrogate decision makers to begin the

decision-making discussion.
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Introduction

Surrogate decision making in the intensive careisi@a difficult process; at least a third
of surrogate decision makers experience a negatnaional burden that lasts months or even
years (1). While some emotional burden can be dgdan these circumstances, surrogate
decision makers have expressed frustration witlttimemunication they receive from clinicians
(2, 3). Due to the interest in improving communi@at many studies have explored the family
conference, when clinicians and surrogate decisiakers discuss decisions about life-
sustaining treatment. A review of this literatusshncluded suggestions for organizing and
conducting family conferences, such as acknowleglgirong emotions and spending time
exploring the family’s reactions to what was disads (4). Curtis and White (5) have also
suggested communication practices, such as inage#se proportion of time spent listening to
family rather than talking and assuring family ttreg patient will not suffer. These suggestions
can provide general guidancewdfatto say or do, but ndtowto say or do it. It would be
helpful for clinicians to know how to discuss imfant components of the conference, such as
how to solicit the surrogate decision makers’ ustierding of the situation, how to introduce the
need to make a decision about life-sustainingrmeats, or how to propose a particular
treatment decision.

By exploring the conversational practices in thaifg conference, we can decipher
which practices help or hinder the surrogate desisnaking process. As we were analyzing data
to determine how clinicians introduced the neech&ke a decision about life-sustaining
treatment (6), it became apparent that cliniciammunicated differently about decisions to
withdraw treatment from decisions to withhold treanht. For decisions to withdraw treatments,

clinicians tended to follow a “perspective-dispigguence” (7, 8): 1.) The clinician asked the
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for surrogate decision makers’ assessment of therpa preferences (often by inquiring about
previous discussions with the patient), 2.) Themyate decision makers provided their
assessment, and 3.) The clinician incorporatedetsessment into a decision proposal (6).
However, for decisions to withhold treatments, saslCPR, clinicians tended to introduce the
need to make a decision by directly proposing asd@tfor or against the use of a particular
treatment.

As described in a shared decision making polictestant, The American College of
Critical Care Medicine and American Thoracic Socmiggest that clinicians offer to provide a
treatment recommendation that takes into accoenintidical facts, the patient’s values, and the
clinician’s judgment of what is medically approped9). It is not yet known if clinicians offer
recommendations or decision proposals in this éasbr how surrogate decision makers respond
to such recommendations or proposals about lifeasusg treatment decisions. The purpose of
this study is two-fold: 1.) To explore how cliniosimake decision proposals about different life-
sustaining treatments and 2.) To determine if aedacision proposals are more likely to lead to
surrogate decision makers’ aligning with or resgtihe proposal.

Methods

We audio-recorded 36 family conferences in a 24gmteral ICU and a 12-bed burn
ICU at an urban, Midwest community hospital. Wduded family conferences about an
intubated patient, in which all participants weBykars of age or older and English speaking.
We used convenience sampling to sample participaintswere engaged in a family conference.
When a family conference was scheduled, a membthieatesearch team (KEP) approached
each participant about the study and obtained Vedsent prior to audio recording the family

conference. There were 20 eligible family confeesnihat were not audio recorded because a
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family member, physician, or nurse declined toipguate in the study (35.7% refusal rate).
This study was reviewed and approved by the UW tHeadiences IRB.

Of the 36 family conferences, there were 32 p#digpatient demographic characteristics
are presented in Table 1). For 4 patients, we argtiorded 2 family conferences. To ensure
diversity of conversation, we limited the numbefarhily conferences led by each clinician to
10 family conferences. There were 2-26 participantbe family conferences. Participants
included physicians, nurses, nurse practitionarsjlfy members and friends of the patient, case

managers, chaplains, and ethicists.

Table 1. Description of Patient Characteristics (n=32)
Age

Mean 62.7, Min-max 35-89

Race

66% Black

34% White

Admitting/primary diagnosis
31% Pulmonary issue

28% Infection (non-pneumonia)
19% Cardiac arrest

16% Altered mental status/stroke
3% Burn

3% Gl bleed
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This was a mixed-methods study; we first analybeddata using conversation analysis
(a qualitative method) and then event sequence/sindh quantitative method). Conversation
analysis is different from other qualitative methad that the focus of the analysis is how
participants interact with each other in the cosa#&on, not just what was said in the
conversation (10). Each utterance in the interadt@s an action “that can be shown to have
been recognized by co-participants as that actyovirhue of the practices that produced it” (11).
Examples of actions include asking, answering,gitesging, offering, contesting, etc. (11). The
actions of interest in this analysis were the clam proposing a decision to do or not do a
particular treatment and the surrogate decisionemakgning with or resisting the proposal.
Actions such as sharing a judgment about the treattor indicating a treatment plan were
included as decision proposals because they aresitovengage in decision making about the
treatment.

There were four different decision proposal foratians identified: giving personal
recommendation to do or not do the treatment, esiping that the treatment wouldn’t work or
would cause harm, asserting that the healthcane igoing to do or not do the treatment, or
incorporating previously described patient prefeesninto their proposal. The next utterance in
the sequence was coded as one of the followingrecta surrogate decision maker response
aligning to the proposal, a surrogate decision meggponse resisting the proposal, or other.
Actions such as changing the subject or remainilegtsvere considered resisting responses
because they are moves to avoid aligning with topgsal. The “other” action included any
utterance that followed the proposal that was esisting or aligning to the proposal. These
“other” utterances were not all responses by thegate decision makers but were often

continuations of the clinician’s own turn of talftex making a decision proposal. The analysis
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was shared with another researcher proficient nversation analysis to ensure validity of the
analysis. These actions identified in the conveysanalysis directly served as codes for

guantitative analysis (see Table 2).

Table 2. Action codes used for analysis

Code Example
Decision proposal
Giving personal recommendation to do or not  “Thisvhere | would recommend putting a

do a treatment trach in him.”
Emphasizing that the treatment “She’s at the pohere if her heart stops?
wouldn’t work or would cause harm Even all thectidieity, all the stuff we do, it's

not going to get her back.”

Asserting that they are going to do or “If hishestops, then we just make sure he's
not do the treatment comfortable and we don’adgthing more.”
Incorporating previously described patient “And guess is based on this and
preferences into their proposal conversationyahgld not want that.”

Resisting the proposal

When proposal was to do a “Well she’s very cldana not wanting
treatment anything heroic.”
When proposal was not to do “I would really likesee if we could work
a treatment with him in terms of taking care & hi
infections.”
Aligning with the proposal “That’'s what he wanted, so that’s what he

wanted, yeah.”

The codes were entered into Noldus Observer Xbftavare package that allows for
coding behavior in observational data (12). Thesfivere converted to Sequential Data
Interchange Standard (SDIS; 13) format by the O8dx program (14) for subsequent analysis
in the Generalized Sequential Querier (GSEQ) pragiithe GSEQ program was designed for

analysis of sequential observational data (13),thacefore maintains the sequence of codes. We
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then calculated the transitional probability, tmelability of transitioning from one action to
another (15), as well as odds ratios to deternfiakgning or resisting is more likely in the
presence of a particular proposal than in its ateséh3). Proportional difference tests were also
calculated to compare transitional probabilitiesMeen type of treatment decision and patient
race, using an exact two sample proportions binbtesh (16).

