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ABSTRACT

Background: With an aging Canadian population, there is a pressing
need to understand how physicians can effectively communicate with
people about advance care planning (ACP) in a manner that
preserves their dignity, autonomy, and is satisfactory from the
patient perspective. Front-line physicians are faced with
multiple demands on their time, so it is imperative to develop
strategies that are effective yet compatible with the realities of
daily clinical life. The objective of this mixed methods study is
to understand, from the perspectives of seriously ill hospitalized
patients, the effect of modifiable physician behaviours on the
perceived quality of end-of-life and ACP communication.

Methods: In this study, a convergent parallel mixed methods design
is used, in which qualitative and quantitative strands are
conducted in parallel, separately analyzed and then merged during
a mixed methods analysis phase. Participants were recruited from
inpatient medical wards at two academic hospitals in Hamilton,
Ontario. The inclusion criteria identify a population with a high
risk of mortality at 6-12 months. In the gquantitative strand, the
Quality of Communication (QOC) questionnaire was administered to
measure patients’ self-rated satisfaction with their physician’s
ACP communication skills. The primary analysis strategy involved
calculating the strength of correlation between individual QOC

items and a global satisfaction score. The three items with the



highest correlation values, and which represented practical
suggestions for improving ACP-related communication, made up a
short-1list of priority behaviours. Some QOC items had a large
proportion of responses that were coded as zero (‘didn’t do’);
these items were dichotomized and t-tests were calculated to
determine if there was a difference in the mean global
satisfaction score between the two groups. In the qualitative
strand, interpretive description methods were used to explore
seriously ill patients’ perceptions of the quality of ACP
communication with their physicians. The mixed methods analysis
phase involved the creation of a merged analysis table in which
the qualitative themes were arrayed with the quantitative items
that represented high priority behaviours.

Results: From the quantitative analysis, the three priority
behaviours pertained to eye contact, providing full attention, and
listening. The three major qualitative themes related to
nonverbal behaviours; situating a patient in the context of their
background, family and social roles; and assisting patients to
make the challenging end-of-life transition. The merged analysis
allowed for a fuller, contextualized understanding of why the QOC
items with the strongest correlation measures were important from
a patient perspective.

Conclusions: This mixed methods study is well-positioned to
understand, holistically and from the patient perspective,

physician behaviours that influence quality of communication at



the end of life. TIllustrative examples from the qualitative
strand helped to explain the importance of certain QOC items, and
showcased the context in which these can occur. Although the
process of ACP communication between a physician and patient
requires an ability to appreciate the variability in patient
preferences, the results of this study provide practical

suggestions that can be incorporated in clinical practice.
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CHAPTER 1: INTRODUCTION

1.1 Rationale and Objective

Improving the quality of end-of-life (EOL) communication, and
in particular advance care planning (ACP) communication, is a high
priority for seriously ill patients in Canadian acute care
hospitals. With an aging Canadian population, there is a pressing
need to understand more about how to effectively communicate with
people about their future healthcare wishes in a manner that
preserves their dignity, autonomy, and is satisfactory from the
patient perspective. Prior interventions to improve the quality
of EOL and ACP communication have yielded mixed results, and when
successful, have often incorporated interventions that are

challenging to apply in most clinical situations.'™

One reason why
there has been a lack of effective interventions may be, in part,
because there has been a failure to incorporate patients’
preferences and perspectives. Thus, using patient-centered
priorities in the development of future interventions may increase
the likelihood of their success. Moreover, front-line physicians
are faced with multiple demands on their time, so it is imperative

to develop interventions that are effective yet compatible with

the realities of daily clinical life.

The objective of this mixed methods study is to understand,
from the perspectives of seriously i1ll hospitalized patients, the

effect of modifiable physician behaviours on the perceived quality
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of EOL and ACP communication. The study results provide pragmatic
strategies that may be incorporated into existing clinical
practice without major disruption of a physician’s routines.
Knowledge created from this study may be used to inform the design
of subsequent complex interventions aimed at improving the quality
of EOL communication (e.g., educational interventions to improve
healthcare providers’ EOL communication and ACP skills, and
others). 1In addition, the results of this study may be used to
develop a training curriculum in ACP communication for front-line

physicians.

1.2 Background on Advance Care Planning and Study Scope

Broadly speaking, Western societies place a high value on
individual rights and autonomy; the desire for self-determination
in EOL choices is reflective of this value, and ACP can be viewed
as one of its manifestations.’ Advance care planning can be
understood as a process of information sharing, deliberation and
decision-making about a patient’s treatment options in the context
of their personal values, perspectives, expectations, and fears
about their health as they approach the end of life. This process
can involve communication with family caregivers and loved ones,
healthcare providers, clergy, spiritual care and social workers,

among others.

