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ABSTRACT OF THE DISSERTATION
Effects of a Patient Question Prompt List on Outpatient Palliative Care Appointments
by
Meghan McDarby
Doctor of Philosophy in Psychological & Brain Sciences
Washington University in St. Louis, 2022
Professor Brian D. Carpenter, Chair

Question prompt lists (QPLs) promote patient and care partner participation during medical
appointments. The current study evaluated use of a 25-question QPL during initial outpatient
palliative care appointments. I applied tenets of Social Cognitive Theory to investigate the
relation between appointment participation, state anxiety, and perceived self-efficacy in the
context of a QPL intervention. Participants were patients and care partners attending the patient’s
first outpatient palliative care appointment at an academic hospital. Participants were randomly
assigned to receive the QPL before the appointment (n = 29 appointments) or to receive usual
care (n = 30 appointments). Audio recordings of appointments were transcribed and coded for
total questions asked and assertions made. Participants also self-reported state anxiety, perceived
self-efficacy in question asking, and perceived self-efficacy in getting health care information at
pre- and post-appointment. On average, participants in QPL appointments did not ask
significantly more questions or make significantly more assertions compared to participants in
usual-care appointments. On average, participants reported a decrease in state anxiety from pre-
to post-appointment, but there was no interaction effect of time and condition. There was also a
main effect of time on self-efficacy in question asking, such that self-efficacy increased from

pre- to post-appointment, but there was no interaction effect of time and condition. Despite their

X



promise in previous studies, my results suggest QPLs may lack potency to shift certain types of
participation, at least in palliative care appointments, and that other mechanisms of Social
Cognitive Theory may better characterize the relation between question asking, state anxiety, and

perceived self-efficacy.



Chapter 1: Introduction

Palliative care is a specialized medical service for individuals with serious, life-limiting
illness. The primary goals of palliative care are to support symptom management and improve
quality of life for patients and their care partners. In the hospital setting, palliative care is
delivered by an interprofessional team, with members including physicians, nurse practitioners,
social workers, chaplains, and psychologists (World Health Organization, 2002).

Quality communication is a pillar of palliative care around the world (Gamondi et al.,
2013; National Consensus Project for Quality Palliative Care, 2018), and professional
organizations, including the American Academy for Hospice and Palliative Medicine (AAHPM;
2009), the American Society of Clinical Oncology (Ferrell et al., 2017), and the Canadian
Hospice and Palliative Care Association (CHPCA, 2013), emphasize the importance of
communication skills that promote information exchange between patients, their care partners,
and clinicians. Among the range of services offered by palliative care clinicians that depend on
effective communication are clarification of treatment preferences, goals of care discussions,
advance care planning, and bridging communication between the patient, their care partners, and
other clinicians (Back et al., 2014; Jack et al., 2003, 2004; McDarby & Carpenter, 2019). These
roles underscore the relevance of communication in the palliative care setting and highlight both
the frequency and importance of interpersonal interactions between patients and palliative care
clinicians. Furthermore, scoping evidence indicates that effective communication is associated
with important downstream outcomes, including goal-concordant, person-centered care
(Levinson et al., 2010), less aggressive medical care (Wright et al., 2008), and improved

bereavement outcomes for care partners (Petursdottir et al., 2020).



A number of guidelines (e.g., Ferrell et al., 2018; Ngo-Metzger et al., 2008) have been
developed by leaders in serious illness research and practice in order to underscore the essential
role of communication between clinicians and patients. The tenets of these guidelines are
reflected in several communication interventions and protocols, including the VitalTalk model
(Arnold et al., 2017), the Serious Illness Care Program (SICP; Bernacki et al., 2015), and the
SPIKES six-step protocol (Baile et al., 2000), all of which recommend two complementary
approaches for promoting quality communication in the palliative care setting. One approach is
training clinicians with strategies to communicate more effectively with patients. Intervention
research suggests that clinicians whose training highlights communication skills report
improvements in overall communication abilities (Goelz et al., 2011), high confidence and
comfort in communication (Wittenberg-Lyles et al., 2014), increased communication self-
efficacy (Erickson et al., 2015), and increased knowledge about how to deliver bad news (Rucker
& Browning, 2015). Other research indicates that communication skills training for clinicians
increases the likelihood of patient care planning (e.g., goals of care conversations) (Curtis et al.,
2018), increases patient satisfaction with care (Haskard et al., 2008), and in some cases, is
associated with reductions in patient-reported anxiety (Bernacki et al., 2019). Thus, there is
compelling evidence that tools that target clinicians’ communication skills are effective at
promoting competency in communication and, therefore, at supporting high-quality, person-
centered care.

The complementary approach for promoting quality communication between palliative
care clinicians and their patients is to help patients develop their own communication skills.
Although clinicians have been targeted with more facility—communication skills interventions

can be delivered in large groups as part of preprofessional training and professional development



programs (see Back et al., 2007 and Bylund et al., 2010)—patients also can be “trained up” on
skills and techniques that promote their success in palliative care communication. Indeed, several
interventions targeting patients have been developed for this purpose, including Sharing Patient
Illness Representations to Increase Trust (SPIRIT; Song & Ward, 2015), the Stanford Letter
Writing Project (Periyakoil et al., 2017), and appointment coaching (Doorenbos et al., 2016;
Sansoni et al., 2015). These interventions empower patients during medical conversations,
encouraging increased participation and contributions to care conversations (Alders et al., 2017).
Thus, although the onus falls on palliative care clinicians to communicate effectively with
patients in ways that are understandable, empathic, and inclusive (Mroz et al., in press), evidence
suggests that patients can benefit from interventions that target their own communication skills.
However, in order to feel confident in communication-related tasks, patients must also feel
equipped to participate actively in interactions with clinicians in the palliative care environment.
One theory that has been used to explain how communication interventions shape clinician
(Grudzen et al., 2016) and patient (Street et al., 2010) behavior in health care encounters, and
that also elucidates important pathways by which patients might develop confidence in palliative

care communication, is Social Cognitive Theory (SCT).

1.1 Perceived Self-Efficacy and Palliative Care Communication

Social Cognitive Theory (Bandura, 1986, 2001), originally known as Social Learning
Theory, was developed by Albert Bandura to characterize learning as a social process that occurs
within the social environment. In other words, learning is posited to be shaped by interactions
between the individual, the individual’s behavior, and both the function and value of that
behavior in the social environment. Since it was proposed by Bandura, SCT has been used as a

theoretical framework for research in a range of areas, including health behavior change (e.g.,



Schwarzer & Renner, 2000) and patient communication about cancer-related pain (Street at al.,
2010).

According to SCT, perceived self-efficacy, or the belief that one can control aspects of
one’s behavior and environment, enables goal attainment. Perceived self-efficacy can be thought
of as “the foundation of agency,” as it provides individuals with direct insight into whether they
feel confident to act on and follow through with plans to achieve goals (Bandura, 2000, p. 17).
SCT suggests that four factors shape the development of perceived self-efficacy: verbal
persuasion (i.e., encouragement from others), vicarious learning (i.e., modeling), performance
accomplishments (i.e., mastery experiences), and physiological arousal (i.e., emotional states)
(Bandura, 1986).

As a framework for conceptualizing mechanisms by which perceived self-efficacy
increases, SCT outlines pathways that could support the development of patient self-efficacy in
palliative care communication. Perceived self-efficacy is integral to patient communication in
palliative care: without beliefs that they can successfully communicate with care clinicians,
obtain health-related information, and participate actively, patients and their care partners will
forego asking important questions, learning about and clarify treatment preferences, and
engaging in goals of care discussions. Importantly, perceived self-efficacy in the palliative care
setting could be supported by each of the four factors outlined by SCT, including effective verbal
persuasion from clinicians (e.g., “That’s a great question, lots of other patients with your
condition ask that question t00.”), vicarious learning (e.g., patients observe videos of other
patients engaged in model communication), performance accomplishments (e.g., patients
successfully ask questions during an appointment), and physiological arousal (e.g., patients

successfully manage anxiety during an appointment).



In accordance with care that is truly person centered, patients must be encouraged to
participate actively in health care communication (Eggly et al., 2017; Institute of Medicine,
2001). As a result, interventions that aim to increase self-efficacy may leverage patient autonomy
(see Figure 1). I propose that by promoting mastery experiences in communication (i.e.,
increased participation), as well as offering instrumental support that may assist with the
management of physiological arousal (i.e., reduced anxiety), such interventions would promote
patients’ confidence in their perceived skills and abilities related to communicating in health care
settings. Furthermore, improvements in self-efficacy would likely promote continued
participation and greater reductions in physiological arousal, initiating, to some extent, a
feedback loop, wherein active participation and the development (or maintenance) of self-
efficacy support one another (Roter et al., 1988). This hypothesis is based on prior literature
suggesting that training in communication skills promotes increased self-efficacy about
communication in health care settings (Haywood et al., 2006; Kidd et al., 2004) and that patients
believe perceived self-efficacy contributes to their participation in health care settings (Bailey et
al., 2022). One tool that is designed to scaffold patient participation in communication and is
hypothesized to promote self-efficacy via performance mastery and physiological arousal

management is the Question Prompt List (QPL).

1.2 Question Prompt Lists

Question Prompt Lists are communication tools designed to support patients who are
seeking information about their illness and treatment options from health care clinicians. QPLs
are comprised of sets of questions and topics that can be referenced by patients during
conversations with clinicians to spark discussion (Sansoni et al., 2015). As a whole, QPLs are

not dissimilar to nationwide initiatives aimed to promote patient participation in health care (e.g.,
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the Agency for Healthcare Research and Quality’s “Questions to Ask Your Doctor” initiative) in
that they highlight questions that could augment communication between patients and clinicians
about illness concerns.

In terms of their use, commonly, patients receive a QPL in advance of a health care
appointment and use the tool to guide conversations with their clinicians. The questions included
in a QPL often cover a range of topics, and patients may use some or all of those questions
during their appointment. Moreover, QPLs can be general or disease specific. For example, a
QPL offered to older adults deciding whether to follow through with a high-risk surgery
(Steffens et al., 2016) includes questions like, “In your opinion, will surgery make me feel
better?” and “After I leave the hospital, what type of care do you think I will need?” Another
QPL designed for patients with cancer includes questions that range from, “Exactly what kind of
illness do I have?” to “How do I get my affairs in order and write a will?”” (Yeh et al., 2014).
Ultimately, the goals of QPLs are to empower patients to participate actively in health care
conversations and encourage discussions between patients and clinicians about important care

and treatment topics (Sansoni et al., 2015).

1.3 Previous Research on QPLs

Prior research has substantiated the effectiveness of QPLs for a variety of patient
populations and indicates that QPLs support communication in a multitude of ways. QPLs have
been developed for patients with various serious and life-limiting illnesses, including cancer
(Clayton et al., 2007), heart conditions (Bolman et al., 2005), and chronic kidney disease
(Lederer et al., 2016). Moreover, research suggests that QPLs have a positive impact on
communication behaviors, such as increasing total patient question asking and question asking

about specific topics, including prognosis (Sansoni et al., 2015). The following section (a)



reviews previous literature that has investigated the effects of a broad range of QPL interventions
on patient participation and anxiety and (b) enumerates key limitations associated with previous
studies that should be addressed in future research.

1.3.1 QPLs and Participation

To facilitate quality patient-clinician communication and collaborative practices like
shared decision making, patients must participate actively in their care via appointment
participation, or by making direct contributions to conversations with clinicians in the form of
asking questions and making assertions (Eggly et al., 2017; Street et al., 2007). As outlined by
SCT, participating actively in health care conversations not only depends on but is also likely to
promote the development of self-efficacy beliefs; performance accomplishments and mastery
(i.e., successful participation in health care communication) enhance self-efficacy, with higher
self-efficacy presumably creating a positive feedback loop to increase new opportunities for
mastery (see Figure 1).

Findings from three systematic reviews provide evidence that QPLs are successful at
increasing overall participation. In the earliest of the three reviews, Kinnersley and colleagues
(2008) conducted a meta-analysis to investigate the effectiveness of question-asking
interventions. These interventions spanned multiple health care settings, including general
practice, oncology, obstetrics, and cardiology. Their meta-analysis of the studies with data that
could be extracted (n = 14 of 17) indicated a small but significant overall effect of question
asking interventions on question asking (d = 0.27, range = 0.19-0.36). Averaged across studies,
patients assigned to a control group asked 4.77 questions, while patients assigned to receive a

question asking intervention asked 6.13 questions. Most individual studies included in this



review reported effect sizes in the small to medium range, and the effect size estimate confidence
intervals for nine of the 14 studies included zero.