Results

Due to our interest in comparing the types of sieais discussed, we dichotomized the
decisions into two groups: decisions about withdngwreatments (or placing a tracheostomy)
and decisions about withholding treatments (sud@RR, intubation, further escalation of
treatments). Not all conversations included denigimposals for both withdrawing and
withholding decisions, and in some conversatidmsig were no decision proposals, even if
withdrawing or withholding treatment decisions wdrgcussed. The frequency of decision
proposal formulations for both types of decisianpriesented in Table 3. When discussing a
decision to withhold treatments, clinicians usedenoposals that emphasized that the
treatment would not work or would cause harm (1QLysWhen discussing a decision to
withdraw treatments, clinicians used more proposelsincorporated previously described
patient preferences (14 vs. 3). Clinicians askedstirrogate decision makers for their
assessment of the patient’s previously describefitgnces or wishes in 18 conversations when
discussing withdrawing treatments and in only 2vepsations when discussing withholding
treatments (however, they did not always give gp@sal or recommendation based on these

preferences).
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Table 3. Frequency of decision proposal formulations

Proposal formulation Withdrawing decision Withholding decision
(n) ()
Giving personal recommendation to do or not 11 7

do a treatment

Emphasizing that the treatment 1 10
wouldn’t work or would cause harm

Asserting that they are going to do or 3 7
not do the treatment

Incorporating previously described patient 14 3
preferences into their proposal

Total 29 27

The transitional probabilities of certain proposamulations bringing about surrogate
decision makers’ resistance or alignment are ptedan Table 4. The transitional probability of
a proposal that incorporates the patient’s preWodsscribed preferences leading to alignment
with the proposal was .76. The odds ratio of agnatig response in the presence of this proposal
was 28.27 (95% CI1 9.71-91.72; p<0.01). The tramséi probability of a proposal that asserts
the healthcare team is going to do or not do drtreat leading to resistance was .70. The odds
ratio of a resisting response in the presenceisfifoposal was 13.9 (95% CI 3.47-55.66;

p<0.01).
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Table 4. Transitional probabilities of proposalsleading toresisting or aligning response

Proposal Response All
Formulation Decisions
Giving personal Resisting .22
recommendation to do or Aligning .22
not do a treatment Other .56
n=18
Emphasizing that Resisting .36
the treatment wouldn't Aligning .36
work or would cause harm Other .27
n=11
Asserting that they are Resisting .70
going to do or not do the Aligning .30
treatment Other 0
n=10
Incorporating previously Resisting 2.1
described patient preferences  Aligning .76
into their proposal Other A2
n=17

Although there was a high transitional probabitifyalignment to proposals that
incorporated patient preferences, there were instawhere surrogate decision makers resisted
these proposals. Surrogate decision makers whetedghe proposals often expressed the need
for more time to make the decision or a desiree the patient “another chance” (shown
below). In the example below, the surrogate degisiaker had previously described that the
patient did not want to be in a nursing home (thvis@es, along with concern for quality of life,
were also included in an advance directive). Thesigan incorporated these preferences in his

proposal and the surrogate decision maker resisiegroposal:

M1:  You know we can do a lot of things to people? B ut a certain point in
their life, when they’re older, and they have more problems, and their
wishes are that they don’t want all this done? Then | think
the focus of what we do is not on- maybe curing som ething?

F1:  Mm hmm?

M1:  But kind of, you know, helping them go through the final process of

their life with dignity and comfort, instead of kin d of struggling on
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the ventilator, and you know being uncomfortable. W e kind of have to
put yourself in that place, is that what he would r eally want and |
know you don’t want to lose someone and we don't ei ther? But you kind
of have to look what they want. How would they want to react to the
situation.

F1: lunderstand what you're saying but I still wan t to give him another
chance

There were no statistically significant differenaesesponses to proposals based on type
of treatment decision (Table 5) or by race of thggmt (Table 6). However, a notable finding is
that surrogate decision makers of White patientsahhigher transitional probability of
resistance to proposals that emphasized thatehgntent wouldn’t work or would cause harm
than surrogate decision makers of African Amerigatients (.67 vs. .25). In addition, giving
personal recommendations to do or not do a tredthasha higher transitional probability of
aligning responses in withholding decisions (.48) a higher transitional probability of resisting
responses in withdrawing decisions (.36). Intengtyi, surrogate decision makers of African
American patients represented all circumstancedigriing responses in withholding decisions
and surrogate decision makers of White patientesgmted all circumstances of resisting
responses and an aligning response in withdrawzsides. A response other than resisting or
aligning had a higher probability for both typesdetisions (.55 & .57). Oftentimes this “other”
response was the clinician providing an explanaiorheir recommendation before giving time
for the surrogate decision makers to respond togb@mmendation. Explanations often

referenced an external, third-party agent, sudB@sor another physician. For example:

NP: | would recommend that we change to a do not re suscitate, which means
that we’ll continue to get his breathing as good as it can be to get
that tube out and let him have some good time, but if- if God says, the
heart stops and we haven't gotten there yet, then w e let him go at that

point. And that would be con- we would call that a do not resuscitate.



Table 5. Transitional probabilities by treatment decision

Proposal Next Withdraw Withhold
Formulation Utterance  Decision Decision
Giving personal Resisting .36 0
recommendation to do or Aligning .09 43
not do a treatment Other .55 .57
n=11 n=7
Emphasizing that Resisting 1 .30
the treatment wouldn’t Aligning 0 40
work or would cause harm Other 0 .30
n=1 n=10
Asserting that they are Resisting 7 .6 71
going to do or not do the Aligning .33 .29
treatment Other 0 0
n=3 n=7
Incorporating previously Resisting 14 0
described patient preferences  Aligning .79 .67
into their proposal Other .07 .33
n=14 n=3

Table 6. Transitional probabilities by race
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Proportional p-value

Difference

0.36
-0.34

0.7
-0.4

-0.05
0.05

0.14
0.12

(95% Cl)

0.10 (2.0.69)
0.17 (-0.73, 0.12)

0.39 (-0.8608)
0.8380.0.64)

1(-0.71, 0.53)
1(-0.53, 0.71)

0.83 (-0.52, 0.46)
1(-0.35, 0.71)

Proposal Next White  African Proportional  p-value
Formulation Utterance American  Difference (95% CI)
Giving personal Resigtin .36 0 0.36 0.10 (-0.0a59)
recommendation to do or Aligning .09 43 -0.34 0.10.73, 0.12)
not do a treatment Other .55 .57
n=11 n=7

Emphasizing that Resisting .67 .25 0.42 0.31 (-0.28, 0.87)
the treatment wouldn’t Aligning .33 .38 -0.05 1 (-0.59, 0.62)
work or would cause harm Other 0 .38

n=3 n=8
Asserting that they are Resisting 67 . 71 -0.05 1(-0.71, 0.53
going to do or not do the Aligning .33 .29 0.04 1(-0.53, 0.71)
treatment Other 0 0

n=3 n=7
Incorporating previously Resisting 0 17 -0.17 0.50 (-0.49, 0.36)
described patient preferences Aligning .80 75 . 0.05 0.98 (-0.49, 0.45)
into their proposal Other .20 .08

n=5 n=12
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Discussion

Clinicians made decision proposals differentlydzhen the type of treatment decision
discussed. Clinicians were more likely to ask tineagate decision makers their assessment of
the patient’s previously described preferencestamqovide decision proposals that
incorporated such preferences when discussing reitvidg treatments. In comparison,
clinicians were more likely to emphasize that tieatment would not work or would cause harm
when proposing to withhold treatments. Decisiorppsals that incorporated the patient’s
previously described preferences were more likelesult in surrogate decision makers’
alignment whereas proposals that asserted thehbasdtteam was going to do or not do a
treatment were more likely to result in surrogateision makers’ resistance. There were no
statistically significant differences between resgise and alignment to proposals for type of
treatment decision or race of the patient.