Advance care planning conversations can help delineate what

patients and family members value in terms of their health and
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quality of life, what they wish to occur at the end of life, what
they wish to avoid, and may also involve the nomination of a
surrogate decision maker that represents the individual when he
cannot speak for himself. The ACP process may also involve
documentation of desired future healthcare decisions in the form
of advance directives (AD); however, experts have recently cited
the limitations of ADs, including inability to address unforeseen
health circumstances, inclusion of ambiguous or impractical
instructions, and even the questionable validity of ADs in
circumstances where patients have an inadequate understanding of

medical care and the nature of treatment options.®’

By placing
the focus on documentation, there is a distraction away from the
more important tasks of ongoing information sharing,
communication, and preparation for future challenging and
uncertain health circumstances. The focus of this study is on the

ACP and EOL communication process between patients and physicians

rather than the completion of an advance directive.

In addition to the physician and other members of the
multidisciplinary healthcare team, ACP conversations should
involve a patient’s family members and loved ones, and any other
people that the patient wishes to include. The literature shows
that most EOL decisions occur in the context of ongoing
discussions with loved ones; this relational context is crucial to
successful ACP and is more likely to be effective than that which

occurs only between a patient and his physician.® However, the
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scope of this project is restricted to patient perspectives on
physician behaviours during ACP and EOL communication rather than
patient and family perspectives. The specific question allows for
a depth and richness of understanding that would be more difficult
to achieve with a broader focus that includes family members of

seriously 1ll patients or other members of the healthcare team.

1.3 The Importance of Studying Advance Care Planning and End-of-
Life Communication
Advance care planning has been suggested to help reduce end-
of-1life (EOL) care costs while improving the quality of care in

the final days of life,”'’

and terminally ill patients have
identified a physician’s ability to communicate about topics such
as death and dying as a major priority to good EOL care.'!
Previous studies of seriously ill inpatients conducted through the
Canadian Researchers at the End of Life Network (CARENET)
revealed that two of the greatest opportunities to improve EOL
care relate to: a)patient-physician communication and, b)involving

12,13

the patient in the decision-making process. A grounded theory

study found that patients felt that engaging in the ACP process

gave them “peace of mind.”?

A French longitudinal study suggested
that surrogate EOL decision-making is associated with a high risk
of post-traumatic stress disorder in caregivers when insufficient
information is provided by the health care team about a loved

one’s medical status, while skillful EOL communication can reduce

the impact of a difficult loss.’ In 2008, a prospective cohort
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study of 332 patient-family dyads found that EOL discussions led
to less aggressive interventions which resulted in better
bereavement adjustment in caregivers and longer length of patient
enrollment in hospice programs.'® In short, there is little
question that effective, high quality ACP is a key target for
improving the quality of end-of-life care for the elderly and

seriously 111 populations.

Despite the widespread understanding of the importance of
ACP, studies indicate that the extent and quality of ACP is low.
A cross—-sectional survey conducted in the Netherlands showed that
patients with advanced CHF or COPD were able to state their
preferences on many EOL decisions, but that most have never
discussed these items with their physician.!’ Heyland et al have
reported findings from the first phase of a longitudinal multi-
centre audit of ACP practice at 12 Canadian hospitals with 278
seriously 111 patients and 225 family members: participants
reported low levels of engagement with physicians in communication
about ACP, and high levels of discordance (70%) between patients’
stated preferences for EOL care and the actual goals of care
documented in the hospital chart (e.g., full CPR versus comfort

care).18

The value of high quality ACP communication and the
apparent paucity of such conversations creates an impetus to

further study and understand how this situation can be improved.
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1.4 Prior Efforts to Improve the Quality of Advance Care Planning

Interventional studies, aimed at improving both the
prevalence and quality of ACP-related activities, have yielded
heterogeneous results. An RCT involving patients with advanced
congestive heart failure (CHF) or end-stage renal disease (ESRD)
and their selected surrogate decision-makers (SDM) randomized two
groups to usual care or a structured, disease-specific and
patient-centered interview on ACP with a rigorously trained

facilitator.*??°

The primary study outcome was surrogate
understanding of patient goals for care in four disease specific
scenarios, such as whether the patient would want to undergo
treatment if the expected outcome was a decline in functional
status. The intervention group showed significantly higher
agreement in comparison to the control group, with a kappa
statistic 0.61-0.78 for intervention group versus 0.07-0.28 for
the control group. This trial did not specifically investigate
the impact of such an interview on patient-physician ACP
communication. In 2010, a randomized controlled trial (RCT) that
recruited 309 elderly (>80 years old) inpatients on internal
medicine, cardiology and respiratory wards in a tertiary hospital
revealed that, compared to usual care, expert-facilitated ACP
improved physician knowledge of patient EOL wishes and improved
patient and family satisfaction with the hospital stay.?’ The