In a second systematic review that did not calculate intervention effect sizes, Brandes and
colleagues (2015) qualitatively summarized the effectiveness of QPL interventions at increasing
participation, focusing on question asking in the oncology setting. Six of the 16 studies included
in their review reported total number of questions asked by patients, and four of those studies
indicated that patients in the QPL intervention group asked significantly more questions than
patients in the usual care group. Of note, three of the four studies that reported a significantly
greater number of questions asked in the QPL group were not part of the original review
conducted by Kinnersley and colleagues in 2008. As one example, Clayton and colleagues
(2007) randomized advanced cancer patients and their care partners to receive a standard
palliative care consultation (n = 82) or to receive a QPL prior to their palliative care consultation
(n =92). They evaluated the effectiveness of a 112-question QPL developed by their group
(Clayton et al., 2003) for palliative care patients, covering eight subject areas, including “about

29 <6

the palliative care team,” “treatment,” and “end of life issues.” Compared to the standard
consultation group, patients in the QPL group asked 2.31 (95% CI, 1.68-3.18) times more
questions overall, indicative of a small to medium effect (Chen et al., 2010). Patients who
received the QPL also asked more prognostic-related questions and discussed more end-of-life
(EOL) issues in health care appointments when using a QPL. As another example, Smets and
colleagues (2012) examined the usefulness of a QPL for patients with esophageal cancer to
obtain information about a curative esophagectomy procedure. Their findings indicate that

patients assigned to receive the QPL asked more questions (Mdn = 12 questions) during their

appointment compared to patients who received usual care (Mdn = 8 questions).



In a third review of QPLs conducted by Sansoni and colleagues (2015), the authors
considered the effectiveness of QPLs designed for a variety of patient groups, including patients
with cancer, primary care patients, cardiology patients, and individuals with depression. Their
findings were organized to facilitate comparisons between standalone QPL interventions and
QPL interventions supported by another supplementary intervention (e.g., coaching). Notably, of
the three standalone QPL interventions that were not included in the review conducted by
Brandes and colleagues (2015), none significantly increased number of questions asked.

Two major randomized controlled trials too recent to be included in the aforementioned
reviews also evaluated the effectiveness of QPL interventions at increasing patient participation.
Eggly and colleagues (2017) evaluated a 43-question QPL to be used by Black patients with
cancer during their oncology appointments to discuss treatment. The QPL booklet included
questions regarding diagnosis, treatment, chemotherapy, and help with coping, among other
topics. A sample of 114 patients was randomly assigned to receive usual care (n = 40), use a
QPL during their appointment (n = 40), or use a QPL and have a coach to help them formulate
questions before their appointment (rn = 34). Compared to usual care, participants in the QPL-
only condition participated more actively than patients assigned to the usual care and QPL +
coach arm (Eggly et al., 2017). The authors reported a medium effect of the intervention on
promoting overall patient participation (d = 0.55). On the other hand, Schwarze and colleagues
(2020) conducted a randomized controlled trial of a QPL for older adult patients considering
major surgery. Patients assigned to the QPL group (n = 223) received a QPL by mail in advance
of their upcoming surgical consult appointment, while the rest of the sample (n = 223) was
assigned to usual care. Topics addressed by the QPL include, “Should I have surgery?” and

“What can I expect if surgery goes well?” The authors found no effect of the intervention on



appointment participation and hypothesized their null finding was potentially due to “low
penetration” of the QPL in the sample because the QPL was distributed by mail, and no follow-
up was conducted to ensure that participants had received the QPL in advance of their
appointment. Despite their variability, overall, the findings of these reviews and empirical
studies suggest that QPLs have a small to medium effect on increasing question asking during
medical appointments in a variety of populations, including among individuals with serious
illness.

1.3.2 QPLs and State Anxiety

It is not uncommon for patients with serious illness to report nervousness and anxiety
surrounding health care appointments and interactions, especially in advance of their
appointments (e.g., fear of not knowing what to say, fear of how my doctor will react, fear of
what results will emerge) (Clayton et al., 2017; Mehnert et al., 2009; Miller et al., 2013). As a
result, in line with the tenets of SCT, management of physiological arousal, hereafter referred to
as ‘state anxiety,” may be one method by which to increase palliative care appointment
participation and increase perceived self-efficacy. Previous models (see Street et al., 2009) and
my own proposed mechanism based on SCT (see Figure 1) point to the direct path between
communication skills training and reductions in state anxiety. In sum, communication skills
training (i.e., access to a person-centered communication tool like the QPL) would result in more
effective management of anxiety about a palliative care appointment, thereby leading to
increased participation during the appointment and increased self-efficacy about participating in
the appointment. Increased self-efficacy in appointment participation contributes to a feedback
loop, scaffolding more efficient management of physiological arousal. Therefore, patients and

care partners who receive a communication tool prior to a health care appointment (compared to

10



patients and care partners receiving no such tool) would experience lower pre-appointment
anxiety as well as a greater decrease in anxiety from pre- to post-appointment. Existing literature
also suggests that patient perceptions of better communication with clinicians is associated with
lower post-appointment ratings of anxiety (Miller et al., 2013). As a whole, person-centered
communication tools like the QPL are hypothesized to support the management of state anxiety,
as knowing about appropriate questions to ask during a palliative care appointment presumably
reduces uncertainty about how one ought to participate during an appointment, thereby
increasing the likelihood of confidence in one’s communication abilities.

Previous work has focused on the effectiveness of QPLs at reducing patient state anxiety
across health care appointments (i.e., from pre- to post-appointment) and reports mixed results.
For example, in their meta-analysis of QPL interventions, Kinnersley and colleagues (2008)
calculated a nonsignificant effect of six QPL interventions that measured patients’ self-reported
state anxiety immediately after health care appointments only (d = -0.08). Most studies included
in their review report that QPL use reduced anxiety from pre- to post-appointment, when both
time points were measured, but by an amount that was not statistically significant. For example,
Brown and colleagues (1999) examined the effectiveness of a 17-item QPL intervention among
patients with cancer meeting with a medical oncologist for the first time. Participants were
randomized to the control group (n = 20), QPL group (n = 20), or QPL + coaching group (n =
20). Immediately prior to the appointment and immediately following the appointment, patients
reported state anxiety. There was no significant change in anxiety for participants in any group.

In their descriptive review, Brandes and colleagues (2015) evaluated nine studies that
measured patient anxiety before and after a QPL intervention. Five reported no effect of the QPL

intervention, two reported that anxiety was reduced only at a distal follow-up time point (i.e., 6-
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week follow-up), and two other studies reported that participants in the QPL intervention
condition reported increased anxiety after being presented with the intervention. Sansoni and
colleagues (2015) reported on a set of additional studies that measured the effects of a QPL on
patients’ state anxiety. Among the three studies included in their review that were unique
compared to those included in the previous review (i.e., Brandes et al., 2015), results suggested
anxiety reducing effects of question-asking interventions. For example, Martinali and colleagues
(2001) reported that coronary artery disease patients assigned to a frequently asked questions
intervention (n = 53) —which involved reviewing a list of questions in advance of their
outpatient appointment with a cardiologist—reported less state anxiety immediately after their
visit with the cardiologist compared to participants in the control group (rn = 50). Bolman and
colleagues (2005) used the same set of frequently asked questions in a randomized controlled
intervention with 105 patients who had coronary artery disease and reported that patients who
participated in the intervention (n = 46) also reported significantly less anxiety immediately
before their appointment compared to participants who did not partake in the intervention. Data
from another study conducted by Thompson and colleagues (1990) suggested that obstetric and
gynecologic patients assigned to develop three questions prior to an outpatient medical
appointment (n = 29) reported that they had experienced less anxiety during their medical
appointment, compared to participants in a control group (n = 24). This study did not specifically
examine pre- and post-appointment levels of anxiety.

In more recent studies not included in previous reviews, results regarding the
effectiveness of QPL interventions at decreasing anxiety from pre- to post-appointment are also
mixed. For example, Schwarze and colleagues (2020) found that among older adults considering

major surgery, anxiety increased among participants assigned to use the QPL (n = 223)
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compared to participants receiving usual care (n = 223), but that the increase was not statistically
significant. On the other hand, a preliminary investigation of a QPL designed specifically for
patients with palliative care needs (Arthur et al., 2017) indicated that among a sample of patients
who were instructed to use a QPL during their palliative care appointment (n = 100), anxiety
significantly decreased from pre- to post-appointment. However, this study was a single-arm
intervention and did not compare changes in anxiety in participants assigned to receive usual
care. Overall, while several prominent studies in the QPL literature have cited reductions in
anxiety as a primary beneficial outcome of QPL use, the literature is still mixed, and the
hypothesized effect of these interventions on anxiety is very small.

1.3.3 Limitations of Previous QPL Research

Several limitations could explain differences in the overall significance and strength of
QPL findings reported in previous research: study design variability, measurement inconsistency,
and lack of a unifying theory to predict expected outcomes. First, study design is highly
heterogeneous across studies. For example, methodology varies in terms of when participants
receive a copy of the QPL to review (e.g., one week in advance of the appointment versus
immediately before the appointment), whether participants are instructed about how to use the
QPL during the appointment (Eggly et al., 2017), whether use of the QPL is encouraged by the
health care team during the appointment (Clayton et al., 2007), and where patients are in the
treatment trajectory when they receive the QPL (e.g., new patients versus established patients;
Brown et al., 1999). As a result, previous findings are constrained by uncertainties regarding
whether treatment fidelity was maintained (e.g., Did participants bring the QPL to the
appointment, and if so, did they know how to use it?) and whether outcomes would be different

if patients had been targeted at a different point in their care trajectory (Schwarze et al., 2020).
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Findings to date suggest that QPLs may be more effective toward increasing question asking
when they are endorsed by the health care team and provided immediately in advance of the
health care appointment (Sansoni et al., 2015), yet a constellation of study design factors—
including when, but also how, and to whom the QPL is offered—could shape the effectiveness of
QPL interventions (McDarby et al., 2021).

Second, variability in the measurement of both appointment participation and state
anxiety is a major flaw of previous research and could reasonably account for inconsistencies in
findings. For example, appointment participation has been measured in a myriad of ways across
studies, including total questions asked (Clayton et al., 2003), types of questions asked
(Buffington & Schwarze, 2019; Cegala et al., 2000; Clayton et al., 2007), and assertions made,
including expressions of concern, requests, and decisions made (e.g., Eggly et al., 2017). These
and other authors employ independently generated codebooks which are not publicly available in
full, leading to reduced opportunities for replication of results or to establish consistency across
studies (but see Buffington & Schwarze, 2019 as an example of a codebook that is freely
available online). Studies that employ comprehensive codebooks measuring multiple features of
participation may be better equipped to explain the full range of effects of QPL use.
Furthermore, state anxiety, while typically measured using the State-Trait Anxiety Inventory
(Spielberger et al., 1983), is not always specifically assessed with regard to state anxiety about
the appointment, which could reasonably differ from state anxiety at the time of the appointment.
If patients misattribute their arousal at the time of the appointment to contemporaneous stressors
(e.g., traffic on the way to the appointment), pre-appointment reports of state anxiety could be
significantly inflated or deflated, resulting in post-appointment regression to the mean and

findings that are not statistically or clinically significant. Studies that assess state anxiety at time
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points proximal to the time of the appointment (i.e., immediately before and/or immediately
after) and that ask about state anxiety in the context of the appointment itself may be more likely
to produce accurate representations of the effects of QPL use on anxiety.

Finally, the QPL literature is significantly limited due to its lack of a unifying, falsifiable
theory under which proposed mechanisms of QPL interventions can be tested. As a result,
findings from previous research can be difficult to evaluate in the greater context of how QPLs
ought to facilitate patient communication in the palliative care setting. Although tenets of
patient-clinician communication are often referenced in QPL research (Clayton et al., 2007;
Eggly et al., 2017), and communication training interventions for clinicians in other care settings
(e.g., oncology) have relied on self-efficacy theory to guide hypotheses and study design
(Grudzen et al., 2016; Street et al., 2010), no known QPL studies have established a design
within the parameters of an existing theory or framework. As a result, previous findings do not
necessarily elucidate the field’s understanding of how QPLs work and whether the outcomes
they seem to affect are due to predicted mechanisms outlined by a priori hypotheses based in
theory. For example, most QPL intervention research examines total patient question asking and
patient anxiety but fails to link those outcomes to changes in patient self-efficacy or health care
outcomes of interest (e.g., future hospitalizations and medical interventions). As another
example, many QPL studies investigate anxiety as an outcome measure but do not establish nor
ground hypotheses regarding anxiety in a theory (e.g., Yeh et al., 2014). In summary, the
enumerated limitations of previous research on QPL interventions raise questions regarding the
magnitude and direction of findings reported in the QPL literature but also provide room to

improve and enhance future research in this area.