The way surrogate decision makers responded tditffeeent decision proposals is not
surprising based on what we know about surrogatsida makers’ perceptions of treatment
recommendations. White and colleagues (17) fouatl48% of surrogate decision makers
preferred not to receive a physician recommendaticituations of limiting life support because
they felt that it was beyond the role of the phigsicor that the physician could not know enough
about the patient to make a recommendation. Howeniézing a perspective-display sequence
by first asking about the patient and then incoaing the patient’s preferences or values into
the recommendation or proposal may attend to timsern because the recommendation
develops from a shared activity. In other words, ¢hnician is not taking a dominant role in
producing the recommendation or proposal becausedt derived entirely from the clinician’s

perspective; it includes the family’s perspectivevbat the patient would want.
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Deflecting complete ownership of the decision psgideemed to be a common practice.
Clinicians who used a personal recommendation ftatiam (e.g. “| recommend...”) tended to
provide an explanation that used an external ageost commonly, God) for their
recommendations. Even though they took personakoship for the recommendation, this was
tempered by appealing to some sort of “higher pbwetheir explanations for recommending a
certain treatment plan. Proposals that emphasimaddtie treatment would not work were also
framed to be more aligned with limitations of thertan body than the clinician’s personal views
or values of the situation. Clear exceptions te thck of ownership pattern were proposals in
which the clinicians asserted that they were géingo or not do something, which surrogate
decision makers often resisted. Clinicians mayetfoge incorporate outside influences to their
proposals—the patient’s wishes, God, limitationshef patient’'s body—to avoid the perception
of an assertion of a treatment plan and subsegeasistance from the surrogate decision makers.

There may be situations, however, when a moreatassapproach may be warranted.
There were instances when surrogate decision magsisted decision proposals that
incorporated the patient’s preferences. Scholars bantended that “physicians’ strongest
ethical obligation is to ensure that decisionsmaagle in accordance with patients’ values” (17).
In circumstances where surrogate decision makerotappear to be making decisions that are
congruent with the patient’s preferences, wishesatues, it might be acceptable for clinicians
to take a more assertive stance.

Clinicians’ decision proposals were different basadhe type of treatment decision
discussed, which may indicate different perceptimithe need for surrogate decision makers’
level of involvement in the decisions. Surrogateisien makers have expressed a preference for

significantly more control over a “value-sensitiv@&cision about life support, compared with a
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“technical” decision about choice of antibiotic8)1Clinicians in this study were less likely to
ask about patient’s values for decisions abouthaiting treatments, such as CPR, and instead
more likely to use decision proposals that emplealizhether the treatment would work. It is
therefore possible that clinicians consider deosim withhold treatment as more technical than
value-sensitive.

There has been some discussion in the literatwetarrogate decision makers’
involvement in decisions about CPR when resusoitas unlikely to provide any benefit, with
suggestions to give the surrogate decision maken®iae to defer the decision to clinicians (19)
or to inform them that CPR will not be performediameck for dissent to that action (20). This
latter suggestion is similar to the decision pr@pas asserting that the treatment would not be
done, and clinicians might use this approach tadathe perception of choice and subsequently
minimize the potential for disagreement with tharplHowever, in this study resistance was
high when such assertions were made, as surrogeigah makers still demonstrated an ability
to disagree with the assertion and negotiate thisida. Similar resistance was found in a study
of treatment recommendations for a child with aMinfection; parent resistance to nonantibiotic
treatment decisions demonstrated that these desisiere negotiations that required parent
acceptance (21), even though they were not valogitsee decisions. Further research should
explore how surrogate decision makers perceive thkg in decisions to withhold treatment
compared to decisions to withdraw treatment.

This study has several limitations. The numbedtegdision proposals in the conversations
was small, which likely contributed to the lacksptistical significance of the findings. Data
were also collected in one hospital. It is possib& the culture of this hospital affected how

decision proposals were communicated to surrogatsion makers. In addition, only African
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American and White patients were represented irsdéingple. Responses to decision proposals
should be explored with a larger, more diverse,am

This study offers insight into how clinicians gistecision proposals and how surrogate
decision makers’ respond to these proposals. Tisen@dence to suggest that incorporating the
patient’s previously described preferences inte@sion proposal leads to surrogate decision
makers’ alignment to those proposals. These resu#tagthen the need for clinicians to engage
with surrogate decision makers in shared decisiakimg to determine the best treatment

decision for the patient.
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Introduction

Nurses are increasingly being recognized for tkeyrrole during end-of-life decision
making. According to the American Nurses AssocigtitNurses need to remain in the forefront
as leaders and advocates for the delivery of deghdind humane end-of-life care. They must be
prepared to provide compassionate guidance andsgupp patients and their families in
making quality of life choices throughout the lifes, especially those pertaining to the end of
life” (p. 31). However, nurses have expressed a lack of clasityighow to perform this role as
a barrier to participating in surrogate decisiorking discussions for a patient in the intensive
care unit (ICUY?

To engage nurses in the surrogate decision-makimgeps, White suggested five roles:
educate the family about the role of the surrogatganize regular meetings between the family
and the multidisciplinary team, prepare the farfolyeach multidisciplinary meeting, provide
emotional support and ‘nudges’ during the multigiboary meeting, and facilitate the “meeting
after the meeting.” The” meeting after the meetiagturs informally between the nurse and
family, and is a time when nurses interpret forfdmaily information physicians had just
provided in the ‘formal’ meeting between the phigicand the family.

The suggested roles specify actions that nurseswarto participate in the surrogate
decision-making process, particularly pertaininght® family meeting. Family meetings have
been extensively studied to identify how to impraeenmunication with familie§:*° However,
these studies have excluded the nurse-family coroation that occurs after the meeting.
Therefore, how nurses communicate with familiesraduthese informal conversations is
unknown. The purpose of this paper is to exploeenitrse-family communication in the meeting

after the meeting.
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Methods

Thirty-six family meetings were audio-recorded amélyzed using conversation
analysis. We conducted recruitment and data cadleah a 24-bed general ICU and a 12-bed
burn ICU at a community hospital in an urban Midinaty. IRB approval was obtained from
the University of Wisconsin-Madison Health Scienti®B.

When a family meeting was scheduled, a membereofdkearch team recruited
participants in the meeting for the study. Partiaiis were eligible if they were English speaking,
18 years of age or older, and involved in a fammlgeting of a patient who was intubated
(making the patient unable to fully participatetie meeting). If any participant did not meet
these criteria, the family meeting was not includ&@ obtained verbal informed consent from
all participants prior to audio recording the faymheeting. The audio recorder was started at the
beginning of each family meeting. If a nurse wasspnt, audio recording continued after the
physician had left the room to collect nurse-fansilynmunication after the family meeting. The
patient’s nurse documented the patient’s age arelfoa demographic data.

To accurately identify each voice in the audio rdawy during transcription, a member
of the research team was present during the famgélgtings with a hand-held computer loaded
with the WorkStudy+ progrartt. The input format on the program was designed withitton
for each type of participant in the family meetifighysician”, “family member” etc.). When a
participant spoke, the corresponding button wassae The program documented the sequence
of each patrticipant’s talk in the interaction, whiwve referred to during transcription. We

transcribed audio recordings using the transcmpti@thod developed for conversation analysis.

12
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Data were analyzed using conversation analysisv€rsation analysis is “an approach
within the social sciences that aims to descrihaly&@e and understand talk as a basic and
constitutive feature of social lifé¥In conversation analysis, the focus is not onlatik said,
but includes the details of how something is Saih answer the questions of what is being done
and how it is accomplishédEvery utterance is doing a particular action, saslasking,
answering, disagreeing, offering, étfter an utterance there is a response, which also
performs an action that allows us to see how ppéits interpret and understand the actions of
the previous utterance in the interacttdiThis method of analysis was especially useful to
determine what nurses’ utterances were doing imtheting after the meeting and how families
responded to those utterances.