facilitators in this study were trained through an ACP curriculum

that teaches the Respecting Choices model, which was developed in
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1991 and has been used in the US, Australia and western Canada.??
Given that many healthcare institutions may not be willing, or
have the resources, to train staff members in this model, the
generalizability of the study may be limited. A UK-based study
used the themes generated from qualitative interviews of
caregivers and health care providers of people with severe
dementia to inform the development of a complex intervention aimed
at improving health care providers’ EOL communication skills.”’ The
intervention consisted of an EOL needs assessment and ACP
discussion by an experienced nurse, and was piloted in a
subsequent RCT, but recruitment rates were low and attrition rates
were high, thus precluding assessment of outcomes and raising
questions about the burdensome nature of the intervention.
Recently, an RCT evaluated whether the provision of patient-
specific feedback forms to physicians could improve patient-rated
quality of EOL communication in COPD outpatients.?®* Patient-rated
quality of communication was statistically significantly higher in
the intervention groups, but with a modest Cohen’s effect size of
0.21. Patients’ hesitation to provide direct feedback to their
physician may be a practical limitation to the widespread use of
such an intervention. A landmark RCT of a complex intervention to
improve EOL communication and decision-making in seriously ill
hospitalized patients, the SUPPORT trial, did not improve the rate
or timing of completed ‘do not resuscitate orders,’ and did not

reduce the number of days spent in ICU or pain levels as reported
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by patients or surrogates.”” While a large amount of literature
has been dedicated to understanding why this trial was
unsuccessful, one explanation may be that the design of the
interventions was not directly informed by patient preferences
about EOL communication, but rather was based on the ideas of
physician leaders and study investigators. There is a need to
learn, directly from the patient population, the elements of ACP
communication that are effective. Furthermore, the interventions
in many of these studies are resource and time-intensive; a need
exists to understand how a physician may incorporate successful,
time—-efficient ACP communication strategies into their busy

schedule that do not necessitate intensive training protocols.

1.5 Patient Perspectives on Advance Care Planning

Some studies have focused on the factors that contribute to
high or low quality ACP from the patient perspective. In a mixed
methods study that explored general medical outpatients’ self-
identified barriers to ACP communication, a major finding was that
patients’ information needs were not addressed by their
physicians.?® In a cross-sectional survey, patients with COPD
frequently indicated that having trust in one’s physician, and
feeling that the physician cares about the ‘whole person’ were
important facilitators, while a feeling that one’s physician is

uncomfortable discussing EOL issues, holds judgement about the
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cause of one’s illness (i.e. smoking) or has little time were
highly endorsed barriers.?’ 1In two qualitative studies, including
a large Canadian grounded theory study, patients with HIV and end-
stage renal disease indicated that the beneficial aspects of ACP
came more from the social interaction and discussion with loved
ones about EOL care rather than the creation of a written advance
directive, which seems to be a major focus in ACP literature.®®?°
In contrast, other studies that surveyed patients, family
caregivers and healthcare providers suggested that most people
agreed that written documentation of treatment preferences was of

high importance.?°?

Study results also suggest that patients and
family members agree on the importance of naming a surrogate and
knowing what to expect with regards to future health

deterioration.3%3!

However, the literature reveals a great deal of
heterogeneity when it comes to patient preferences for certain
aspects of EOL communication, such as discussion of spirituality
with physicians and wanting to know the timing of death.’® The
importance, from the patient perspective, of involving family
caregivers in EOL discussions is consistently emphasized in the

evidence base.?"

Although there have been many studies on
patient perspectives of good EOL communication in general, there
is little knowledge about patient perspectives on what modifiable
physician behaviours contribute to high or low quality ACP

communication. The study presented here directly addresses this

knowledge gap.
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1.6 Summary

ACP has many potential benefits but the current level and
quality of ACP in Canada is low. To develop successful healthcare
provider training and other strategies to improve ACP, it is
imperative that we understand, from the perspective of patients,
what physician behaviours they perceive to contribute to high
quality ACP. The information provided by this study is novel in
that it explores aspects of EOL communication that are important
from the patient perspective rather than those from a physician or
expert perspective. This study has a unique focus on providing
suggestions on improving ACP communication that are practical and
compatible with the typical clinician’s work environment. In
2000, the UK-based Medical Research Council provided a framework
for the design of RCTs of complex interventions. The framework
recommends a ‘pre-clinical’ phase to establish an evidence base
that suggests the intervention will have the effects that are
intended.’* This study can be seen to be contributory to the pre-
clinical knowledge base. Furthermore, the knowledge gained by this
study will be considered for inclusion in a curriculum designed to

improve healthcare provider skills in EOL communication.

10
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CHAPTER 2: METHODS

2.1 Background on Mixed Methods

Historically, there has been some controversy surrounding the
legitimacy of mixed methods research. The paradigm debate related
to the incommensurability of mixed methods because of the
challenges of combining two methods with different ontological
assumptions; the positivist paradigm underpinning quantitative
methods relates to the idea of a singular and universally accepted
truth, while the constructivist paradigm foundational to
qualitative research acknowledges that truth is subjective, and
peoples’ perceptions and experiences result in multiple

P -37
realities.? 3

Furthermore, the ontological foundations of these
methods lead to different approaches to acquiring knowledge about
a subject matter: qualitative (QUAL) research embraces a
subjectivist epistemology in which the subject and researcher work
closely to generate theories inductively from the data, while
quantitative (QUAN) research typically uses deductive methods that
begin with a hypothesis that is accepted or rejected based on
study data and analyses.’® These different views on reality/truth
and how knowledge is accrued challenged the wisdom of mixing
methods.