1.4 QPLs in Outpatient Palliative Care
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QPLs may be particularly useful in palliative care for two primary reasons. First, given
the nature of palliative care—a service that is specifically designed to support individuals with
physical, emotional, and spiritual distress ensuing from a /ife-limiting illness—patients and care
partners are often burdened by a constellation of symptoms associated with serious illness (Choi
& Seo, 2019; Teunissen et al., 2007) and report elevated levels of anxiety regarding their care
and treatment (Spencer et al., 2010; Wilson et al., 2007). As a result, these patients and their care
partners could benefit from QPLs as a mechanism to support communication about illness-
related information and to help manage anxiety in the health care setting, especially early in the
palliative care trajectory. Second, the lay population—including care partners of individuals with
palliative care needs (Dionne-Odom et al., 2019)—frequently reports misconceptions about
palliative care (Kozlov et al., 2018), thus a QPL could be useful to address those misconceptions
and associated anxiety early in the palliative care trajectory, in advance of the patient’s first
appointment. Namely, palliative care is often conflated with hospice, by both laypersons (Shalev
et al., 2018) and non-palliative care clinicians (McDarby & Carpenter, 2019). This confusion
between care that is truly “end” of life focused and care that is intended to provide broad support
for serious illness experiences is widespread and can interfere with conversations intended to
support patients and care partners coping with serious illness (Slomka et al., 2016), as some
patients and care partners assume that the purpose of their referral to palliative care is to be told
that they “are going to die” (McDarby & Carpenter, 2019). Thus, because palliative-related
topics are especially difficult to discuss and frequently conflated with EOL care (Cheng et al.,
2019), there is a clear reason to target palliative care patients with QPL interventions.

Prior research has begun to establish the utility of QPL interventions in the palliative care

setting. For example, Clayton and colleagues (2003) developed the first QPL intended for
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palliative cancer care outpatients. More recently, Arthur and colleagues (2016) created a much
shorter, 25-question QPL, also specifically for outpatient palliative care patients (see Appendix
A). Topics covered by questions on the list include symptoms, treatment, and lifestyle; caregiver
concerns; EOL issues; the palliative care service as a whole; and support options. In 2017,
Arthur and colleagues conducted a preliminary, single-arm investigation of their tool, examining
the feasibility and perceived helpfulness of the QPL from the perspectives of both patients and
clinicians. The authors recruited 100 patients with cancer attending their first palliative care
outpatient appointment at the University of Texas MD Anderson Supportive Care Center and
evaluated patient perceptions of helpfulness of the QPL, physician perceptions of helpfulness of
the QPL, frequency of questions from the QPL chosen by patients to discuss with clinicians, as
well as pre- to post-appointment reductions in patient anxiety. Results indicated that 77% of
patients believed that the QPL helped them communicate with their doctor, 74% reported that
they would write questions down before seeing their doctor in the future, and 60% reported that
the QPL helped them to think of questions/ concerns they had not considered before. Generally,
patients were more interested in asking symptom-related questions and less interested in
questions related to EOL topics. Furthermore, anxiety significantly decreased among participants
from pre- to post-appointment.

However, since publishing their preliminary findings in 2017, to my knowledge neither
Arthur and colleagues nor other groups have conducted additional investigations of the 25-item
QPL in the palliative care setting, underscoring the need for additional work in this area.
Furthermore, given that their work to date has focused on evaluations of feasibility and
acceptability, there is a limited understanding of how a brief palliative care QPL affects other

outcomes, namely patient participation and self-efficacy. Moreover, although they examined the
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effects of the QPL on anxiety reduction, their single-arm study design could not establish
whether use of a QPL reduces anxiety from pre- to post-appointment above and beyond
reductions that might happen with usual care. In other words, no research has taken a
comprehensive approach to evaluate the effectiveness of a brief QPL in facilitating patient
participation in communication and management of anxiety in the outpatient palliative care

setting.
1.5 The Current Study

The purpose of the current study was to evaluate the effectiveness of a 25-question QPL
to increase participation among patients in outpatient palliative care attending their first
appointment and their care partners. In the current study, I hypothesized that QPL use enhances
performance accomplishments and supports the management of physiological arousal (i.e.,
anxiety reduction), consistent with SCT (Bandura, 1986), increasing perceived self-efficacy and,
in turn, increasing patient and care partner appointment participation in the palliative care
setting. The study has the following specific aims:

Aim 1 Determine whether a QPL increases participation compared to usual care.

H1a. Patients and care partners who receive the QPL will ask more questions during the

appointment compared to participants assigned to usual care.

H1b. Patients and care partners who receive the QPL will ask a greater proportion of

questions that come directly from the QPL compared to questions not on the QPL.

H1ec. Patients and care partners who receive the QPL will make more assertions during

the appointment compared to participants assigned to usual care.

Aim 2 Determine whether a QPL decreases state anxiety about the appointment compared to

usual care.
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H2a. State anxiety will be lower among participants who receive the QPL at pre-
appointment compared to participants assigned to usual care.

H2b. State anxiety will decrease more significantly from pre- to post-appointment for
participants who receive the QPL compared to participants assigned to usual care.

Aim 3 Determine whether a QPL increases perceived self-efficacy in question asking (i.e.,
confidence in question asking) and perceived self-efficacy in getting health care
information compared to usual care.

H3a. Self-efficacy in question asking will increase more significantly from pre- to post-
appointment for participants who receive the QPL compared to usual care.

H3b. Self-efficacy in getting health care information will increase more significantly
from pre- to post-appointment for participants who receive the QPL compared to usual
care.

Aim 4 Determine whether appointment participation and post-appointment anxiety are
associated with post-appointment ratings of perceived self-efficacy in question asking
and perceived self-efficacy in getting health care information, across study conditions.
H4a. Total participation, in terms of total questions asked, will predict post-appointment
self-efficacy in question asking.

H4b. Total participation, in terms of total questions asked, will predict post-appointment
self-efficacy in getting health care information.

H4c. Post-appointment anxiety will be negatively associated with post-appointment self-
efficacy in question asking.

H4d. Post-appointment anxiety will be negatively associated with post-appointment self-

efficacy in getting health care information.
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Chapter 2: Method

2.1 Participants

I recruited patients scheduled to attend their first outpatient palliative care appointment
(all 60 min) over Zoom with a single palliative care team at a large academic hospital in the
Midwest. I also recruited patients’ care partners who planned to attend the appointment. Thus,
participants in the current study were both first-time palliative care outpatients and their care
partners. Patient eligibility included being at least 18 years old and attending an outpatient
palliative care appointment for the first time. Care partner eligibility included being at least 18
years old. Patients with known cognitive impairment, evidenced by a primary diagnosis in the
medical record associated with diminished capacity in advanced stages (e.g., Alzheimer disease
and related dementias, amyotrophic lateral sclerosis) and corresponding information indicating
diminished capacity (e.g., notation of an adult child as the primary decision maker) were eligible
to participate in the study only if (a) their legally authorized representative provided verbal
consent on their behalf, (b) their legally authorized representative planned to attend the
appointment, and (c) the patient verbally assented to participation. In instances when a patient
required a legally authorized representative to provide consent on their behalf, the legally
authorized representative was contacted before the patient; then, after both the legally authorized
representative and I had thoroughly described the study to the patient, and time was allotted for
the study team to answer questions, the patient was asked to assent. Patients were immediately
excluded from the study if they or any of their care partners who planned to attend the
appointment declined willingness to participate in the study.

Between October 2020 and June 2021, I identified 143 eligible patients with initial

outpatient palliative care appointments (see Figure 2). The administrative coordinator for the
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outpatient palliative care clinic forwarded information to me about all new patient appointments
as they were scheduled in the medical record. I contacted 142 of these patients (or their legally
authorized representative, when cognitive impairment was indicated) by telephone to determine
whether they were interested in participating in the study. I did not contact one patient because,
according to their medical record, they were extremely sick, and it was unclear who should be
contacted as a legally authorized representative. Of the 142 patients/legally authorized
representatives who were contacted by phone, 38 reported that they were not interested in
participating, 18 could not be reached by phone, two enrolled in hospice before the study team
made contact, two were admitted to the hospital and seen by the palliative care team as inpatients
before the study team made contact, and seven cancelled their palliative care appointment before
the study team made contact. The remaining five patients were deemed ineligible either because
they were patients with diminished capacity who I attempted to enroll prior to updating my IRB
protocol to include care partners as participants in this study (z = 3; in October 2020, at the
beginning of recruitment) or because they had a primary diagnosis of cancer (n = 2; in June
2021, at the end of recruitment), as Washington University requires special board approval to
conduct research with samples consisting of >30% patients with cancer, and I did not acquire
such approval prior to starting this project.

In total, 70 patients consented to participate in the study. Eight of the patients who
consented did not complete study participation, either because they missed their appointment (n
= 6) or because they asked to withdraw from the study (n = 2). After data collection, I excluded
data from three patients who I learned had been seen by the palliative care team previously as
inpatients, and from one appointment during which there were technical difficulties that

interfered with audio recording. Thus, the final study sample consisted of 59 patients (i.e., 59
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appointments) and 54 care partners (Figure 2). Eighteen patients (30%) attended their
appointments alone, without a care partner. Eleven patients (19%) attended with a care partner
but were able to provide consent independently to participate in the study, while 30 patients
(51%) attended with a care partner and displayed potential evidence of diminished cognitive
capacity prior to enrollment in the study, thus their care partners also provided consent for their
participation as an added layer of confirmation. Patients—and their care partners, when
applicable—were randomized to receive usual care (n = 30 patients and their corresponding care
partners) or to receive the QPL (n = 29 patients and their corresponding care partners). All study
procedures were approved by the Washington University Institutional Review Board.
Appointments in the current study were hosted by a single outpatient palliative care team.
Study appointments were always attended by the palliative care physician. At least one social
worker was present at 45 appointments (76%), and one of two palliative care fellows was present
at 23 appointments (39%). Overall, 10 appointments (16%) were attended only by the palliative
care physician; 29 appointments (49%) were attended by two clinicians (i.e., palliative care
physician and social worker, or palliative care physician and palliative care fellow); 20
appointments (34%) were attended by the physician, fellow, and one social worker; and one
appointment (1%) was attended by the physician, fellow, and two social workers. The palliative
care physician led all appointments, sometimes co-leading the appointment with the palliative
care fellow when one was present. All clinicians who participated in appointments provided
verbal consent to participate in the study per procedures approved by the Institutional Review

Board.

2.2 Procedure
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The study team verified each recommended patient’s study eligibility, examined the
medical record for evidence of a diagnosis with cognitive impairment, and contacted either the
patient or the patient’s legally authorized representative to gauge interest in participation.
Potential participants were provided with a summary of the study, including its overarching aim
of identifying ways to better understand communication during initial palliative care
appointments and to improve patient and care partner experiences during initial palliative care
appointments. Interested participants (both patients and care partners, when applicable) provided
verbal consent to participate over the telephone and were subsequently randomly assigned to one
of two study conditions using block randomization. Care partners were automatically assigned to
the same condition as their patient. Participants randomized to usual care did not receive any
additional instructions or information about the appointment from the study team. Participants
randomized to receive the QPL were informed over the telephone that they would receive an
email with a list of questions that patients and care partners sometimes find useful to bring with
them and ask during outpatient palliative care appointments. Participants, including both patients
and care partners, were asked to provide their email address and were emailed a PDF copy of the
QPL immediately after the recruitment phone call.

All study appointments were conducted by telephone (rn = 5) or over Zoom (n = 54).
Appointments occurred by phone when participants did not have a webcam or experienced
difficulties connecting to Zoom. Participants were instructed to arrive to their appointment
approximately 10 min early to complete pre-appointment questionnaires. When the appointment
occurred over the telephone, the study team scheduled a time to call participants no more than 15

min before the appointment to complete the pre-appointment questions. Because my hypotheses
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regarding self-efficacy were not constrained by timing, participants responded to questions about
self-efficacy either at the time of consent or immediately before their appointment.

Participants assigned to the QPL group were asked to verify that they had received the
email with the QPL (intention to treat, n = 27, see Figure 2). On average, participants in the QPL
group who received the QPL self-reported that they had looked at the QPL for approximately 18
min before the appointment (SD = 29 min, range = 0-180 min). All participants were reminded
that their appointment would be audio recorded. Participants were also reminded that they would
be asked to complete a series of post-appointment questions. Participants attending over Zoom
were asked to stay on the Zoom link immediately after the appointment, and the study staff
completed study questions over Zoom. For participants attending their appointment over the
telephone, the study team made a plan to contact participants by telephone immediately after
their appointment ended in order to ask post-appointment questions. Participants who completed

all study measures were offered compensation of $20.00.

2.3 Materials

2.3.1 Palliative Care QPL

Participants (i.e., patients and their corresponding care partners) assigned to the QPL
group received a 25-item QPL for outpatient palliative care appointments (Arthur et al., 2016).
The tool is applicable to patients with any advanced disease and their care partners and covers a
range of topics, including questions about symptom management, psychological and spiritual

care needs, communication, and needs of caregivers. See Appendix A for full QPL.