Results

Nurses were present during 15 family meetings (42%¢re were only 2 meetings after

the meeting. The patients discussed in both meetmge African Americans in their 50s.

The first example is after a family meeting witp&ople: 3 physicians, a case manager,
an ethicist, a nurse, the patient’s daughter, hagatient’s sister. During the meeting, the
physicians explained that the patient was expeingnmulti-organ failure and this is “one of the
last chapters of her life.” The physicians askedfgmily whether they wanted to continue
ventilation with a tracheostomy or withdraw theigat from the ventilator. The family shared
their thoughts about both options and expressedrtaioty about the “best” option. The final
decision was for the family to talk amongst themsgland then regroup with the healthcare
team later. The conversation in Figure 1 took plaitk the sister (F2), daughter (F1), and nurse

(RN) in the room after the meeting.
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Figure 1
RN: Do you guys need anything from me at this point ?
(0.5)
F1. [ 1Um]
RN:  [Any] clarifi rcation of anything, anythi:ng
(0.7)
((door closes))
(0.7)
RN:  You want [to talk about? any- ]
F2: [Just trying to absorb] everything that's b een said
[that's all.]
RN:  [Which is-]which[is ]=
F2: [Yeah.]
RN:  =The hardest part. [Everybody::]
F2: [Mm hmm.]
(0.5)
RN:  Jus- lot of people talking, lot of information shared back and forth.
(1.2)
RN:  .hh Mean if you need clarifi 1cation of anything o:r you know just let
me kno:w.
F2: Kay.
(0.2)
F2: | [appreci]ate-
RN: [We can-]
(1.0
RN:  We can talk it out.
F2:  All right. Thank you.
RN:  A:lrrighty.
(0.5)
RN:  U:mif you need me, I'm here until three thirty - call me- anytime.
[Oka::y?]
F2: [Okay. ] Thank you [so much.] _
RN: [And I'll] grab some more klennex for [you guys.]
F2: [All right]

then.
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In line 1, the nurse offers her assistance, “Do goys need anything from me at this
point?” The daughter starts an utterance with “umline 3, but it is in overlap with the nurse
attempting a second offer, with a suggestion of Bbe/can help, which is to “clarify anything.”
She begins another utterance in line 4 with “amgHliThere is no response in line 5, a door
closes (likely one last person in the room), ap@ase in line 7. Line 8 is produced as a
continuation of line 4, with a third offer, “Anythg you want to talk about?” The sister
interrupts by providing an account for not acceptime offer in lines 9-10. The nurse expands
upon the sister’s explanation of “trying to abseverything” in lines 11 and 13, and the sister
acknowledges this in lines 12 and 14. There isgatspause in line 15, and then the nurse
provides an additional account for needing to abseerything in line 16. There is a pause in
line 17. The nurse provides her fourth offer ireBriL8-19, repeating the possibility of needing
clarification, and adds “just let me know” potetifishowing that this offer extends to a later
time. The sister acknowledges this in lines 20 exyaresses appreciation in line 22. The nurse
provides another offer in line 25 with “we can téllut”, and the sister acknowledges and states
“thank you” which can be an attempt to close theveosation. The nurse acknowledges in line
27, then gives a final offer in line 29, as wellpasvides her availability. She ends the utterance
with the understanding check, “okay?” and the siati&knowledges, and upgrades her thank you
to “thank you so much” to reinforce closing the eersation. The utterance that the nurse is
going to grab Kleenex in line 32 may indicate tima&t daughter, who is mostly silent during this
exchange, is crying or visibly upset.
The second example is after a family meeting wélp&ople: 2 physicians, a case

manager, a nurse, and 22 family members of themianot all could be identified, but there

were 2 sons, a daughter, and a sister). Duringhéeting, the physicians conveyed that the
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patient was in an irreversible coma, and askedaimdy whether the patient would want to
continue living in that state. There was a lotasfgion and yelling between family members and
some family members left the room before the megetias finished. The final decision was for
the family to talk amongst themselves and thenawgmith the healthcare team later.

Due to the large number of participants in themamnstantly coming and going, we do
not know who is in the room when the conversatioRigure 2 occurred, but the speakers are a
sister (F2), daughter (F1) and nurse (RN). The iglars has just shown the daughter and the
sister the patient’s CT scans, which indicate asewing intracerebral bleed. It is possible that
the physician is still in the room for the duratwinthis interaction, however he does not engage

in the conversation.
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Figure 2
RN: Yeah I'm sorry for you too. o
F2:  Thank [you.]
RN: [Must] be tough.
(0.5)
RN:  #So sorry?#
(2.0
RN: It's a h:a:rd conversation come there. (RN hugs F2))
(3.0)
((cough))
1.7)
RN:  I'll pray for you.
(0.5)
RN:  And I'll pray for your family after | leave tod ay ( ) ok?
F1: 10y kay.
(2.0) ((RN begins to hug F1)
F1: No I- don't touch- I know you mean well. [Just touching is just=
RN: [Oh | know you don't like all=
F1:  =[Irritating me.]
RN:  =[The touching ] gotcha gotcha no problem, I'm sorry.
((door closes))
F1: Thank you [though, | appreciate it.]
RN: [You betcha- I'm a pray ] for you. [All o B fyou.]
F1: [All of you ] being here.
RN:  Your sisters too sure.
(1.5)
RN: #Okay.#
(0.5)
RN:  All right.
(1.2)
RN:  I'm gonna be back in the room.
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In line 1, the nurse offers empathy to the sistle sister receives this offer with “thank
you.” The nurse offers more tokens of empathynedi3 and 5, with no response from the
family. The nurse offers more empathy in line 7 #me “come here” is referring to the nurse
offering the sister a hug. They hug, and therdarg pauses in lines 8 and 10, with no verbal
response. The nurse offers to pray for the familyrie 11 and after a short pause in line 12,
expands on praying for the family in line 13, empvith an understanding check, “ok?” The
daughter offers minimal response in line 14. e lirb, there is a pause and the nurse goes to hug
the daughter. In line 16, the daughter refusestigg then provides a palliative “I know you
mean well” and an account for the refusal, “justctuing is just irritating me.” The nurse
interrupts before hearing the explanation, staitis &change of state token “oh” and indicates
her understanding of the daughter’s refusal. Thheenthen acknowledges and apologizes in line
19. In line 21, the daughter provides another @@e by thanking the nurse, and the nurse
aligns and again offers to pray for the family. Taighter expands on her thank you in line 23,
whereas the nurse expands upon her offer to prapédamily in line 24. There is no response
to this offer, which leads the nurse to start tiselthe conversation with “okay” in line 26 and
“all right” in line 28, without response. The nuttben tells the family where she is going and
leaves the room.

These two situations are similar in that the nisssfering something and the family is
refusing that offer. In the first example, the rmuvgs offering to clarify information and talk
about what they discussed in the family meetinge fEmily, however, refused the offer and
minimized their need for assistance from the nugsen after multiple attempts to offer her
assistance, the family did not accept these offerthe second example, the nurse is offering

empathy, verbally (with very minimal family resp@ys&nd physically by hugs. The sister
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hugged back but did not verbally respond, and therdaughter verbally and physically refused
the hug, followed by palliatives and an explanatibime nurses in both situations ended the
interaction by stating where or when they will baitable after they leave the room, possibly to
offer assistance if the family needs them lateis Tilay be because in both situations, the family
does not seem interested in continuing their ictéyas with the nurse at that time.