Eventually the debate dwindled with the recognition that

mixed methods research does not fit into either constructivist or

positivist paradigms but in fact that pragmatism, which focuses on

11
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the use of the research question to guide decision-making about
the optimal research methods, is the best suited approach.?? ¢

In the pragmatist approach, the use of both subjective and
objective knowledge (i.e. allowing the mixing of qualitative and
quantitative methods) is justifiable if required by the research
question that is posed.’® There are different typologies of mixed
methods research designs, but the common ones are based on the
relative importance, timing, and degree of interaction of the QUAL
and QUAN components or ‘strands’’’*' In this study, a convergent
parallel mixed methods design39 is used, in which QUAL and QUAN

strands are conducted in parallel, separately analyzed and then

merged during a mixed methods analysis phase.

2.2 Rationale for Mixing Methods

End-of-life communication is a complex, multifaceted
phenomenon that involves multiple contextual, psychological,
social and spiritual factors. As Thorne states in a 2010

interpretive description study:

There are few absolute rules within human communication
amenable to distillation into universal principles that apply
across all conditions. Therefore, it 1s Iimportant to build an
understanding not simply of what we think will be helpful, but why
it is helpful and in what contexts.

Encounters between health care providers and patients often

occur in a time-constrained environment, and therefore the QUAN

strand is helpful to identify which behaviours are important to

12
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patients. The goal is to create a short-list of priority
behaviours and activities, and this is achieved primarily by
measuring the strength of correlation between individual item
scores on a quantitative instrument and a global rating item (GRI)
and then selecting the items with the three highest correlation
values (see section 2.5.2). In addition, the QUAL data is needed
in order to answer the why questions: why are these behaviours
important? The QUAL data is also helpful to elicit important
physician behaviours that are not detected or measured in the QUAN
strand. Finally, a merging of these two data sets will provide a
fuller understanding than that which can be achieved by either
method alone. In brief, a mixed methods study is needed for the
purposes of complementarity: that is, to seek elaboration and
illustration of the quantitative results through use of the

qualitative findings.’®*°

It is important to recognize that although physician
behaviours during ACP is under study in both strands, in fact each
strand examines the phenomena from different ontological
paradigms. Therefore, the data from each strand will not be used
for triangulation, in which different methods of data collection
and analysis are employed in order to consider a topic from
multiple angles and thus bolster the credibility of the findings.?®
Instead, the QUAL data will provide some context, illustration and
explanation as to why certain items heavily influence patients’

rating of the global quality of ACP communication.

13
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A convergent parallel approach was selected because it had
advantages over other mixed methods designs. Two other common
design approaches are: the sequential explanatory design, and the

sequential exploratory design.’’

In the former, qual questions are
developed from the results of an initial QUAN phase in order to
explain the quantitative results. In the latter, quan methods are
used after an initial QUAL phase in attempt to assess the
generalizability of the qualitative findings. However, the
convergent parallel approach is best suited to the objective of
this study: to obtain different but complementary information on
patient preferences for EOL communication with their physician.
The QUAN data relates to which behaviours are important from the
patient perspective, and the QUAL data provides information about
why these behaviours are important. Secondly, from a pragmatic
perspective, the convergent parallel design is more time-
efficient, which makes it a more feasible choice in the presence
of time constraints. An explanatory sequential design was
considered, but this would have required making an assumption that
the QUAN tool used in the study has been demonstrated to have good
construct validity and is a good basis from which to design the

QUAL phase. As will be discussed later, this is a difficult

assumption to make.
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2.3 Study Questions

2.3.1 Quantitative Question:

Among seriously i1l1l medical inpatients at two tertiary
hospitals, which physician behaviours, as identified by a
patient-reported questionnaire, are most predictive of a
global rating of quality of advance care planning and end-of-

life communication?

2.3.2 Qualitative Question:

What are seriously 111 inpatients’ perspectives on
physician behaviours during advance care planning and end-of-

life communication?

2.3.3 Mixed Methods Question:

To what extent do the qualitative interview data

elaborate and elucidate the quantitative results?
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2.4 Study Population

2.4.1 Participant Recruitment

Participants were recruited from inpatient medical wards at
the Hamilton General Hospital and the Juravinski Hospital in
Hamilton, Ontario. The participant must have been in hospital
for at least 48 hours to allow time for an ACP conversation to
have occurred. Medical charts were reviewed to assess
eligibility, and the attending physician (or another member of
the healthcare team) was contacted, who approached the patient
to assess interest in study participation. The participant was
directly approached by a research nurse only after discussion
with a member of the healthcare team. During this initial
contact, the participant completed a l4-item questionnaire (see
section 2.5.1) with the assistance of the research nurse and was
asked if they would be interested in taking part in a one-on-one
interview with the study investigator at a later time (within 1-

2 days) .