2.4 Measures

2.4.1 Demographics and Disease Context
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Demographic and contextual information for each patient was collected from the
electronic health record at baseline: sex, date of birth, race, ethnicity, marital status, education
level, disease, and body system affected by disease. Demographic information for care partners,
as well as any missing demographic information for patients, was collected directly from care
partners and patients at the time of study recruitment. Care partners reported their relationship to
the patient, age, sex, race, ethnicity, marital status, and education level.

2.4.2 Appointment Participation

I developed a comprehensive codebook to examine metrics of appointment participation
(see Appendix B). The codebook was based on coding schemes used in previous research to
measure patient participation during health care appointments (Buffington & Schwarze, 2019;
Eggly et al., 2017) and seminal research about the dimensions of assertiveness (e.g., Arrindell et
al., 1988; Lorr & More, 1980). The codebook was designed to be comprehensive and fairly
circumscribed to the constructs of interest to facilitate opportunities for replication and ensure
consistency in coding during this study. The codebook delineated specific instructions for how to
identify questions and assertions made by patients and care partners during outpatient palliative
care appointments.

2.4.2.1 Questions. I operationally defined questions as features of speech that (a) are
made directly from a patient or care partner to a clinician and follow the typical phrasing and
voice inflection' of a question; and are made either (b) to obtain information related to care from
a clinician or to clarify something that was already stated by a clinician. This definition was

developed based on the definition of questions used by Eggly and colleagues (2017) and was

UIf coders could not discern whether a statement was a question by reading the appointment transcript, the codebook
stated that they should listen back to the audio recording of the appointment. As a result, voice inflection was used
as a metric of defining a question in the current study if a statement could not be coded using phrasing alone.
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also informed by the coding structure employed Cegala and colleagues (2000) in their work on
patient participation during medical interviews. The following types of statements did not adhere
to the operational definition of questions, and, therefore, were not coded as questions in the
current study: pleasantries (e.g., “How are you doing today?”); requests (e.g., “Can you put in
that order?”’; see requests below, and Appendix B); statements made to obtain information that is
solely needed for the purpose of carrying the conversation forward (e.g., “Uh, I take the carbo,
you know, the small one?”’) or to orient the clinician (e.g., “Do you know how I saw Dr. Smith
back in June?”); statements about technical difficulties (e.g., “Can you see me now?”); figures of
speech not intended to obtain care-related information, or that are personal (e.g., “Have you been
to Nashville before?”); mention of a question (e.g., “I have a question about that medication.”);
statements that a patient or care partner proceeds to answer themselves; jokes, sarcasm, and
rhetorical questions; and statements that were repeated by a patient or care partner because the
clinician explicitly asked for them to be repeated. Please refer to Appendix B for detailed coding
guidelines.

2.4.2.2 Assertions. Two types of assertions were coded. I operationally defined requests
as statements that specifically involve a patient and/or care partner asking for something from the
palliative care team. Consistent with previous QPL coding schemes (see Eggly et al., 2017),
requests sometimes, but not always, follow the sentence structure and voice inflection? of
questions (i.e., “Could you give me her phone number?” and “Please send us a copy of the purple
form.” are both requests), and in fact, are monikered “assertive questions” in other work

referenced in the development of this study (Cegala et al., 2000). I did not code statements as

2 If coders could not discern whether a statement was a request by reading the appointment transcript, the codebook
stated that they should listen back to the audio recording of the appointment. As a result, voice inflection was used
as a metric of defining a request in the current study if a statement could not be coded using phrasing alone.

27



requests if they involved a patient or care partner asking for something in passing (e.g., “Hold on
a sec while I adjust the camera.”). However, I did code statements as requests when they
involved a patient or care partner going out of their way to request a behavior that would directly
benefit their experience during the appointment (e.g., to physician: “Could you please speak up?
We hear a lot of feedback.”).

I operationally defined decisions as statements which indicate that a patient or care
partner has made a choice. I only coded assertions as decisions if they explicitly reflected choices
made in the context of the current palliative care appointment and had been clearly discussed by
the patient or care partner and the team during the appointment. Statements that reflected choices
made in the past, outside of the appointment, were not coded as decisions (e.g., “I already told
them that I never want to be on a ventilator.”). To be counted as a decision, a statement also had
to be tied to a tangible action or outcome. For example, if after discussing do not resuscitate
orders during the appointment, a patient said, “Yes, [ would like to fill out a DNR,” the statement
would be coded as a decision, as it reflects a tangible action that the patient would take (i.e.,
completing the form) and an outcome that would happen as a result (i.e., the patient would not be
resuscitated if their heart stopped). Please refer to Appendix B for detailed coding guidelines.

2.4.2.3 Appointment Participation Coding Process. All study appointments were audio
recorded. Trained undergraduate research assistants transcribed audio recordings from
appointments into text transcripts in Microsoft Word. Then, two coders (MM and HS) used
transcripts to calculate metrics of appointment participation. The preliminary coding protocol
was established prior to the start of the study and was refined during the early stages of coding.

The protocol involved (1) coding questions in all transcripts, then (2) coding assertions in all
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transcripts. Coders were not blind to participant condition, as participants in the QPL condition
often referred to the QPL during their appointments.

The coders developed a codebook comprised of preliminary operational definitions of
questions, decisions, and requests, based on previous coding schemes (e.g., Cegala et al., 2000;
Eggly et al., 2017). The working operational definition for questions was initially refined using
five randomly selected study transcripts as training transcripts, then continuously refined as
needed throughout the coding process. The working operational definitions for decisions and
requests were initially refined using four randomly selected study transcripts as training
transcripts and were continuously refined as needed throughout the coding process. When major
adjustments were made to the working operational definitions early in the process, coders
revisited transcripts that had previously been coded to ensure that they were consistent with the
updated coding scheme.

Before coding questions, both coders met to review the codebook and to discuss how it
would be applied to the study transcripts. Then, five transcripts were chosen at random for both
coders to independently code questions in those transcripts. Coders were instructed to (1) read
through the codebook before starting to code, (2) read the entire transcript once, then (3) read the
entire transcript a second time to apply codes. Coders met one week later to compare and discuss
codes for the first five transcripts, achieving a good preliminary intraclass correlation coefficient
(ICC) based on consistency between total number of questions coded by each coder, within each
transcript (ICC = .86, p <.001). The coders repeated the same process for five additional
transcripts and obtained a similarly good, but slightly lower, ICC (ICC = .75, p <.002).
Although the coders achieved good preliminary ICCs, the coding process continued, with each

coder independently coding transcripts each week (in increments of 5-8 transcripts), then
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meeting each week for 1-2 hr to discuss coding discrepancies, review questions, and update the
codebook. Both coders coded questions in all 59 study transcripts.

Similarly, before coding assertions, both coders met to review the codebook and to
discuss how it would be applied to the study transcripts. Then, coders applied the preliminary
version of the codebook to independently code assertions in four transcripts over a 1-week
period. Coders were instructed to (1) read through the codebook before starting to code, (2) read
the entire transcript once, then (3) read the entire transcript a second time to apply codes. Coders
met one week later to compare and discuss codes, achieving a preliminary ICC indicative of poor
reliability, based on consistency between total number of assertions coded by each coder, within
each transcript (ICC = .45, p <.05). Coders retrained on coding guidelines by reviewing the
coding manual together and discussing examples and non-examples between the coders. The
coders repeated the same process for four additional transcripts and obtained an ICC indicative
of good reliability for assertions (ICC = .84, p <.02). Afterward, the coding process continued
with independent coding of each transcript by both coders, in increments of 8-12 transcripts, then
meeting weekly to resolve discrepancies. Both coders coded assertions in all 59 study transcripts.

After coding was completed, frequency counts of questions and assertions were tallied
for patients and care partners within each appointment transcript. Once the frequency counts
were completed for each appointment transcript, two trained coders, unblinded to participant
condition, examined the questions and assertions that had already been extracted by MM and HS
to determine (a) how many questions were asked directly from the QPL among participants
assigned to the QPL condition and (b) how many questions asked were unrelated to questions

from the QPL.

2.4.3 State Anxiety

30



The Brief State Anxiety Measure (BSAM; Berg et al., 1998) is a 6-item measure of state
anxiety. It is based on the original 20-item State Trait Anxiety Inventory (STAI; Spielberger et
al., 1983). The items (e.g., worried, comfortable) measure present moment anxiety and are rated
on a 4-point ordinal scale from 1 (not at all) to 4 (very much so). In the current study,
participants were instructed to rate items based on their present moment anxiety about the
palliative care appointment. Reports from the original development of the measure indicate that
it has good internal consistency (Cronbach’s o= .83) and that it is highly correlated with the
STAI (r=.93) (Berg et al., 1998). In the current study, reliability for the BSAM was good at
baseline (see Table 3).

2.4.4 Perceived Self-Efficacy

2.4.4.1 Self-Efficacy in Question Asking During Medical Appointments. Consistent
with Bandura’s conceptualization of the concept of self-efficacy, participants responded to a
single item about confidence in question asking during palliative care appointments (i.e., “I feel
confident in my ability to ask questions during a palliative care appointment.”). Participants were
asked to respond with a single number between 0 (I don 't feel confident in my ability at all) to
100 (I feel completely confident in my ability). Previous research indicates using a single-item
measure of self-efficacy is a valid method by which to measure the construct (Williams & Smith,
2016), given that it is moderately correlated with a 10-item measure of general self-efficacy
(Schwarzer & Jerusalem, 1995). In the current study, Spearman’s rank correlation indicated that
the single-item assessment of self-efficacy in question asking was positively correlated with the
AURA measure of self-efficacy in obtaining health care information at baseline (rs = .28, p =

.00).
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2.4.4.2 Self-Efficacy in Obtaining Health Care Information. The Ask, Understand,
Remember Assessment (AURA; Clayman et al., 2010) is a 4-item measure of self-efficacy
regarding one’s ability to obtain health care information. More specifically, it is a way to
measure an individual’s confidence in performing necessary health care communication tasks.
The items from this measure are adapted versions of questions from the Communication and
Attitudinal Self-Efficacy (CASE) Cancer Measure (Wolf et al., 2005) about patient-clinician
relationships. Items include “It is easy for me to ask for help if I don’t understand something,”
and “It is easy for me to understand my doctor’s instructions.” Participants first rate whether they
agree or disagree with each statement, then they rate whether they disagree or agree a little or a
lot. Thus, each item is rated on a 4-point ordinal scale, from 1 (disagree a lof) to 4 (agree a lof).
Results from the original development and validation of this measure with a sample of 330
hypertension patients indicate that it has acceptable reliability (Cronbach’s « =.75) and good
validity, as indicated by a significant correlation with the Chronic Disease Self-Efficacy Scales (r
=0.31; Clayman et al., 2010). In the current study, reliability for the AURA was acceptable

(Table 3).

2.5 Data Analysis

I used SPSS Version 27 and R (version 4.1.2) to conduct all analyses. Data were
reviewed to determine whether assumptions for planned analyses were met (i.e., normal
distribution of data, outliers, normal distribution of residuals, homogeneity of variance, and
homoscedasticity). Because nearly all outcomes of interest were not normally distributed
according to the Shapiro-Wilk test of normality, I first conducted all statistical analyses with
transformed versions of variables. Specifically, I used exponential transformation for variables

with a negatively skewed distribution, including pre- and post-appointment ratings of self-
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efficacy in question asking, pre- and post-appointment ratings of self-efficacy in obtaining health
information, and pre- and post-appointment ratings of state anxiety. I used square root
transformation for variables with a positively skewed distribution, including total questions and
total assertions. However, analyses conducted with transformed versions of variables produced
the same null results as analyses conducted with the original variable values. As a result, for ease
of interpretation of outcome variables and their meaning in the context of the present study, all
analyses reported herein were conducted with variables that were not transformed.