While these were the only examples of the “meetiftgr the meeting” between nurses
and family, there was another interaction whenlbapae care nurse practitioner arrived at a
family meeting late and stayed and talked withfémeily after the meeting. Although this was
not a nurse-family interaction, it is importantmelude because similarly to the above examples,
the family did not accept the offers of assistaaeg kept moving to close the conversation.
There were 7 people in the family meeting: 2 phgsis (M1 & M2), a case manager, a nursing
student, a nurse practitioner (NP), the patiens®s(F1) and the patient’s significant other (F2)
During the meeting, the physician emphasized tloe ptate of the patient’s chronic lung
disease, which they expected to continually decllie healthcare team had been unable to
wean the patient from the ventilator, and they dskbether the patient would want to have a
tracheostomy or not. The family stated they wambegkoceed with a tracheostomy, but wanted
a few more days to give the patient a chance tonwéahe ventilator. The conversation in

Figure 3 begins when the nurse practitioner firsved.



Figure 3

M1: Debra you want ta? Anything- I'm leaving.

NP:  Um | apologize I'm Debra from palliative care?
F2: [Okay.]
NP:  =I'm- I'm a resource for you too as far as info
picture person? [And ]=
F2: [Okay?]
NP:  =So: | can certainly help you if you have quest

something you don’t understand I'm available to you
that a little bit more in detail so-

F2: Do you have acard?

NP: 1do. (0.2) | do yes. So um-

M1:  Okay if you don’t mind I will just be
((Omitted lines of M1 leaving))

NP:  You know what we look at then is really quality
qual- life quality is so important to all of us, it B
1up in the morning and you know if- if there’s no qu
the days can be pretty lo:ng. You know just um- .hh
know him best? and so < 1you can help> in- in his sted to
life quality, you know what was important to him an
play into your decision as you think about this and
big picture is .hhhh you know who- who is Jordan an _
what would he want if he <knew toda:y> what things
like. Because that’s what’s hard. >Nobody ever imag
imagined, 1he never imagined he would be in this [position.]

F1: [ Right.

NP:  Soit's really hard to know exactly what- what
know certainly knowing him as well as you 1do yo
um in working through this as to what he- he would
by knowing who he is.

(0.7)

NP:  So
(2.0

NP:  Um
(0.7)

F2:  Hhhhh
(0.5)

NP:  And as | said and you know any of the more tech
sometimes | can help to break them down a little bi
there’s things that you're not quite understanding
happy to help with that.

(0.7)

NP:  From the- some of the medical things too | shou
more time to do that.
(1.0)

NP:  So

F1: Yeh we're okay for now.

89

[and ]=

rmation, I'm .hhh a big

ions if there’s
to kind of explain

of life. And- you know
's the reason we get
ality in our life
h so and- an- you
kind of decide
d rthat’'s all gonna
look at the whole
d what would he-
were gonna look
ined this. You never

]

he would do? But you
u’'ll have some insight,
want um (0.7) just

nical things? You know
t for you? If- if
| certainly would be

Id have more- little
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The physician invites the nurse practitioner t& talline 1, and the nurse practitioner
first apologizes for her tardiness, then introduoeself and explains her role in lines 2-5. Then
the nurse practitioner offers answering questionsexplaining things in more detail in lines 7-
9. The significant other asks for a card in line@Aich could be seen as a move to close the
current conversation with the nurse practitionerdose she is showing interest in contacting the
nurse practitioner later. The nurse practitiongghhialso receive this as a move to close the
conversation because she acknowledges that sleedaad but does not provide it (she provides
it at the end of the conversation) and attemptotdinue the conversation with “So um.” A
physician stating he had to leave in line 12 intpts this utterance.

In lines 15-25, the nurse practitioner discussedity of life and what the patient would
want in the situation. The sister responds witgliti in line 26. The nurse practitioner suggests
that the family has “some insight” of what the patiwould want. There are pauses in lines 31,
33, 35, in between the nurse practitioner’s attemptontinue the conversation with “so” and
“um” in lines 32 and 34. These pauses are oppdrésnior the significant other or sister to take
a turn in the conversation, but they do not. Tigaificant other audibly exhales in line 36. Then
the nurse practitioner offers her assistance wittheustanding the “more technical things” in line
38. There is a pause in line 42, and the nursdipoaer expands on this offer in lines 43-44.
There is a long pause in line 45, and then thersisfuses the offer in line 47.

Discussion

These findings show that there were very few msta where the nurse was with the

family right after the family meeting. When presehe nurse was not well received during this

time. Whether the nurse was offering clarificatmrshowing empathy, the family seemed to



91
resist these offers. It does not appear that #gsis only for bedside nurses, as a palliative care
nurse practitioner also offered her assistancealaéamily did not accept this offer at the time.

The time immediately following the family meetintay not be the best time for nurses
to engage with families. After receiving informatirom the physician, likely including bad
news, the family may need this time to absorb thestogether before they are ready to
continue the discussion with the nurse. Accordm§c¢haffer and Norlander, it may take time
for families to understand and accept the bad nadding, “It is the nurse who journeys along
with them to support the process of coming to tewitls their new reality” (p. 46)° Nurses may
best support families by initially giving them tinb@ be with each other, while also showing that
they are available when the family is ready.

A limitation of this study is that, although 36ridy meetings were recorded, only 2
meetings between the nurse and the family occufileelinteractions analyzed had different
situations and family reactions, yet in each, #raify was encouraged to ask questions and the
physicians answered these questions. It is possibtdamilies would want to have immediate
clarification from nurses in situations where thenfly does not feel comfortable asking the
physician questions or is not satisfied with tlegiswers. Further research is needed to determine
circumstances in which families would welcome dgsion with the nurse immediately after the
family meeting.

Another limitation is that the study only capturagse-family communication
immediately after the family meeting in the samacgpwhere the family meeting occurred. This
limitation may account for the few nurse-family ensations; more conversations would be
expected based on the evidence in the literatatetiley occur. Nurses have described the

importance of their role to reinforce, re-explaon provide additional information to families
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after their meeting with the physicidrt” **Surrogate decision makers have also described
nurses as valuable for clarifying information afiee physician had leff It is likely that many
of these “meeting after the meeting” conversatiaike place at the bedside, perhaps long after
their meeting with the physician. Further reseasaieeded to explore nurse-family
communication at the bedside.

Another reason for the small sample of meetinger dfie meeting is that nurses attended
less than half of the family meetings. These figdiare similar to other studies; in a survey,
only 24% of nurses reported “often” attending fanmieetings, and 19% reported “often”
participating in family meetingSMany barriers have been identified for the lackofse
participation, including need for more trainifighysicians not inviting nurses to attend the
meeting nor asking for their perspectinurses feeling undervalued or underempow? et
lack of time due to patient care dutfés.To address some of these barriers, Nelson and
colleagues have advocated for work system chamgésgding enculturating physicians and
nurses about the importance of nurse participarmhplanning for coverage of patient care
duties during a family meetirfy.A communication workshop for bedside nurses hes al
increased nurse confidence and skill with contifigutiuring family meetings and nurses
reported feeling empowered to participate in stishussions. Additional interventions that
address these barriers will be important for nutsdgve a role in surrogate decision making
regarding life-sustaining treatment.