2.4.2 Selection Criteria

This study focused on seriously i1l medical inpatients who
were at high risk of dying. The inclusion criteria are very
similar to those used in previous CARENET studies, and identify

a population with an estimated 6-month mortality risk of
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50¢.'*" Patients were recruited to the study if they met at

least one of the following inclusion criteria:

a. Hospital admission for congestive heart failure (CHF) with
New York Heart Association (NYHA) Class IV symptoms or left
ventricular ejection fraction (LVEF) <25%.

b. Hospital admission for severe chronic obstructive pulmonary
disease (COPD) with one or more of the following: body mass
index (BMI) <21; an exacerbation requiring hospitalization
over the past year; shortness of breath causing the patient
to stop walking after 100m or after a few minutes on level
ground; forced expiratory volume in 1 second (FEV;)< 30%
predicted; or partial pressure of carbon dioxide
(PaC0,)245torr.

c. Hospital admission for liver cirrhosis with at least one of
the following: history of hepatic coma; Child’s class C liver
disease or Child’s class B liver disease with
gastrointestinal bleeding.

d. Hospital admission for issue related to active metastatic
cancer.

e. ANY medical inpatient 2 80 years of age.

"

f. Any medical inpatient for whom a physician answers “no” to
the following question: “Would you be surprised if this
patient died within the next year?”

The last item on this list, known as the ‘surprise question’
in the literature, has been evaluated in prospective studies
involving cancer, dialysis and primary care patients, and shown

to be effective in identifying patients with an increased risk

of mortality in one year.®
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The exclusion criteria were as follows:

a. Unable to read and speak the English language.

b. Cognitive impairment, including mild cognitive impairment,
dementia of any type, or delirium. This was determined by
review of the medical charts or clinical assessment by the
research nurse or physician.

c. Patient has not had ANY discussions with a physician related
to advance care planning and/or their wishes for care at the
end of life

d. Hospitalization time of less than 48 hours.

e. Unable to participate for other reasons:
i)Participant fatigued or too sick

ii)Participant/family refusal to participate for other
reasons

iii)Healthcare team member feels that patient is not
appropriate for enrolment

2.4.3 Collection of Demographic Information

In order to compare the demographic data of those who
volunteered to participate versus those who declined, data was
collected for all patients who met study eligibility. The
following data were collected through chart review: age, gender,
primary diagnosis (criterion by which the participant fulfilled
eligibility for the study) and co-morbidities. Patients were
asked about their education background and ethnic background
(Caucasian versus non-Caucasian) . If patients were eligible but
declined to participate, they were asked to provide a reason for

not participating, although it was made clear that they were not
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obliged to provide a reason if they did not wish (as per

research ethics standards).

2.5 Quantitative Strand

In the quantitative strand, the Quality of Communication
(QOC)** questionnaire was administered to measure patients’ self-
rated satisfaction with their physician’s ACP communication
skills. In addition, a global rating item (GRI) was included at
the end of the questionnaire to measure overall patient
satisfaction with their physician’s ACP and end-of-life
communication skills. These items were completed with the
assistance of a research nurse, who provided further explanation
of the items if needed. This type of assistance is recommended by
the tool developers, who suggest that, at this stage of the tool’s
development, there is no consensus on optimal wording and thus
further elaboration is likely helpful in promoting understanding
of the content (R. Engelberg PhD, email communication, April 17,

2013) .

2.5.1 The Quality of Communication Tool

The Quality of Communication questionnaire (QOC) is a
patient-reported 13-item instrument that addresses aspects of
communication about EOL and ACP issues with their clinician.

This instrument has been validated for a sample of palliative
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care patients in the US (both inpatients and outpatients) as
well as for a sample of patients with oxygen-dependent COPD.
The development of the QOC was informed by a series of
qualitative focus group studies on patients with advanced
COPD, AIDS and cancer as well as health care providers
(physicians, nurses and social workers) and family members of
a person who was recently deceased.'™*™* These qualitative
studies resulted in a large collection of qualitative data
that were subsequently analyzed and used to inform the
development of the QOC. This body of work provides some
assurance of the content validity of the QOC tool.”” A paper
describing the psychometric characteristics of the QOC in
2006** found that an initial 17-item scale suffered from many
missing values (30%-87%) on four items in particular. These
items tended to deal with family interaction with the
physician, but often the family was either unavailable or did
not yet have a chance to meet with the physician. Other
excluded items required the participant to infer their
physician’s intentions based on their actions (e.g.,
“respecting the things in your life that are important to
you”); many participants did not feel that they could
confidently make such an assessment. The remaining 13 items
underwent factor analysis to show that the items were best
divided into two sub-scales, one dealing with general

communication issues and the other dealing specifically with
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end-of-life communication. Importantly, the authors mention
that this was consistent with conceptual frameworks of
physician communication that were developed from qualitative
analysis of family conferences in the intensive care unit
setting. Each item showed good loading onto its assigned
sub-scale, and good discriminant loading (loading of the two
factors differed by 20.25).%%°t? Cronbach alpha was 0.91
for the first sub-scale and 0.79 for the second, suggesting
reasonable internal consistency within each sub-scale.®**!