Missing data from patients and care partners occurred in measurements of state anxiety,
self-efficacy in question asking, and self-efficacy in getting health care information (see Table
2). In some instances, data were missing because a patient was unable to answer a question due
to cognitive impairment or confusion, and therefore did not complete any pre- or post-
appointment questions (15 participants total: six patients assigned to usual care; nine patients
assigned to receive QPL). In other instances, data from patients and care partners were missing
due to insufficient time to interview the participant immediately before or after the appointment.
Patients who could not complete study measures (and therefore were never asked to complete
pre- and post-appointment measures) were completely excluded from analyses. However,
because it was unknown whether responses from other participants were missing at random,
missing not at random, or missing completely at random, I conducted a multiple imputation (m =
100) using the mice package in R to simulate values for missing responses from these
participants on measures of state anxiety, self-efficacy in question asking, and self-efficacy in
getting health care information. Data generated via multiple imputation were used to conduct

analyses for Aims 2, 3, and 4.
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First, descriptive statistics were calculated to characterize the sample. The effect of the
QPL intervention on patient and care partner appointment participation (Aim 1) was examined
using two, one-way ANOVA models. The first model used total questions asked by both patients
and care partners combined during the appointment as the dependent variable and condition
(usual care or QPL) as the independent variable. The second model used total assertions made by
patients and care partners combined during the appointment as the dependent variable and
condition as the independent variable. Appointment participation by patients and care partners
was strategically combined (Brandes et al., 2014) because all appointments were scheduled to be
60 min, and as a result, total appointment participation was constrained by a standardized
appointment length. Between-group and within-group differences in change in anxiety (Aim 2)
were examined with linear mixed effects model analysis using the Ime4 package in R. I included
state anxiety as the dependent variable and added fixed effects of time and condition, as well as
the interaction between time and condition. I included participant as a random effect. Between-
group and within-group differences in change in self-efficacy in question asking and in obtaining
health care information (Aim 3) were examined with 2 separate linear mixed effects model
analysis using the Ime4 package in R. I included each type of self-efficacy as the dependent
variable in one model and added fixed effects of time and condition, as well as the interaction
between time and condition. I included participant as a random effect. Relations between
appointment participation and post-appointment perceived self-efficacy in question asking, as
well as between post-appointment anxiety and post-appointment perceived self-efficacy in
question asking (Aim 4), were examined by calculating Spearman rho correlation coefficients.
Patient and care partner reports of self-efficacy in question asking, self-efficacy in obtaining

health care information, and state anxiety were combined for analyses in Aims 2 through 4 (a)
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because preliminary analyses conducted with patients and care partners separately did not yield

different results and (b) to generate larger cell sizes for each analysis.
2.5.1 Power Analysis

The primary outcome of interest was the difference in total appointment participation,
defined as the sum of questions asked and assertions made during the appointment, between
participants in the usual care and QPL groups. A previous meta-analysis of heterogeneous QPL
interventions indicated that there is a small effect of QPLs on question asking during health care
appointments (d = 0.27, range = 0.19-0.36; Kinnersley et al., 2008). However, more recent
randomized controlled trials of QPLs applied to patient populations like the patients in the
current sample (Clayton et al., 2007; Eggly et al., 2017) indicate that the effect size associated
with QPL interventions may be more in the small to medium (Clayton et al., 2007; OR = 2.33,
95% CI, 1.68-3.18) or medium range (Eggly et al., 2017; d = 0.55). An a priori power analysis
using G*Power suggested that a total sample of 90 patient appointments (45 per condition)
would be sufficient to detect an effect in the medium range (f= 0.30) with 80% power at o =
0.05. Because the final sample was much smaller due to unexpected COVID-19 pandemic-
related factors, the current study was underpowered to detect an effect of the QPL intervention

on question asking.
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Chapter 3: Results

3.1 Demographics

Demographic characteristics of the final sample are available in Table 1. The mean age of
patients was 68.5 (SD = 12.4, range = 30-89), and a slight majority was female (59%). Most
were White (88%), and none self-reported Hispanic or Latino ethnicity. In terms of marital
status, most patients were married (71%), and 40% reported having earned a bachelor’s degree or
higher. The majority of patients had a primary diagnosis affecting neurological function (e.g.,
amyotrophic lateral sclerosis, Parkinson’s disease) or cancer, with fewer patients having a
primary diagnosis affecting the lungs, heart, or another body system.

Care partners were present at 78% of appointments (n = 46 appointments). The mean age
of care partners was 60.2 (SD = 12.7, range = 31-83), and most care partners were female (68%).
Most care partners were White (91%), and more than half of care partners were spouses or
significant others. Most care partners had a bachelor’s degree or higher (65%). Among
appointments attended by a care partner, most were attended by one care partner (n = 37, 81%),
with fewer attended by two care partners (n = 8, 17%) and only one appointment attended by

four care partners (2%).

3.2 Effects of the Intervention on Appointment Participation (Aim

1)
3.2.1 Questions Asked

I hypothesized (H1a) that patients and care partners who received the QPL would ask
more questions compared to participants assigned to usual care (see Table 3 for descriptive

statistics). A one-way ANOVA revealed no significant effect of the intervention on question
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asking, F(1,57) = 0.17, p = .49, partial n?> = .009. I also hypothesized (H1b) that patients and
care partners who received the QPL would ask a greater proportion of questions from the QPL
compared to questions not directly from the QPL. On average, only 5% of total questions asked
by patients and care partners assigned to receive the QPL came directly from the QPL, while
95% of questions asked were not from the QPL (see Table 3). Questions directly from the QPL
were only asked in 8 appointments (27%). Because of the small number of questions asked from

the QPL during QPL appointments, statistical comparisons were not pursued.

3.2.2 Assertions Made

I hypothesized (H1c¢) that patients and care partners who received the QPL would make
more assertions (i.e., requests and decisions) during the appointment compared to participants
assigned to usual care (see Table 3). A one-way ANOVA revealed no significant effect of the

intervention on making assertions, £(1,56) = 3.00, p = .09, partial n> = .05.
3.3 Effects of the Intervention on State Anxiety (Aim 2)

I hypothesized (H2a) that patients and care partners assigned to the QPL condition would
report lower pre-appointment levels of state anxiety (see Table 3). There was a significant
difference between pre-appointment ratings of state anxiety between participants assigned to
usual care or the QPL condition, such that participants assigned to the QPL condition reported
lower ratings of state anxiety at pre-appointment, #(9798) = -6.87, p <.001. I also hypothesized
(H2Db) that there would be an interaction effect between time and condition, such that
participants in the QPL condition would report a greater reduction in anxiety from pre- to post-
appointment. This hypothesis was not supported, (beta = -0.02, t =-0.29, p = .77, 95% Clyeta[ -
0.15, 0.11]). There was no effect of condition, (beta = 0.08, 1= 0.57, p = .57, 95% Clpeta[-0.20,

0.36]). There was, however, an effect of time across conditions, such that there was an average

37



reduction in state anxiety from pre- to post-appointment, (beta = 0.16,  =3.21, p =.001, 95%

Clbea[0.06, 0.257).

3.4 Effects of the Intervention on Perceived Self-Efficacy (Aim 3)

3.4.1 Self-Efficacy in Question Asking

There was a significant difference between pre-appointment ratings of self-efficacy in
question asking between conditions, such that participants assigned to the QPL condition
reported lower levels of self-efficacy in question asking before the appointment, #(9798) = 11.67,
p <.001 (see Table 3). I hypothesized (H3a) an interaction effect between time and condition,
such that participants randomized to the QPL condition would report a significantly greater
increase in confidence in question asking from pre- to post-appointment compared to participants
assigned to usual care. The linear mixed effects model was not significant, (beta = 0.75, ¢ = 0.38,
p=".71,95% Clpeta[-3.16, 4.65]). There was no effect of study condition, (beta =-3.89, t =-1.37,
p=.17,95% Clpeta[-9.48,1.68]). There was, however, an effect of time, such that there was an
average increase in self-efficacy in question asking from pre- to post-appointment across
conditions, (beta =3.31,7=2.31, p = .02, 95% Clpeta[0.51, 6.11]).

3.4.2 Self-Efficacy in Getting Health Care Information

There was a significant difference between pre-appointment ratings of self-efficacy in
getting health care information between participants in the usual care condition and the QPL
condition, #(9798) =-7.20, p < .001 (see Table 3). I hypothesized (H3b) that there would be an
interaction effect between time and condition on participants’ self-efficacy in getting health care
information, such that participants randomized to the QPL condition would report a significantly
greater increase in self-efficacy in getting health care information from pre- to post-appointment

compared to participants in the usual care condition. A two-way, repeated measures ANOVA
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was not significant (beta = 0.005, t = 0.13, p = .90, 95% Clpeta[-0.07, 0.08]). There was no main
effect of study condition (beta = 0.08, = 0.78, p = .43, 95% Clpeta[-0.12, 0.28]) or time (beta =

0.04, £=1.59, p = .11, 95% Cloea[-0.01, 0.09])

3.5 Relations Between Appointment Participation, State Anxiety,

and Perceived Self-Efficacy (Aim 4)

Based on the proposed mechanism of self-efficacy development and growth (Figure 1)
and SCT (Bandura, 2000), I hypothesized that total questions asked would be significantly
positively associated with patients’ and care partners’ post appointment levels of self-efficacy in
question asking. Total questions asked was significantly associated with post-appointment
ratings of self-efficacy in question asking (H4a) (rs= .18, p = .00) and post-appointment ratings
of self-efficacy in getting information (H4b) (»s= .13, p = .00). I also hypothesized that post-
appointment anxiety would be significantly negatively associated with participants’ post-
appointment perceived self-efficacy in question asking (H4c¢) and perceived self-efficacy in
getting information (H4d). These ratings were significantly associated, such that lower ratings of
post-appointment anxiety were associated with both higher ratings of post-appointment
perceived self-efficacy in question asking (rs = .26, p = .00) and getting information (rs = .26, p

= .00).
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Chapter 4: Discussion

This study tested the effects of a QPL (Arthur et al., 2016) on participation during initial
outpatient palliative care appointments using SCT (Bandura, 2000) as a framework (see Figure
1). Patients and care partners who received a QPL specific to palliative care before attending
their appointment did not ask more questions or make more assertions (i.e., decisions, requests)
than participants assigned to usual care. Furthermore, there was no effect of the QPL on reducing
anxiety or increasing self-efficacy across the appointment compared to usual care. There was,
however, a main effect of time: on average, participants in both study conditions reported
decreased anxiety and increased self-efficacy in question asking after their appointments. Across
participants, there was a significant association between total questions asked and post-
appointment ratings of self-efficacy. Furthermore, post-appointment perceived self-efficacy in
question asking was significantly associated with state anxiety, such that lower anxiety was
associated with higher ratings of perceived self-efficacy. Findings from the current study suggest
that a QPL may not be effective in increasing patient and care partner appointment participation
during initial outpatient palliative care appointments, but that participation may be associated
with ratings of self-efficacy and state anxiety. Importantly, this work was limited by an
underpowered sample. Findings underscore the need for future research with larger samples that
examines other mechanisms by which QPLs may support self-efficacy in patients and care

partners in outpatient palliative care settings.

4.1 QPLs and Appointment Participation

In the current study, patients and care partners who received a QPL before the patient’s
palliative care appointment did not ask more questions or state more assertions compared to

participants assigned to usual care. Thus, these findings add to the existing, mixed literature
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about the effects of QPL use on appointment participation during outpatient medical
appointments (e.g., Sansoni et al., 2015). Although much of the landmark work in this field—
which has focused on question-asking as a primary form of participation—suggests that patients
and care partners participate more when they have access to a person-centered communication
resource like the QPL (Clayton et al., 2007; Eggly et al., 2017), my findings did not mirror those
results. To the contrary, findings from the current study parallel more recent work calling into
question the effectiveness of QPLs and indicating that, in certain circumstances, patients and
care partners ask very few questions from QPLs during medical appointments, even when they
report plans to ask questions from the list before their appointment (Jenkins et al., in press).
Previous critiques have posited multiple explanations for null effects of QPL
interventions, including limited “penetration” of the intervention in the study population
(Schwarze et al., 2020). I was aware before conducting this study that other QPL research groups
had expressed concern about QPL use based on method of delivery (e.g., USPS mail); thus, I had
intended to distribute the QPL to participants in-person, in advance of their appointments, and
provide them time to review the QPL immediately beforehand, a method shown to be more
effective (Sansoni et al., 2015). However, this part of the study design was established before the
COVID-19 pandemic necessitated that all appointments be virtual (Lally et al., 2021), and email
may not have been an effective modality of distribution. Because I emailed the QPL to
participants and could not precisely measure how (and for how long) they reviewed the QPL, I
could not verify the extent to which it “penetrated” the study sample, aside from the significant
infrequency with which questions were asked directly from the QPL (potentially suggesting low
penetration). I did, however, ask participants at the beginning of the appointment whether they

had received the QPL; I also asked how long they had taken to review the QPL, with most
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participants reporting that they had reviewed it for at least 5 min. However, I was not always
confident about the comprehensiveness of their review of the QPL, and I suspected in some cases
that participants were prone to social desirability when reporting about their use of the QPL as
part of the study or, anecdotally, when they mentioned it to the palliative care team during
appointments. Future work should continue to investigate how elements of QPL delivery
potentially elevate their effectiveness and perceived usefulness among patients and care partners.
Likewise, researchers might also consider asking participants for qualitative feedback about the
timing of their receipt of the QPL (e.g., Did you have enough time to review the QPL? Would it
have been [better/worse/the same] if you had received the QPL on [the same day as the
appointment/when you scheduled the appointment], and why? Would you have been more likely
to ask more questions if you received a reminder to use the QPL, and why?).