In conclusion, nurses who attempted to interatht ¥@milies immediately after the
family meeting were met with resistance. It is plolgsthat families need time to absorb the

information and provide each other support. Furteeearch is needed to determine if it may be



better for nurses to have the “meeting after thetmg” with families at the bedside, after

allowing families such time.
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Discussion

The findings of this dissertation study contribtdeur understanding of surrogate
decision making regarding life-sustaining treatméfdund that clinicians tend to introduce the
need for decision making by initiating a perspeziilisplay sequence: clinicians use a
perspective-display invitation to determine surtegdecision makers’ assessment of the
patient’s preferences, surrogate decision makeovige their assessment of the patient’s
preferences, and then clinicians incorporate tbs&ssment into their decision proposals about
the use of life-sustaining treatments. Using tipisraach, clinicians are delicately easing into a
decision-making conversation because they areutagbt telling surrogate decision makers
that they need to make a decision. Surrogate desisnakers thus responded with their
perception of the patient’s preferences, not wessigtance to the need to make a decision.
Clinicians were also demonstrating shared decisiaking by constructing their decision
proposals with surrogate decision makers’ assedsmearrogate decision makers were more
likely to align to proposals that incorporated faient’s preferences. In contrast, surrogate
decision makers were more likely to resist propogdiere the clinicians asserted they were
going to do or not do a treatment.

In addition to these important findings, this vifas first study to explore nurse-surrogate
decision maker communication after the family coefiee. There were very few instances
where nurses talked with the surrogate decisionemsaknmediately after the family conference.
When they did, nurses tried to offer informatioafdication or acts of empathy; however,

surrogate decision makers refused these offefactnsurrogate decision makers often moved to
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close the conversation or provided some indicatan they did not want to continue their
interaction with the nurse.

Limitations of this study have been described evpgus chapters, but the central
limitation was the small sample size of 36 famibnterences. If | had more family conferences,
it is possible | would have had more decision peai®to include in my event sequence analysis
as well as more “meetings after the meeting” tdyaeaefor nurse-surrogate decision makers’
interactions. The initial goal was to have 40 fgnasibnferences, which was not only comparable
to the sample size of other event sequencing syB@keman & Quera, 2011), but also seemed
reasonable based on the speed and success ofingctii family conferences in 5 weeks during
my feasibility study.

| was only able to collect data on 36 family coefases in 1 year because | experienced a
few unexpected recruiting issues. In the year sit@& conducted the feasibility study, there
had been tremendous turnover of both nurses argitalksts. The hospital is structured so that
intensivists are never attending physicians bug oohsulting physicians. The hospitalists are
usually the attending physician (unless the pati@stan attending from a specialty, such as
cardiology, neurology, or surgery, although manyhese specialties transfer attending
responsibilities to the hospitalist if sufficieimhe has passed since the patient’'s M, surgery,
etc.). Therefore, obtaining buy-in from the hodfsta was critical to the success of this study.
Luckily, the director of the hospitalist had notdged, and he distributed information about my
study to the hospitalist staff. However, there st quite a bit of concern from the new
hospitalists about who | was, what | was doing, whéther my study was going to cause

problems for their relationships with surrogateisien makers; all valid concerns. It took time
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to gain trust, which delayed my data collectiorn, ldieel my presence on each unit everyday was
helpful and eventually many hospitalists becameencomfortable with the study.

Another unexpected recruitment issue was the peesafyoung children in the family
conferences. | decided to exclude family confersmveigh participants less than 18 years old
because minors are not legally able to act as gateadecision makers or able to give consent. |
did not feel this would significantly affect my reiting because there were no children in the
family conferences of the feasibility study andgsamed people would not bring their children
to such a sensitive and difficult discussion. Hoarethere were many family conferences where
children were expected to be present and theréfmyeld not recruit family members of these
conferences. In some instances, everyone constnbedin the study, but then the last
participant came with a child and | could not audicord the family conference. | considered
changing my inclusion criteria, but | decided robecause | believe that such an experience
would be difficult enough for a minor that | didtrfeel it was appropriate to engage with them
about participating in research. | also feel tlthtiag the hassle for the parents to discuss this
with their children was more than | could ask thendo. For these reasons, despite not reaching
my recruiting goal, | believe this was an apprajeriexclusion criterion.

Another potential concern is that those who agtegghrticipate in this study were more
likely to align with clinicians’ decision proposalsan those who refused to participate. The
refusal rate of this study was 35.7%, and it issgas that clinicians or surrogate decision
makers who refused to participate did so becauspmdrent discord with each other, which
could have led to more resistance displayed irighely conferences. While possible, some
surrogate decision makers who participated in theysexpressed frustration with clinicians and

their communication, and they disclosed that thepted to participate because they believed
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that the communication needed to be improved. lmfaunily conferences, surrogate decision
makers described their discontent with cliniciaftserefore, it cannot be assumed that all the
surrogate decision makers who participated in theéyswere satisfied with the communication
or the clinicians.

Future Directions

My long-term goal as a researcher is to improeestiirrogate decision-making process
for life-sustaining treatment decisions in the IQitlinicians use the PDS to introduce the need
to make a decision and provide a decision propssalpgate decision makers may be more
likely to align to such proposals and less lik@lyperceive conflict with clinicians. Therefore, a
logical next step would be to design an intervenbased on my findings, to promote the use of
the PDS. | would like to acknowledge a few concérmave about the state of the science prior
to planning a possible intervention.

Through learning about conversation analysis, Ehast only learned how to do this
method, but also how to see the world through f@miht lens. An assumption of conversation
analysis is that interaction is structurally orgaai and individuals bring their competencies of
this organization to their interactions (Herita§j284). We do not need to think about these
competencies however, they are part of our comrensesor habits. When we ask people to
change their choice of communication in an intetioes study, we are asking them to think
about their choice of communication. A conversataoalyst described his experience of
conducting an intervention study: “Many of the natetional behaviors of participants in
conversation appear to occur below their levelarfstious awareness, and one feature of the
intervention approach described here is that isdmmake participants more conscious of these

behaviors” (Wilkinson, 2011, p. 42). While askingople to think about what they say is
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reasonable, let us consider the communication stigge that are currently in the literature
about how to improve communication in family coefeces.

There have been many tools and tables developédhvé intention to improve
communication in family conferences. In an artab®ut “practical guidance” for family
conferences, Curtis and White (2008) provided &tab8 components (such as giving
empathetic statements and providing explicit supfoorthe family’s decision), and a description
of the VALUE mnemonic (Value family statements kAowledge family emotions, Listen to
the family, Understand the patient as a persogjtEéimily questions). A review of the literature
(Lautrette, Ciroldi, Ksibi, Azoulay, 2006) includedtable with 30 elements of suggestions for
preparing for, planning, and ending the confere@tepf which are suggestions for
communication (such as to provide honest and mgaiimformation about the prognosis
without discouraging hope and to avoid the temptato give too much detail about
pathophysiology as a way to deal with our own disfant).