The authors also reported good convergent and discriminant
construct validity, with higher scores in each sub-scale
being significantly associated with relevant global
validation items, whereas there was appropriately weaker
associations with global items that were hypothesized to have
less relevance to a scale. Test-retest reliability and
responsiveness characteristics of the QOC have not been
published. Although there was demonstration of good internal
consistency within sub-scales, Cronbach alpha for the full
set of items was 0.50, raising some suspicion about the
utility of the QOC in its totality to measure quality of
communication.”® However, this may be reflective of the two
separate dimensions being measured in the tool (general
communication and EOL communication). In this study, the
analysis that was conducted does not focus on the use of the

total QOC score, but rather the association between each item
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and a global rating item (GRI) that measures global
satisfaction with end-of-life communication. As such, the
internal consistency of either the entire QOC or the
subscales i1s not relevant to the study at hand. The case
report form, containing the selection criteria, the QOC tool
and the GRI, is included in Appendix A.

The QOC is currently in the early stages of development
and requires further validation work, including work on face
validity and ongoing efforts to improve content validity.
However, it is the only tool, to the author’s knowledge, that
focuses specifically on patient-physician EOL communication.
Furthermore, it is a brief instrument that is less likely to
cause fatigue or add to the burden faced by the seriously ill

study population.

2.5.2 Quantitative Data Analysis

The strength of relationship between each item on the
QOC questionnaire and the GRI was determined by calculating
the Pearson correlation coefficients (r), and a correlation
matrix was constructed.’®”® The items with the three largest
r values were selected and formed the short-list of priority
behaviours that physicians could focus on in order to improve
EOL and ACP communication skills.

In the case of items on the EOL communication subscale

(items 7-13), a large number of participants responded
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‘didn’t do.’ These items pertained to discussion of specific
EOL topics, such as “talking to you about how long you might
have to live” and *“talking to you about the details
concerning the possibility you might get sicker.” Given that
the population of interest in this study is seriously ill
inpatients, such discussions are important, and the absence
of such discussions can be interpreted as being a missed
opportunity. Therefore, it was felt appropriate to code a
‘didn’t do’ response as zero. This coding strategy was used
in a previously published paper in which the primary outcome
was patient satisfaction as measured by the QOC tool.®°
Because of the large number of zero values, a decision was
made to transform items 7-13 into binary variables which
could potentially be used as ‘dummy-coded’ variables in the
regression model: scores of 0-6 were assigned a value of
zero, and scores of 7-10 were assigned a value of one. This
cut-off point was chosen based on practical reasoning and
consensus amongst research team members: a value of 6 on the
QOC scale corresponds to one point above the mid-way mark (as
a reminder, the scale ranges from 0, which corresponds to
“the very worst I could imagine,” to 10, “the very best I
could imagine”). The goal was to determine if each of these
items, when done satisfactorily from the patient’s
perspective, resulted in a higher GRI score than when done

poorly or not at all. If a lower cut-off point was chosen,
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such as 5 or 6 out of 10, it was assumed that this would
include cases where the item received a neutral rating or was
performed only marginally well as per the participant.
Another alternative would be to select a cut-off point based
on the presence of a bi-modal distribution, but given that
the first peak occurs at zero for all of items 7-13, this
would lead to combining all non-zero responses together,
thereby confusing the effect of poorly performed items (i.e
those with a score of 1-4) with those with higher ratings.
For these dichotomized items, a Student’s t—-test® was
conducted to detect any statistically significant differences
in the mean GRI scores between two groups: those who had a
response coded as zero versus one. This provided the
opportunity to assess whether a good rating, versus a poor
rating or absence, of the behaviours presented in items 7-13
had an impact on the GRI score. A correlation measure was
not calculated for items 7-13 because of the dubious utility
of such a calculation given that these items were frequently
not performed.

In the secondary, exploratory analysis, a multiple
linear regression model was developed using simultaneous
regression modeling (in which all items selected for
inclusion were put into the model at the same time). The GRI
was treated as the dependent variable (DV) and the individual

QOC items as the independent variables (IVs). The goal was
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to construct a model that incorporated three QOC items that,
when combined together, explained the most variance in the
GRI score. 1In a clinical encounter, more than one of the
behaviours described in the QOC is likely to be displayed by
the physician. The bivariate correlation coefficients
measured in the primary analysis describe the correlation of
each item with the GRI, but do not factor in the effect of
other behaviours occurring during the same encounter. A
multivariate model, however, is able to take into account the
effect of other behaviours and provide a measure of the
unique contribution of each of the behaviours on the GRI
score.