More recent research has suggested that other QPL delivery factors, including the amount
of information that participants receive about the intervention when it is given to them, predict
intervention effects. In the current study, it is possible that receiving the QPL electronically and
without a detailed overview may not have been sufficient to secure participant buy-in, therefore
resulting in null effects. Preliminary work has begun to explore the effectiveness of QPL
interventions that include more robust “coaching,” or scaffolding about how to use the QPL,
from a trained medical professional (e.g., nurse) or study staff member (Rodenbach et al., 2017).
This type of approach has the potential to increase user buy-in and reduce uncertainty about how
the QPL could be deployed during an appointment. However, existing QPL research that has
compared the effects of a QPL-only condition to parallel coaching or training interventions
(Brown et al., 1999; Eggly et al., 2017) is complex to interpret, as the coaching interventions

seem to target other mechanisms of changing patient participation, especially within the
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framework of SCT (i.e., verbal encouragement). Therefore, I believe that future work should
continue to investigate the usefulness of QPL interventions augmented by coaching or
educational support, but that all future work should simultaneously be guided by the parameters
of a falsifiable theory like SCT to outline the mechanisms by which such interventions operate.

It is also possible that the QPL was made obsolete by the deftness of the palliative care
team in the current study: patients and care partners simply did not need to ask questions during
their appointments because topics suggested on the QPL were preemptively raised by this
highly-skilled team. For example, nearly all appointments began with the entire team introducing
themselves and the palliative care physician asking the patient/care partner what their referring
clinician had told them about palliative care and the palliative care team. After patients and care
partners offered their perspectives on palliative care, the palliative care physician provided an
explanation of the goals of palliative care, as well as details about their background and training
as a palliative care clinician. Similarly, toward the end of most appointments, the physician
asked the patient and care partner whether they had completed an advance directive and whether
they had discussed goals of care. As a result, patients and care partners may not have found it
necessary to ask certain questions on the QPL (e.g., Who are the members of the palliative care
team?). In the current study, observational data suggest that content associated with as many as
one-third of the questions on the QPL could have been addressed by the team in certain
appointments before patients would have had a chance to ask explicitly. This hypothesis—that
patients and care partners asked fewer questions because the palliative care team covered
important content without them having to ask in the first place—is worthy of further

investigation, specifically in the context of person-centered care (Eklund et al., 2019).
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If QPLs are intended to facilitate participation initiated by patients and care partners to
make palliative care appointments more collaborative, alternate approaches to QPL use that
maximize patient and care partner participation may be worthy of further investigation. Future
research in this domain could evaluate the effectiveness of QPLs with questions meant either to
augment standard topics covered during initial outpatient palliative care appointments or that can
be customized to address unique patient and care partner needs. Other research might examine
QPL use in follow-up appointments when content delivered by the palliative care team is less
standardized or comprehensive. Finally, future work might build upon strategies used in previous
work (e.g., clinician endorsement of the QPL; Walczak et al., 2014) and related strategies (e.g.,
distribution of the QPL by the palliative care team v. the study team) that implicitly facilitate
opportunities for more collaborative care.

Relatedly, as has been suggested by other authors (e.g., Kinnersley et al., 2008), it is also
possible that person-centered QPL interventions may not be robust enough to encourage
clinicians to change their style of interacting with patients during appointments, especially if
those appointments have some degree of natural flow and standardization, including a
predetermined length. In other words, it is possible that there is simply not enough time for
patients to ask a range of questions from a QPL during an initial outpatient palliative care
appointment, and that it may be difficult for physicians to customize initial appointments based
on patient and care partner needs when a plan is in place to cover set topics across appointments.
For example, Barton and colleagues’ (2020) secondary analysis of the effects of a QPL on
patient question asking during oncology appointments suggested that patients and care partners
in the QPL condition prompted oncologists for more information compared to patients and care

partners in the usual care condition, but that across study appointments, oncologists did not
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always provide customized information based on patients and care partners’ unique questions.
Future research to address these complexities could involve semi-structured interviews with
palliative care clinicians to understand their general expectations about patient and care partner
question asking during initial appointments. This work should specifically solicit clinicians’
suggestions for ways to make these appointments more collaborative and individualized to
patient and care partner needs while also addressing core content that is standardized across
patients during initial appointments. Future work might also turn back to clinicians as
intervention targets (i.e., clinician coaching), as structured coaching interventions for clinicians
have demonstrated great promise in research thus far (Shamaskin-Garroway et al., 2021).

To my knowledge, only one study to date (Eggly et al., 2017) has examined the effects of
a QPL intervention on assertions made during medical appointments, with positive results, but
relatively broad definitions of assertions and lack of a unifying theory. In the current study, clear
and specific definitions for assertion types were operationalized in advance, yet the intervention
effect was null. It is possible that the null effect can be explained by the fact that there were
simply limited opportunities for patients and care partners to state requests and make decisions
during these appointments. For example, in the case of requests, it was not uncommon for a
clinician to offer to do something without the patient or care partner needing to ask in the first
place (e.g., “I’ll send your prescription over to the pharmacy”), equally across study conditions.
In terms of decisions, it is possible that their infrequency was related to the nature of topics being
discussed during these initial outpatient palliative care appointments, which tend to focus on
symptoms, advance care planning, and identifying support needs (Schroedl et al., 2014).
Although most appointments included discussions about goals of care and treatment options, it

was uncommon for final decisions about these topics to be made specifically within the
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constraints of the hour-long appointment (Eliott & Olver, 2011). Regarding assertions as a
whole, it is also possible that because a QPL is designed to “prompt questions” it does not
effectively increase other types of appointment participation via performance accomplishments
(Figure 1). As a result, future work examining the effects of QPL use on multiple types of
appointment participation should base hypotheses on expectations for what types of assertions
(Arrindell et al., 1988) are most likely to be increased by the scaffolding offered by QPLs.
Furthermore, future research endeavors might consider whether QPLs—including QPLs with
different types of questions—shape appointments across the palliative care trajectory uniquely
depending on the types of conversations happening during those appointments (e.g., introduction

to palliative care versus decisions about goals of care).

4.2 QPLs and Social Cognitive Theory

4.2.1 State Anxiety

This study was the first to investigate the effectiveness of a person-centered QPL
intervention within the parameters of SCT (Bandura, 2000), a comprehensive and well-
established theoretical framework that posits that self-efficacy develops via mechanisms of
verbal persuasion, vicarious learning, performance accomplishments, and management of
physiological arousal. I hypothesized that participants assigned to the QPL condition would
report a more significant decrease in anxiety after their appointment, based on the tenets of SCT
and some research evidence that providing participants with a tool to support participation
reduces their anxiety about the appointment. That hypothesis was not supported. Instead, results
indicate reduced anxiety across all participants, regardless of whether they received the QPL

prior to their appointment.
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Previous studies that have explored the link between QPL use and state anxiety report
mixed findings (Brandes et al., 2014) and small effect sizes (Sansoni et al., 2015), perhaps
because of methodological variability across studies. My findings corroborate previous mixed
outcomes despite my attempt to reduce measurement variance by asking participants to rate their
state anxiety immediately before and after their appointment. It is not clear that my results
indicate a true null effect of the QPL on anxiety, or that a QPL is not, on its own, a meaningful
way to reduce anxiety related to palliative care appointments, given my underpowered sample.
However, observations from the current study suggest that it is complicated to measure state
anxiety about palliative care appointments among individuals who, at baseline, experience a
great deal of anxiety and worry related to many other things, at any given time (Wilson et al.,
2007). In fact, several participants in the current study mentioned during the administration of
the BSAM that they were worried “because of everything going on,” including things that were
unrelated to the appointment (e.g., being stuck in traffic), and could not disentangle that present
moment anxiety from their anxiety related to the appointment, despite being oriented to answer
the question specifically about the appointment. As a result, these observations point to the
imprecision associated with measurements of anxiety at pre- and post-appointment and
underscore the importance of precise, consistent measurements of anxiety in future QPL research
aiming to determine their effectiveness at decreasing physiological arousal. Future work should
also consider using more direct measures of physiological arousal (e.g., heart rate) (Kantor et al.,
2001; Tichon et al., 2014).

That participants in both study conditions reported decreased anxiety from pre- to post-
appointment raises questions regarding what else about attending an outpatient palliative care

appointment—including what happens during those appointments—could assuage patient and
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care partner anxiety. For example, previous research in psycho-oncology has examined how the
type of clinical information that a patient receives during an initial oncology appointment (e.g.,
recommendations for future treatment) shapes post-appointment ratings of anxiety (Bronner et
al., 2017) and suggests that recommendations for certain treatment options foster greater anxiety
than others. In the current study, it is possible that patients and care partners could have reported
lower post-appointment ratings of anxiety if they felt satisfied or relieved about
recommendations made by the palliative care team, especially if they were anticipating less than
satisfactory recommendations or no recommendations at all. In fact, because palliative care
teams have the expertise to make specific recommendations about pain and symptom
management strategies that are sometimes not considered by the patient’s primary treating team
(Kozlov et al., 2015), it is possible that patients and care partners could leave a palliative care
appointment with greater understanding of ways to manage difficult symptoms and, potentially,
less anxiety about managing those symptoms. Relatedly, it is possible that patients and care
partners reported less anxiety after the appointment because they were relieved to know they
would have a supportive, invested team involved in the patient’s care throughout the course of
their disease. On the other hand, it is also possible that participants’ lower ratings of anxiety at
post-appointment reflect feelings of relief that the appointment was over, or even more simply,
reflect regression to the mean. Research aiming to build upon the current study might consider
qualitative questions that examine participants’ anxiety, including to what they attribute
increases and decreases in their anxiety before, during, and after the appointment. This
adjunctive approach could also improve upon the limitations of survey measures used to capture
anxiety.

4.2.2 Perceived Self-Efficacy
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To my knowledge, this study is the first to examine self-efficacy outcomes in the context
of a QPL intervention study. As predicted by SCT, I hypothesized that participants assigned to
the QPL condition would report an increase in self-efficacy in the context of their appointment as
they asked more questions and made more assertions. This hypothesis was not supported. Like
anxiety, results indicate that ratings of self-efficacy in question asking increased from pre- to
post-appointment across all participants, regardless of whether they received the QPL
intervention before their appointment. We did not find any significant effects with regard to self-
efficacy in getting health care information. The primary explanation for this null finding is that
this study did not effectively leverage performance accomplishments (in the form of asking
questions and making assertions) as a mechanism of self-efficacy development. That is, patients
and care partners who had the QPL did not ask more questions, and therefore did not have more
opportunities for performance accomplishments, despite having a tool to facilitate such
opportunities. As a result, it is still possible that, if more effective, a QPL or similar person-
centered communication intervention could increase self-efficacy via performance
accomplishments. Furthermore, it is also possible that total participation during an appointment
in the form of question asking and assertion making is not a precise way to promote performance
accomplishments. For example, future research might consider approaches such as asking
patients and care partners to reflect on details about their performance in participating (e.g., Did
you ask the questions you wanted to ask? Did you get all your questions answered?) or simply
asking participants to reflect broadly on the quality of their participation, as these strategies
could represent a more valid way to examine this construct.

On the other hand, it is also possible that other mechanisms of self-efficacy development

(e.g., verbal persuasion, vicarious learning) would prove more powerful than—or would have a
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compounding effect upon—performance accomplishments, in terms of increasing patient and
care partner self-efficacy. Indeed, some previous research has inadvertently explored the link
between verbal persuasion in QPL interventions and appointment participation by examining the
effects of those interventions when their use is encouraged by the care team (Brown et al., 2012;
Walczak et al., 2014). Results suggest that this adjunctive design feature is associated with
increased appointment participation, but research to date has not specifically examined its utility
with regard to self-efficacy development. In the current study, based on my qualitative
observations of appointment dialogue, I believe other mechanisms of self-efficacy development,
namely, verbal persuasion, did shape self-efficacy. As one example, it was common for the
palliative care physician to normalize patient and care partner experiences by saying things like,
“That symptom you just mentioned is something that most of my patients have experienced,” or,
“Most patients with your disease also decide not to be placed on a ventilator.” Across
appointments, the physician also made encouraging, validating comments like, “Wow, you’re
ahead of the curve, it’s great that you already completed your advance directive.” In the context
of a palliative care appointment, verbal persuasion could take these and many other forms that
would ultimately lead to self-efficacy growth and development, including praise for participation
(Back et al., 2010), but also empathy for concerns expressed during the appointment (Mroz et al.,
in press; Pollak et al., 2020) and general support for the patient’s self-efficacy (Bergeron et al.,
2021). Importantly, verbal persuasion could very well shape self-efficacy development in
palliative care settings irrespective of concurrent person-centered communication tools offered to
patients and care partners. Future work should continue to investigate the effectiveness of QPLs
within the parameters of self-efficacy and SCT (Bandura, 2000), emphasizing unique

mechanisms by which self-efficacy is more or less likely to grow. Researchers pursuing this
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work should pay particular attention to measuring the unique effects of each mechanism of self-
efficacy development, considering stepped-wedge designs (Hemming et al., 2015) to maximize
opportunities to understand unique effects of each interventional component.