While potentially helpful to clinicians, remembaegithe 8 elements or the 21 suggestions
or even the VALUE mnemonic seems overwhelming. tdga and Robinson (2011) conducted
an intervention study in which they had primaryecdinicians change just one word: instead of
“Are thereanyother concerns you'd like to address during tis#&?¥’ they had clinicians say,
“Are theresomeother concerns you’d like to address during tie#&® They had issues with
clinicians making this change because it felt fesgural,” even though it was only a change of
one word (Heritage and Robinson, 2011). By haviimgatans attend to multiple communication
suggestions, they would be so conscious of what'theeded” to say that they might not really

be present in the interaction and responding apjatapy to the surrogate decision makers.
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In their article, Curtis and White (2008) do cauntagainst the communication becoming
too protocolized and robotic, and state that comoation needs to be adapted to respond to the
needs of the surrogate decision makers. My consdhat the more suggestions clinicians try to
incorporate into the family conference, the moeytare thinking about their own
communication and the less they will be thinkingatithe surrogate decision makers’
communication in the interaction. It is quite poésithat this was an issue for the nurses in the
meeting after the meeting: they felt it was theluty” to be there for the family and offer
information or empathy, which may be why they keqmtviding offers even though the family
members kept indicating they were not interested.
Despite these concerns, | still think | could inparate the use of the PDS from my
findings into an intervention for a number of re@so
1) I noticed that clinicians were already using theéSRD introduce the need to make a
decision and to make decision proposals. It isidensd best practice to ask about
patient preferences (Kon et al., 2016), and ikisly that physicians, especially
palliative care physicians or intensivists, haveady received training to incorporate
preferences into treatment recommendations oridagsoposals. However, an
intervention could still be warranted due to thibolwing observations :

a. The way that clinicians are incorporating the &itton of patient preferences
into their conversations with the PDS structureamspproach to introduce
decision-making, seems to be beneficial for theveosation.

b. Clinicians of other specialties who have these eosations (such as
nephrologists, cardiologists, and hospitalistsesen in this sample) may not

receive similar training.
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c. Some clinicians used the PDS to introduce the teethke a decision about
withdrawing treatment in some circumstances bud asdifferent approach in
other, similar circumstances. This discrepancy sd¢edbe explored further to
determine if this is an issue of training or not.

2) Surrogate decision makers tended to align to detigioposals that incorporated
patient preferences. It is reasonable to assuntéttisaalignment between surrogate
decision makers and clinicians would lead to lasseshtion and conflict. The
subsequent negative consequences that surrogasedenakers and clinicians
experience from conflict could be reduced. In additthe incorporation of patient
preferences is helpful for treatment decisionsaadoted in what the patient would
have wanted.

3) The PDS incorporates many of the communication efemand suggestions from
previous studies (see Figure 1). Clinicians whorléew to do the PDS would be
simultaneously using other suggested communicati@iegies, with only needing to

remember one 3-turn sequence.
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Figure 1: The PDS incorporating components and esstggns for communication in the family
conference

Don’t let the family feel like they
have decided to “pull the plug” on
a loved one’

Provide honest and meaningful
information about the prognosis
without discouraging hope2

Provide consistent
communication from different
1

team members

Acknowledge and address family
emotions’

Affirm nonabandonment of patient
and family1

Explain the principle of surrogate
decision making to the family1

Empathetic statements’

Acknowledge strong emotions’

Before finishing the discussion
about end-of-life care, summarize
the major points and ask family
members if they have questions
(tolerate silences, wait for
questions2

Use reflection to show empathy
and to encourage discussion
about the emotion”

Family should understand that
care is maintained even when
treatments are limited; separate
life-sustaining treatment from
comfort care’

Incorporated into PDS

Explore and focus on patient
values and treatment

1
preferences

Listen and respond to family
members’

Provide explicit support for
decisions made by the
familv'

Increase proportion of time
spent listening to family
rather than taIking1

Find out what the family
understands; give them the
opportunity to describe the
patient’s life and medical
history2

Align the clinicians’ and the
families’ view of what the
goals of care should be’

Listen to what families have
to say2

Repeat what patients or
families have said as a way
to show that clinicians
heard them’

Don’t describe all possible
treatment options equally
reasonable: make
recommendations’

Review what the family knows
about the patient2

Identify areas of uncertainty and
disagreement between the
family and the team’

Introduce everyone to be sure
that everyone knows each

2
person’s role

Frame the discussion by saying
that it is commonly held for
severely ill patients2

Make the family as comfortable
as possible about discussing
dying and death’

Assure family that the patient
will not suffer’

Avoid unnecessary technical
jargon, use the terms “dying” or
“death”?

Avoid the temptation to give
too much detail about
pathophysiology as a way to
deal with our own discomfort
(unless asked by the family)®

Stress the specific palliative
treatments that can be offered
when the goals of care change
from cure to comfort?

Tolerate silences that can
precede difficult questions or
expressions of emotions’

!Curtis & White (2008); *Lautrette, Ciroldi, Ksibi, & Azoulay (2006)
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For these reasons, | believe it would be worthgtesg and pilot testing an intervention to
determine the feasibility of teaching the PDS aluwiittp clinicians learning the PDS, and
whether the PDS can produce positive outcomes, asiceduced conflict and reduced distress
among all involved in the surrogate decision-malpnagess.

For nurses, more research is needed regardingtieiin the decision-making process,
particularly their communication with surrogate idean makers. It might be prudent to explore
if nurses have perceived that surrogate decisidtersaneed time after the family conference,
which may explain why so few nurses approached tinemediately after the conference. In
addition, it would be helpful to capture bedsidewwrsations between nurses and surrogate
decision makers. Collecting data on nurses’ coratenss at the bedside would likely be a
methodological challenge, but would help to filyap in our knowledge of how nurses assist
surrogate decision makers in the decision-makioggss.

Current interest in nurse communication has inedlgreating a new role: a
communication facilitator. Communication facilitedcare nurses or social workers trained to
improve communication between the ICU team andgarte decision makers, which have led to
reduced length of stay and costs of care for detsd€urtis et al., 2016). Although these results
are positive, this “intermediary” role is alreadynsidered a part of the bedside nurse’s role as
the patient’s (or in this circumstance, the fans)yadvocate (Pecanac & Schwarze, 2016). Many
of the tasks of the communication facilitators: tmegewith family to understand their concerns
and needs, providing the family communication amdtonal support, and participating in
family conferences (Curtis et al., 2016), shouteadly be tasks of the bedside nurse. However,
nurses interviewed about their perception of themainication facilitators expressed

enthusiasm because they never had the time toede task themselves (Howell, Nielsen,
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Turner, Curtis, & Engelberg, 2014). We need to edslisystems issues that preclude nurses from
doing these tasks already in their domain. Funtégeearch should explore whether training all
bedside nurses to do these tasks effectively ammlging a system that allows them to do these
tasks efficiently would be less resource-intensind more cost-effective than using
communication facilitators.

In conclusion, | believe the findings of this sgyztovide an important foundation for
future research. As a previous critical care nurkaye personally been affected by the negative
consequences of the surrogate decision-making ggpaed therefore | am committed to
improving this process for all involved. It is mge that with developing new communication

strategies for all clinicians, including nursesah bring about positive change.
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Appendix I: Glossary of Terms

Two of these papers will be submitted to journalscritical care practitioners and researchers.
Therefore, they include terminology that will besiyarecognizable and understandable to the
audience of the journals. This section will clasiych terminology for those who do not share
this critical care background.

Weaning the patient from the ventilatoPatients are put on ventilators when they ardlena
breathe on their own. As soon as possible, healt gractitioners want to remove patients from
the ventilator and have them breathe on their ogaina The process of determining whether a
patient would be able to tolerate breathing orhleisbwn is called “weaning.” Generally, the
patient is placed on a lower setting of the vetdiland if the patient is able to tolerate this éow
setting, the patient is placed on an even loweinggtuntil eventually the ventilator is removed.
If a patient is unable to wean from the ventilatbis means that the patient is requiring a fair
amount of support from the ventilator and not taliexg being placed on a lower setting.
Intubate: The majority of patients are initially placed or thentilator connected to an
endotracheal tube, which is inserted in the pdsanbuth down into the trachea. This action is
known as “intubation.” If a decision is made noptat the patient on a ventilator, the patient is
considered “DNI” or do not intubate.