A set of items were selected for possible inclusion in
the final model based on practical reasoning as to what items
might provide concrete and specific advice on helpful
behaviours. In addition, items that had a lot of zero
responses (i.e. items 7-13) were not considered for inclusion
in the model because there is low utility in measuring
associations of items that frequently did not occur. These
three items were intended to serve as a suggested combination
of behaviours that, when performed together, may potentially
improve the global rating of patient satisfaction with
physician EOL and ACP communication more so than any other
tested combination of three items. It should be emphasized

that because there were several candidate variables for
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inclusion, a large number of multivariate linear regression
models were developed and tested, and the model with the
highest adjusted R” was selected (this is discussed further
in section 3.5). Due to multiple testing, there exists a
high chance of finding a spurious result (i.e. a result may
be due to chance alone). Therefore, the secondary analysis
results presented herein are of an exploratory nature.

One of the assumptions of multivariate linear
regression modeling is that the DV is continuous, or at least
that “the arithmetic mean is an appropriate descriptor.”’® The
GRI score is an ordinal variable but is being treated as
continuous, which assumes that there is equal spacing between
points. This is a common assumption that has a precedent; an
example of its use in the EOL literature involves a study on

patient-rated satisfaction with EOL care.'?

Another assumption
of multiple linear regression modeling is the presence of a
linear relationship between each IV and DV.”” As will be
discussed in section 3.4, an approximate linear relationship
between each IV in the final model and the DV is suggested by
the appearance of bivariate scatterplots. A third assumption
is the presence of homoscedascticity, or equal variance along

all points of the regression line.”®

The presence of
homoscedasticity is supported by means of a plot of the

residuals (see section 3.4).
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Multicollinearity was evaluated by calculating the
Variance Inflation Factor (VIF) associated with each
independent variable, with the intention of dropping any
independent variable with a high VIF (i.e. >10) .°°

IBM SPSS Statistics version 20 software was utilized

for all statistical analysis.®’

2.5.3 Quantitative Sampling Strategy

Norman and Streiner recommend a sample size for a
multivariable linear regression model analysis of at minimum
5 or 10 times the number of independent variables in order to
give assurance of the stability of the estimates,’ whereas
Bausell recommends at least 25 participants per IV.>®
Initially, the a priori goal was to recruit enough
participants such that there was adequate goodness—-of-fit for
a multiple linear regression model that included all 13 items
in the QOC, with the GRI being treated as the DV. Depending
on the source, the minimum required sample size ranges from
65 (Norman and Streiner) to 325 (Bausell). However, the
regression approach was later revised to focus on the
identification of three items that together explained the
greatest proportion of variance in the GRI. Given this
revised approach, 15 to 75 participants would be required to
support goodness—-of-fit. This study recruited 92

participants, thereby exceeding minimum sample requirements.
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2.6 Qualitative Strand

In the qualitative strand, interpretive description methods®'”
®> were used to explore seriously ill patients’ perceptions of the
quality of ACP communication with their physicians. Borne out of
the nursing discipline, this qualitative method is quite flexible
in that it utilizes methods that originate in social sciences, but
allows for some variation in data collection and analysis methods
in order to provide answers that are relevant to health care
disciplines. This method has been chosen because, unlike many of
the more traditional methods (e.g., grounded theory,
phenomenology) of the social sciences, the focus of interpretive
description is on understanding real-life clinical problems rather
than the advancement of a theory.®” Furthermore, some of the
philosophical underpinnings of interpretive description, including
the recognition of a subjective reality based on one’s experience,
and the acceptance of seemingly contradictory realities of
different participants, align well with the patient-centered focus
of this study. It is the patients’ views that are crucial to the

results of this study.

During the semi-structured interviews, patients were asked
questions that paralleled data being collected in the quantitative
strand; specifically, their perspectives of physicians behaviours
and skills during ACP and EOL communication. The initial

interview guide included an initial open-ended question to
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establish a common base, as well as optional trigger questions to
stimulate data collection (see Appendix B for initial interview
schedule). In addition, elaboration on responses to QOC items was
also elicited, in another attempt to ensure parallel questioning.
The initial question was: “Can you tell me about your experience
discussing advance care planning with your doctor?” The interview
schedule was reviewed and approved by thesis committee members
prior to submission for approval at the institutional Research
Ethics Board. With the input of the debriefer (see section 2.6.1)
the interview schedule underwent two cycles of modification
throughout the data collection process, as emerging themes led to
the addition of new gquestion probes. Only one interviewer (Dr.
Amane Abdul-Razzak) conducted the interviews in order to ensure
consistency in style and approach. The interviewer is a family
physician who has studied interview techniques through graduate-
level course work and internship experience. Prior to proceeding
with the interviews, the rationale and purpose of the interview
was explained to each participant in a language that was
appropriate and understandable. Participants were encouraged to
pose any questions and ask for clarification from the interviewer.