Based on SCT and my proposed model of the links between appointment participation,
self-efficacy, and anxiety, I also hypothesized that total appointment participation would be
significantly positively associated with post-appointment ratings of self-efficacy in asking
questions and in obtaining health care information. My data offer preliminary support for these
hypotheses, which further underscores the need for additional research to unpack the
mechanisms by which self-efficacy develops in patients and care partners. Importantly, previous
research suggests that ratings of self-efficacy increase when patients perceive that they have
succeeded in solving a problem that they saw as a problem in the first place (e.g., patients
thought they were bad at question asking, then successfully asked questions, and got answers)
(Bodenheimer et al., 2002; Ilioudi et al., 2010). As a result, future work should ask patients and
care partners to reflect upon what factors contributed to their pre- and post-appointment ratings
of self-efficacy, and more specifically, whether they believe that their actual participation was

principal in shaping their perceived ability to participate during the appointment.

4.3 Limitations

The current study and its findings should be interpreted considering several limitations.
The first set of limitations relates primarily to the characteristics of my sample. First, and
perhaps most importantly, this study was originally powered as a randomized trial, yet
complications due to the COVID-19 pandemic necessitated an abridged sample, which limited
power as a result. Notably, recruitment was stalled at my original recruitment site for 8 months,

which necessitated that I obtain IRB approval to conduct the study at a second site (i.e., the site
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from which all participants were recruited in the current study). By the time I obtained approval
to conduct the study at the original recruitment site, I discovered that patient flow was
significantly reduced in the context of the pandemic (often only one new patient appointment per
month), thus I did not collect any data from the original study site. All additional research related
to QPL use in palliative care settings should prioritize sample sizes that are sufficiently powered
to detect meaningful differences in all outcomes of interest. Importantly, future work conducted
with larger sample sizes would also create opportunities to conduct subgroup analyses (e.g., age,
sex, race, patient/caregiver role).

In addition, I cannot ensure the generalizability of these findings to other palliative care
teams, to other patients with palliative care needs, or to other care partners in palliative care
settings. This study was conducted in a sample of patients attending their first outpatient
palliative care appointment at a large, academic medical center, and all appointments were
conducted by the same palliative care team. If there is variability across institutions and across
palliative care teams in terms of how initial outpatient palliative care appointments are conducted
(e.g., standardized content, appointment length), and importantly, which/how many clinicians are
present during initial appointments, concomitant variability in terms of opportunities for patients
and care partners to participate may follow. Future research employing similar designs should
consider the role of unique palliative care teams in shaping the structure, content, and flow of
initial appointments, including patient question asking. For example, I hypothesize that initial
appointments with more flexibility in terms of length and content covered, may create more
opportunities for patient and care partner participation in the form of question asking,

specifically.
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Also related to generalizability is the fact that this sample consisted mostly of White,
highly educated participants, who self-reported high levels of perceived self-efficacy in asking
questions during palliative care appointments at baseline. Level of self-efficacy reported by
participants at baseline was not significantly level of education. The original recruitment site was
selected specifically due to the racial, ethnic, and socioeconomic diversity of its patient
population, yet for reasons previously described, recruitment at that site was not feasible. In fact,
multiple participants in the current study mentioned during their appointments having an adult
child who was employed in health care, including one patient who stated that her adult son—a
physician—had encouraged her to make the appointment. Another patient was, himself, a retired
physician. If the current study had been conducted in a sample with lower self-efficacy in
participating in palliative care appointments, the QPL may have been more effective at
facilitating appointment participation and increasing participants’ self-reports of self-efficacy
thereafter. For example, at least two participants in my study stated their gratitude about being
contacted to participate: they reported limited knowledge about palliative care, including a
limited understanding of why their appointment had been scheduled in the first place. These
comments suggest that participants with little confidence in their understanding of palliative care
might have felt more confident if provided with a “cheat sheet” of relevant questions to ask. As a
result, I recommend that future research investigating the utility of QPLs in promoting self-
efficacy examine their effectiveness in groups with lower levels of baseline self-efficacy in
participating during health care appointments and lower levels of baseline knowledge of
palliative care.

The second set of factors which limited the current study relate to its overall design and

implementation. Despite my careful attention to designing this trial in a way that would improve
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upon flaws in previous research, some of my attempts to “right the wrongs” of other work were
unsuccessful. For example, I elected to administer the state anxiety measure as close to
immediately before each appointment and immediately after each appointment to limit
opportunities for participants to respond about their anxiety regarding issues unrelated to the
upcoming appointment. However, questions and anecdotal responses from participants
throughout the study suggest that it is nearly impossible for patients and care partners to separate
feelings of anxiety and stress about their overall wellbeing from feelings of anxiety and stress
about their upcoming appointment. Future work should investigate use of even more simplified,
straightforward measures of state anxiety, including single-item measures of state anxiety or
visual analog scale measures of state anxiety (Davey et al., 2007) that repeatedly orient
participants to respond only about their anxiety regarding the appointment itself (e.g., I am going
to ask you about your level of anxiety at this moment, right now, about your upcoming
appointment. This question is only about the anxiety you have surrounding your appointment,
not about anxiety you may have about other things at this time, such as your illness or
treatment.). Future work should also consider integrating physiological measures of state anxiety
(e.g., heart rate, skin conductance) for even more precise measurements (Constantinou et al.,
2021).

As another example, despite my attempt to standardize the distribution of the QPL via
email to ensure uptake by participants, the passivity of this design may have inadvertently
thwarted QPL use. At least one participant had trouble accessing the QPL during the
appointment because he planned to look at the questions on his phone but also had to login to the
virtual appointment on his phone, so he could not view both simultaneously. Other participants

reported looking at the list for “5-10 minutes when they got the email,” while one participant
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reported that they were “on a [20 min] phone call about it, discussing what we wanted to talk
about.” If the study had proceeded as originally planned, in person, participants would have had
a standardized amount of time to review the QPL in advance of their appointment, right before
entering their appointment, which could have reduced a significant amount of variability. Future
researchers should prioritize procedures that standardize the timing of QPL delivery and the
opportunity for uptake by participants. Future work should also examine the equity of QPL and
other related communication interventions for participants with different needs (e.g., level of
literacy) and opportunities for access (e.g., printer for hard copy, smart phone to view QPL in an
app).

Lastly, although this work attempted to leverage SCT as a framework to examine the
relation between appointment participation and perceived self-efficacy, it seems that qualitative
information about participants’ perceptions of their self-efficacy—and what contributed to their
self-efficacy during their appointments—would have augmented my understanding of self-
efficacy development in the context of palliative care appointments. While the single-item
measure of self-efficacy that was used in the current study is perhaps the most valid way to
measure self-efficacy as conceived by Bandura (1986), it lacks the richness of qualitative
approaches. For example, in some appointments, very few questions were asked, yet it is
possible that participants could have felt more confident in their ability to participate because the
single question that they did ask represented a significant deviation from behavior in other
medical appointments (i.e., asking no questions), or that they received such a rich response to
that single question that it increased their confidence in their ability to ask questions during
palliative care appointments. These and related research questions indicate a need for additional

qualitative work that explores patients’ and care partners’ explanations for primary factors that
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contribute to the development of perceived self-efficacy during palliative care appointments;
importantly, they would support understanding of which other pathways outlined by SCT—or
other, unknown pathways—scaffold self-efficacy development in the context of palliative care.
Similar work would use related qualitative methods to ask palliative care clinicians about their
perceptions of patients’ and care partners’ participation during appointments and what tactics
they believe to be most supportive of developing their self-efficacy in the context of those
appointments. If, indeed, perceived self-efficacy grows in ways as simple as receiving one useful
response to a single question during a palliative care appointment, this knowledge would inform

intervention development to enhance person-centered care at both the patient and clinician level.

4.4 Implications for QPL Use in Palliative Care

The current study revealed that a QPL intervention does not effectively increase question
asking during initial outpatient palliative care appointments. However, observational data seem
to suggest that not only patients and care partners, but also clinicians, may still benefit from
access to a QPL in the context of palliative care appointments.

First, even if they do not increase total question asking, and even if they do not increase
the likelihood that specific, pre-defined questions are asked, QPLs may still “prompt” patients
and care partners to ask certain types of questions they may not have considered before. Though
questions directly from the QPL were only asked in 27% of appointments in the QPL group, it is
possible that patients and care partners would not have thought to ask those questions at all had
they not been referenced on the QPL: in other words, if a benign intervention like the QPL,
which technically requires limited resources to disseminate to patients, is helpful for 27% of
patients and their care partners, might it still hold some clinical utility? In fact, findings from the

original feasibility study about the QPL used in the current study suggested that patients and care
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partners reported the QPL helped them think of questions they had not thought of before (Arthur
et al., 2016). As a result, perhaps there is some remaining clinical merit to QPL use in outpatient
palliative care, even if there is no evidence of statistically significant improvement in total
appointment participation.

Second, it is also possible that QPLs have the capacity to support and encourage question
asking in specific domains that may otherwise be challenging for patients and care partners to
approach. For example, in the QPL designed by Arthur and colleagues (2016), 28% of questions
focus specifically on EOL issues, a topic that is notoriously difficult for patients, care partners,
and clinicians to discuss in the context of serious illness care (Brighton & Bristowe, 2016; Fakhri
et al., 2016). Of particular note is that in the current study, three appointment transcripts from the
QPL condition (10%) included a very specific question from the QPL focused on EOL (e.g.,
“What can I expect in my last few days of life?”). As a result, offering QPLs that highlight
questions related to EOL and other challenging topics (e.g., decision making about life sustaining
treatments) may facilitate question asking that could otherwise be difficult for patients and care
partners. Even in the case that QPLs only facilitate these types of questions in a minority of
patient appointments, one could argue that supporting even a single patient in asking a question
about EOL care would be clinically meaningful.

Lastly, QPL use by patients may support person-centered care by directing palliative care
clinicians to focus on specific topics with greater relevance to patients. In fact, approximately
halfway through the current study, the physician on the palliative care team asked me to share
the QPL with the palliative care team so that they could offer it to other patients in the future, it
appeared to be so useful in terms of “adding to the conversation.” Importantly, because the scope

of practice of palliative care includes a range of topics, from symptom management to EOL care
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discussions (Aslakson et al., 2014; McDarby & Carpenter, 2019; Rabow et al., 2013), questions
raised by patients may guide clinicians to focus on specific palliative care topics that are likely to
offer the greatest benefit to the patient and care partners. Furthermore, because consultation
requests from specialty care clinicians to the palliative care team can lack specificity about the
primary reason for the consult (Bischoff et al., 2018), offering patients and care partners the
opportunity to ask questions with greater relevance to their own care may facilitate clinician

understanding of topics that will be most useful moving forward in care.

4.5 Conclusion

Question prompt lists are a person-centered communication intervention hypothesized to
increase patient and care partner participation during medical appointments. Findings from the
current study, though underpowered, indicate that simply providing a QPL to patients and care
partners via email in advance of the patient’s initial outpatient palliative care appointment is not
effective at increasing total appointment participation during these appointments. Results also
suggest that patients and care partners who have access to a QPL during their first palliative care
appointment do not experience a significant reduction in anxiety or increase in self-efficacy
about participating in palliative care appointments compared to usual care. These findings add to
the inconsistent literature about the effectiveness of QPLs in palliative care settings, though

sample and design limitations argue for caution in their interpretation.
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Table 1

Sample Characteristics

Usual Care Appointments

Question Prompt List (QPL)

(n=30) Appointments
(n=129)
Patients Care Partners Patients Care Partners
(n=130) (n =25) (n=29) (n=29)

N/M %/SD N/M %/SD

N/M %/SD N/M %/SD

Age
Gender
Female
Male
Race
Asian
Black
White
Hispanic
Marital Status
Single/ never married
Married
Divorced
Widowed
Missing
Diagnosis
Neurodegenerative disease
Cancer
Disease affecting lungs (e.g., chronic
Obstructive pulmonary disease)
Disease affecting heart (e.g., congestive
heart failure)
Disease affecting other body system

66.3 12.6 60.5 15.3

18 60 16 64
12 40 9 36
1 3 1 2

14 1 4

25 83 23 92
0 0 0 0
5 17 3 12
22 73 21 84
1 3 1 4
2 7 0 0
0 0 0 0

20 66
5 17
2 7
2 7
1 3

70.9 12.0 60.0 10.5

17 59 21 72
12 41 8 28
0 0 0 0
3 10 3 10
26 90 26 90
0 0 0 0
3 10 1 4
20 70 27 92
1 3 1 4
2 7 0 0
3 10 0 0
18 62
10 34
1 4
0 0
0 0
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Table 2

Participant Completion of Pre-Appointment and Post-Appointment Quantitative Study Measures