TracheostontyDue to the high risk of infection and esophagealring, the endotracheal tube
inserted during intubation is not used permaneifitly.patient has required prolonged ventilation
and is unable to wean from the ventilator, the éradbeal tube needs to be removed and the

patient will need to be connected to the ventilatih a more permanent option. This permanent
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option is a tracheostomy, a tube that is insertextdy through the neck into the trachea. A
patient can remain on a ventilator with a trach@mostindefinitely. The concern in placing a
tracheostomy is that the patient requires a higkteursing home and could subsequently
remain in their current health state indefiniteljh{ch many times involves very minimal
cognition or ability to interact with others).
Terminal extubation/withdrawing the patient frone thentilator:If a patient has required
prolonged ventilation and is unable to wean fromtantilator, the family does not have to have
a tracheostomy placed. They can instead choosenatd extubation or to withdraw the patient
from the ventilator (these phrases mean the samg)thn a terminal extubation, the patient is
taken off of the ventilator (the ventilator is “Wwidtrawn”) with the expectation that the patient
will pass away. The focus of care shifts from agng to cure or manage the patient’s
condition to providing the patient comfort at thedeof his/her life.
Code status/CPR/DNRhe patient’s code status refers to whether timc@ns would engage
in cardiopulmonary resuscitation (CPR) or not. tfexision is made to perform CPR, the patient
is considered a “full code.” If a decision is man to perform CPR, the patient is considered

“DNR,” which stands for do not resuscitate.
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Appendix Il: Overview of Conversations

There were 36 conversations audio recorded amdded in this study. Of these 36, there
were 32 patient scenarios (2 conversations wer@ aadorded for 4 patient situations). There
were 2-26 people in each conversation. Participactaded physicians, nurses, nurse
practitioners, family members and friends of thequd, case managers, chaplains, and ethicists.
Physicians of multiple specialties (critical cargdfponology, palliative care, hospitalist, family
practice, cardiology, neurology, nephrology) uspaitroduced discussion of treatment
decisions; however, there were times when discaossitoreatment decisions was initiated by
other members of the healthcare team, such assa pteictitioner or case manager. The
conversations were 5:52-43:42 minutes long. Thecgire of the 36 conversations tended to

occur with the following sequence of events:

Review of what Review of Disclosure of Discussion of

brought patient events/ patient treatment
into the Zssgssm:nts prognosis decisions
uring the

hospital
P hospitalization

Usually the physician reviewed what brought thegoatinto the hospital and the events
during the hospitalization, but there were timegwthe physician asked the family to share
their understanding of these occurrences. Aftefdhely provided their perspective, the
physician clarified or added important informatesineeded. The disclosure of patient prognosis
may have involved the prognosis to survive, retortheir previous health state, or simply that

more would be known about the patient’s prognoites a certain amount of time or certain
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events occurred. The discussion of treatment adew@dancluded whether to place a tracheostomy,
withdraw the patient from all life-sustaining treegnts, perform CPR, intubate the patient,
perform a life-saving procedure, and escalaternreats.

There were some exceptions to this structure (ssridbed in Chapter 2). In 5
conversations, family members initiated discussibtreatment decisions during review of what
brought the patient into the hospital or revieweweénts/assessments during the hospitalization.
In 5 conversations, the physician only alludedh® potential need to discuss treatment decisions
at a later time, without asking for a decisiontaitttime. However, treatment decisions were at
least mentioned in every conversation.

A patient’s written wishes (in an advance diregfiwere mentioned in 5 conversations.

In 7 conversations, a power of attorney was ideatifin all other conversations, the family
needed to make a decision together.

The outcome of the majority of conversations @2%]) about whether to place a
tracheostomy or withdraw the patient from the Jatdr was to have the family talk amongst
themselves and meet with the physician later. o tBese conversations, the delay was due to
uncertainty about whether the patient would imprdnel4 of these, the family wanted to have
more time to talk with each other and decide. Intiast, all decisions about code status were

made during the meeting, with no additional timedues.
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Description of Patient Characteristics (n=32)
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Age

Mean 62.7, Min-max 35-89
Race

66% Black

34% White

Admitting/primary diagnosis
31% Pulmonary issue

28% Infection (non-pneumonia)
19% Cardiac arrest

16% Altered mental status/stroke
3% Burn

3% Gl bleed

Description of Surrogate Decision Makers

Power of Attorney for Healthcare (n=7)

Daughter/son
Sister

Niece

Cousin
Significant Other
Friend

= T )
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Appendix IV: Transcription Notations

The following transcription notations are adaptexhf the following publication: Hepburn, A.,
& Bolden, G. B. (2013). The conversation analyfip@ach to transcription. In J. Sidnell & T.
Stivers (Eds.Jhe handbook of Conversation Analy§@p. 57-76). Oxford: Blackwell.

Brackets: overlapping talk
M1: Maybe | don’t want to say for the rest of his life [but ]
F2: [Yes.]

Talk that occurs at the same time is shown usiagkats, lining up when the overlapping talk
started and ended for both speakers.

Equal signs: latching
MD: Everybody thought that [ she ]=
F1: [Yeah.]
MD: =Was crystal clear about it.

Talk that continues with a discernible silence laswtwo turns.

Period: falling intonation
F2: We really haven't.

The turn of talk ends with falling intonation.

Comma: dlightly rising intonation
F1: | been trying to do that,

The turn of talk ends with slightly rising intonai.

Question mark: strongly rising intonation
M1: Have you had any discussions uh with Haley a bout uh these kind of
issues?

The turn of talk ends with strongly rising intorati

Underlying: emphasis
MD: Can- can you tell me about that what she sai d before?

Talk that is underlined indicates some sort of eashor stress.

Degree signs: quiet speech
M2: Anything short of that would not be a qualit y of life °she would have
wanted.®

Talk that is markedly quiet is surrounded by degigas.
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Arrows: rising or falling pitch
M2: She would still go to a nursing home, still _goto a high rlevel
nursing home where they’re taking care of h B er twenty four seven.

Sharp increases in pitch are marked with an upweaxlyv; sharp decreases in pitch are marked
with a downwards arrow.

Greater-than/less-than symbols: quicker or slower speech
1 F1: Her if | saw her but >anyway<
2 M2: My sense is she would not have <wanted tha t.>

Talk that is quicker is marked as shown in exampdove, with the greater-than/less-than
symbols pointed toward the speech, ><. Talk thatawer is marked in example 2 above, with
the greater-than/less-than symbols pointed away fhee speech, <>.

Colon: stretching of sound
M2: She if she:::: would not want to be

Colons are used to indicate stretching of the mhegesound. The more colons that are used, the
more stretched the sound is.

Hyphen: speech cut off

F2: She just- she just needs to die.

Talk that abruptly stops is marked by a hyphen.

Pound sign: creaky voice
F4:#1 know he won't want to live like this.#

Talk that has a creaky quality is surrounded byngiosigns. In this study in particular, pound
signs also indicate talk that is produced whilaray

Par entheses:; unsur e of talk
F2: ( )

Talk that is not clear or unintelligible is markieg parentheses .

Double parentheses. description of events
F1: U:h came in ((coughs))

Sounds or events that occur in the conversatioswareunded by double parentheses.

Par entheses with numbers; silences
(3.5)

Silences are measured in seconds, to the tentsexfand, and are surrounded by parentheses.
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Hhh: breathing
1 M1: | wanted to bring up something, .hhh is tha _twhat Mr. James would

want.
2  F4: HHHHHH #I have to ask this#

When there is a period before an “h,” it marksrabrieath, as shown in example 1 above. When
there is no period before an “h,” it marks an orgdbh, as shown in example 2. The more h’s
there are together, the longer the breath. Pldasenate that the capitalized h’s in example 2
indicate that this sound is markedly louder thangtrrounding talk.