Usual Care Appointments Question Prompt List (QPL) Appointments
(n=30) (n=29)
Patients Care Partners Patients Care Partners
(n=24% (n =25) (n=20% (n=29)
N % N % N % N %
Pre-Appointment Measures
Self-Efficacy in Question Asking 24 100 20 80 20 100 27 93
Self-Efficacy in Getting Health 24 100 21 84 19 95 27 93
Care Information
State Anxiety 20 83 18 72 16 90 23 79
Post-Appointment Measures
Self-Efficacy in Question Asking 22 92 20 80 16 80 27 93
Self-Efficacy in Getting Health 22 92 20 80 16 80 27 93
Care Information
State Anxiety 20 83 18 72 15 75 22 76

#Reflects total number of patients eligible to complete study measures based on level of cognitive function
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Table 3

Primary Outcome Variables in the Usual Care or Question Prompt List (QPL) Conditions

Usual Care Question Prompt List (QPL)
Cronbach'se¢ N M SD Range Skew N M SD Range Skew
Appointment Participation
Total Questions Asked 937 103  0-49 2.52 11.2 101 0-49 2.01
From QPL 0.66 1.72 0-8 3.35
Not from QPL 937 103  0-49 2.52 10.6 895 041 1.67
Total Assertions Made 2.23 2.08 0-7 0.60 1.38 1.68 0-6 1.44
Pre-Appointment Measures
State Anxiety .83 38 253 0.60 1.67-4 042 43 270 0.83 1-4 -0.43
Self-Efficacy in Question Asking 45 88.5 185 20-100 -2.34 49 832 22.0 10-100 -1.61
Self-Efficacy in Getting Health .65 46 3.53 0.56 1-4 -237 49 3.61 049 1254 -2.56
Care Information
Post-Appointment Measures
State Anxiety .85 38 299 0.63 1.834 -0.10 37 3.02 082 1.17-4 -0.52
Self-Efficacy in Question Asking 42 96.0 92 60-100 -2.59 43 927 125 50-100 -1.98
Self-Efficacy in Getting Health 77 42 3.63 0.56 1-4 294 43 371 050 1.50-4 -2.59

Care Information
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Figure 1

Proposed Mechanism of Perceived Self-Efficacy Development in a Communication Intervention

1

INCREASED
PARTICIPATION
COMMUNICATION / \ INCREASED
SKILLS PERCEIVED
TRAINING SELF-EFFICACY
ANXIETY

)

Note: The proposed mechanism is adapted from Social Cognitive Theory (Bandura, 1986).
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Figure 2

CONSORT Diagram to Describe Study Recruitment Flow

[ Enrollment ]

Assessed for eligibility (n = 143 initial patient appointments)

Excluded (n = 73)

Not interested (n= 38)

Could not be reached (n = 18)
Cancelled appointment (n = 7)
Admitted to hospice/ hospital (n = 4)
Not eligible (n = 5)

Too sick to contact (n = 1)

I Y R

Randomized (n = 70)

v

[ Allocation ]

l l

Allocated to QPL intervention (n = 32) Allocated to usual care (n = 38)

[ Excluded ]

No showed appointment (n = 2) No showed.appointment (n=4)
Previously seen inpatient (n = 1) ASkffd to WlthdI'E.lW frgm study (n =2)
Previously seen inpatient (n = 2)

[ Recorded Appointments }
QPL Intervention (n = 29) Usual Care (n = 30)
11 Received allocated intervention (n = 27) 11 Received allocated intervention (n = 30)
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Appendix A

PALLIATIVE CARE QUESTION PROMPT SHEET
The following are common questions that people with life-threatening illnesses sometimes
ask their doctors. Please place a check mark in the box next to the ones that you may like
to ask today, and the doctors will do their best to answer them.

THE PALLIATIVE CARE TEAM AND SERVICES

[_11. Who are the members of the palliative care team, and what do they do?

[ 12. How do I access the services offered by the palliative care team?

[ 13. How and when can I contact the palliative care team?

[_14. What is the role of my primary physician now that I have been referred to the palliative
care team?

[ ]5. Can someone help me to communicate with other members of my family about what is
happening to me?

[ 16. Is there someone I can talk to about my fears, concerns, spiritual or religious needs?

[ ]7. What support is available for other people in the family, such as my caregiver or my
children?

SYMPTOMS, TREATMENT, AND LIFESTYLE

[_18. IfI have symptoms, what can be done to improve them? (e.g., pain or discomfort,
constipation, shortness of breath, nausea or feeling sick, lack of appetite, tiredness, dry
mouth)?

[_19. What are the common side effects of my medications?

[_110.Are there any medications that I should stop taking because of their interactions with the
newly prescribed medication?

[_111.Can 1 stop taking the pain medication if my pain goes away?

[112.What can I do if I am not coping?

[ ]113.Who can I talk to about the medical care that I want in the future when I am no longer
able to speak for myself?

[ 114.What symptoms may occur in the future and what should I do if they arise?

[ 115.How can I cope with the changes in my body as a result of this illness?

END-OF-LIFE ISSUES (these questions may or may not be useful for you)

[_116. How do I get my affairs in order and write a will?

[ 117.How do I get information about advance directives?

[ ]18.How do I get information about hospice?

[_119.1s it feasible for me to die at home rather than in the hospital?

[ ]20.What can I expect in my last few days of life?

FOR CAREGIVERS (these questions may or may not be useful for them)

[ ]21.How do I get help if I am no longer able to take care of my loved one?

[ ]22.What skills will I need as a caregiver?

[ ]23.How can I best support the person that [ am caring for?

[ 124.What should I say when the person that I am caring for asks, “am I dying?”

[_125.Will you be able to tell me when it is getting close to the time that he/she will die?
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Introduction
As part of this project, we will be coding for two types of communication by patients and family members:
questions and assertions. We will code each type of communication one at a time (code questions first, then
assertions).
General Information
Here are some general guidelines to review before you get started:

1. We are only coding for questions asked and assertions made by patients and care partners. Please do not

code any questions asked or assertions made by members of the palliative care team.

2. We are only coding for questions asked to the palliative care team and assertions made with the

intention of being addressed by the health care team.
Administrative Tasks

1. Open the respective family folder on Box.

2. Make a copy of the original transcript. Label it as Family X—[YOUR NAME] CODES.

3. To mark a code in the actual word document, use the “Review” function in Word. Create a comment
bubble at any place where you are coding. In that comment bubble, you should include two pieces of
information: the speaker’s identity, and the type of communication (i.e., question or assertion).

4. Once you are finished coding an entire transcript (first for questions, then for assertions), you will use
the excel document to record information about the codes, including the Family ID, page number, line
number, speaker, type of communication (i.e., question or assertion), and actual text of the question or
assertion.

5. Please save everything to Box.

Coding Guidelines
Here is how you should code for each statement type:

1. Read through the entire transcript once to understand its content.
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Read through the entire transcript a second and third time, specifically looking for (1) questions, then (2)
assertions.

When you find questions that adhere to the coding criteria, mark them (as outlined above) using the
comment feature in MS Word, designating speaker and statement type.

Transfer codes into the Excel spreadsheet with corresponding information.

If at any time you are uncertain whether something counts as a question or assertion, download the
audio file and listen back to the segment of audio to make a final determination. It is possible that

we will also do this together during coding meetings if we are attempting to resolve a discrepancy issue.
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FEATURES OF COMMUNICATION
Questions
We are interested in the total number of questions asked by patients and care partners as part of this study.
What counts as a question?
¢ Questions are actively asking for information or to clarify something that was said by the clinician. See
examples that follow.
e The patient/CP asks for information
“How can I get in touch with your nurse?”
“Should I take duloxetine every day?”
“Will chemotherapy make me sleepy?”
e The patient/CP asks the health care clinician to clarify something that they said.
“Does that mean I need to stop taking aspirin?”
“So are you recommending that I start hospice now?”
“So try sleeping on my back?”

e The patient/CP asks a logistical question (could be clarifying or for information)

“So you’ll send that form over in the mail to us later today?”
“So I should call and set up an appointment for the next treatment?”’
What does not count as a question?

e Making a request
When a patient/CP asks for something directly (“Can you write me a prescription for my pain?”
“Can you send me the DNR form in the mail?”), this should be coded as an assertion, NOT a
question.

e Passively stating something (that sounds like a question, and that might be RESPONDED TO by the
clinician like a question) but is not actually a question.

“I don’t know if I should call the doctor for his heart pain.”
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“I don’t know if we should change his medication.”

General check-in

“How are you doing today?”’

“How are you enjoying the nice weather?”

Asking a question that is only for the sake of getting the clinician to say the name of a
drug/medication/procedure so that they can have a conversation about it, not because the patient is
asking for information that they want to retain for future use.

“Oh, I take the . . . for my arthritis . . . what is the name of that blue pill?”

“How do you pronounce that...carbidopalevi?”

Patient/CP asks a question but then answers their own question so quickly that the physician doesn’t
even have time to/attempt to respond.

Patient/CP makes a joke, uses sarcasm, or asks a rhetorical question.

“I’ve got a beautiful wife, right?”

“I mean, does she really not know by now that I'm tired?”

“Haven’t you seen me dancing and singing on TV before?”

Patient/CP asks a “memory question” in order to cue a response from clinician to continue
conversation.

“It’s the medication that’s blue...?”

Patient/CP repeats the same question that they already asked (or nearly the same question, maybe
worded slightly differently) because the clinician couldn’t hear them the first time and essentially
asked them to repeat it. The first time they ask, question counts. The second time they ask would not
count.

Patient: “How do I request information about advance care planning?”

Clinician: “I couldn’t hear that.”

Patient: “How do I get the information about care planning?”
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e Patient/CP asks about something Zoom-related.
“Can you see me now?”
“Is the lighting better here?”
“Did we lose audio for a second?”
e Patient/CP asks a pure clarification question about something they’ve said.
“Does that make sense?”
“Do you understand where I’'m coming from?”’
“Are you familiar with Highway 40?”
e Patient/CP asks a pure clarification question about something they’ve said that’s more of a personal
question (not related to illness).
“Have you been to Nashville before?”
e Patient/CP asks about how to pronounce something.
"How do you say that again?”’
e Patient/CP says “right?” at the end of a sentence simply because they are seeking validation or
support for a feeling or opinion.
"It’s just hard because we know she wants to stay at home, right?”
e Patient/CP asks a question about something that is strictly personal, not to get information that is
related to care
"Did you hear that Tom’s Bar is closing this year?”
Notes about coding a section that appears to have more than one question as one, two, or multiple questions:
e Code as one question if the two questions represent two sides of the same coin (e.g., “Are you the person
who I should call? Or is there someone else I should call?”’). These should only be considered one
question because the clinician could offer the same answer to both questions (i.e., the questions are not

asking two different things).
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e Code as two questions if the question starts small and get bigger, or vice versa. For example, if the
patient says, “What medication will I take when I go on hospice? When will I go on hospice?” These
two questions are both about the same topic and refer to “when” the patient goes on hospice, but the

patient is sort of trying to zoom out with the question asking.
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Assertions
We are interested in the total number of assertions—specifically, requests and decisions—made by patients and
care partners as part of this study.
Requests
Patient or care partner asks for something from member of palliative care team. This will often be phrased like a
question but may not always be phrased like a question.
“Can you call Dr. X and let him know we want to see him?”
“Can you write the prescription for XYZ medication?”
“Please speak louder, we can’t hear you.”
Decisions
Patient or care partner makes a choice and states it to the clinician.

e Has a tangible action tied to it and an actual outcome (i.e., something material, something tangible
would happen as a result of making the decision).

e Reflects a decision or choice that was made in the context of the appointment based on information that
was discussed during the appointment.

e Could include expressing a change in one’s attitude toward something related to care, if the change in
attitude occurred during the appointment and/or as a result of conversation that occurred during the
appointment, and if that change in attitude would be linked to changes in behaviors.

“After talking, I think I would not want to be on the ventilator.” Counts because attitude change
happens within context of appointment AND would lead to an actual behavior change based on
changing that attitude.

What does not count as a decision?

e Patient or care partner states a decision that was made outside of the appointment or prior to the
appointment.

“He’s told us for years that he doesn’t want a feeding tube.”
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“Yes, we talked about it, and he wants to do the treatment.”
e Acknowledging that some action should or ought to be taken, or contemplating/ rephrasing that
something a clinician on the palliative care team mentioned should be done.
“I should call Dr. X and ask about going up on that medication.”
“I’ll think about whether I want that form.”
e Simply expressing an attitude
“Yes, | want everything done.”
IMPORTANT NOTE FOR DECISIONS
Consider patient’s ability to communicate. Normally, saying “yes” or “no” would not count as a decision, but if
the patient has ALS or another neurodegenerative condition that affects speech, one-word answers may end up
counting as decisions, if they meet the other criteria of a decision and simply reflect how a patient with that type

of impairment would communicate a decision.
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