All interviews were audio recorded and later transcribed.

2.6.1 Qualitative Data Analysis

In contrast to other qualitative methods, interpretive

description does not stress reflexivity—the act of considering
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how one’s personal experiences, values, perspectives and other
personal ideas shape the research enterprise and affect data
interpretation—as an important exercise. In fact, the lens of
the clinician-researcher is considered useful as it
facilitates the generation of results that are of clinical
relevance—similar to the pearls of wisdom a learner might
receive from an expert clinician.®? Therefore, the data
collection and analysis was conducted through the lens of a
physician-researcher, with a focus on what information would

be pertinent to other front-line physicians.

As is common to many types of qualitative research,
interpretive description methods encourage a concurrent and
iterative process of data collection and analysis.®®® At each
stage of data analysis, some concepts arose that were not
sufficiently probed by the initial interview schedule, so
additional questions were continually added as the study
progressed. Each interview was transcribed and the researcher
immersed herself in the data by reading through the
transcripts multiple times while making interpretive memos
about interesting ideas that were mentioned by the
interviewee. Field notes were made after each interview in
order to document initial interpretive ‘hunches’ and to
describe items that may not have been captured in the
transcription, including the physical environment, participant

descriptors, emotional tone and other non-verbal behaviours.®’
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This enhanced the ability to later contextualize a transcript,
thereby promoting a fuller and richer understanding of the
participant’s account. A constant comparative analysis was
conducted, in which new data was compared to emerging themes
to assess if it supported and further developed the themes, or
seemed to be contradictory.®®®® This allowed for the
detection of patterns and commonalities in the data, and
encouraged the researcher to challenge and test thematic
generation with new data derived from participants with
different demographic characteristics than those who provided
the earlier data (i.e. people of a different age group, gender

or with different health problems).62

Initially, very broad,
loosely-based categories were constructed with no commitment
to the labelling of each category; in essence these functioned

as ‘data bins.’®*

With repeated immersion in the data,
analysis, and comparison of the developing themes with new
data, these categories were further sorted and organized into
interpretive themes. As Thorne states, themes do not emerge
from the data of their own accord, *“as if data analysis
fairies magically appeared in the night, so that by morning,
the data were properly coded, sorted, and sequenced without

the benefit of human intervention.”’®

Thematic generation
demanded an active interpretive effort: reflection on the

underlying meanings and messages behind textual excerpts.’' The

final result of this interpretive analytic process is a

31



MSc. Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

typology of themes related to patient perspectives of
physician behaviours during ACP communication.®® Qualitative

analysis was conducted with the aid of NVivo 10 software.’”

The rigour, or trustworthiness, of the study was
bolstered by the use of several strategies that are
recommended in the interpretive description and qualitative
research literature. During debriefing sessions, transcripts
and emerging themes were reviewed by a more experienced
qualitative researcher with doctoral-level training in health
research. These sessions took place during three different
time points; each one after a set of four interviews had been
completed and analyzed by the primary author. The goal of
these sessions was to provide alternate viewpoints, pose
challenging questions, and to interrogate the analytic process
by asking the researcher how they arrived at certain meanings
and interpretations.’”” At each of these debriefing sessions,
consensus was reached with the primary author about emerging
themes and the addition of new probing questions in the
interview schedule.

In addition to being a researcher with PhD training, the
second reviewer (Dr. Diana Sherifali), or ‘debriefer,’ has a
clinical nursing background, and as such was able to provide a
complementary disciplinary lens through which to view the
data. Through this complementary perspective, insights were

gained that may have been missed by the primary author.
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Through the use of the thoughtful clinician test, evolving
interpretations were shared with an internal medicine
physician (Dr. John You) who has experience in ACP, both
clinically and as a researcher, in order to receive feedback
about the congruence of the findings with his experiences and
to assess for the possibility of missing perspectives.®®’® As
an alternative to member checking, a credibility check was
conducted whereby the researcher discussed themes and
summarized interpretations from previous interviews with
participants in order to assess whether this aligned with
their personal views, or if the participant could provide an
alternative perspective (S. Thorne PhD, RN, email
communication, October 2012). As an over-arching strategy,
this study attempts to make a coherent presentation of
findings, and then support these by examples directly from the
data. This strategy should increase confidence in the
trustworthiness of the qualitative analysis by making the

trail of logic easily accessible to the reader.’” '

2.6.2 Qualitative Sampling Strategy

An attempt was made to select a subset of the
participants in the quantitative strand based on maximum
variation sampling techniques.’* This technique was employed as
much as possible, given time constraints and participant

availability, to recruit people with different combinations of
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the following demographic variables: race (Caucasian versus
non-Caucasian), gender, and diagnosis (cancer versus non-
cancer). This is supported by the literature, which shows
that Caucasians and females are more likely to participate in
ACP.’""7® In addition there is evidence to suggest that the
uncertain prognoses associated with non-cancer illnesses, as
compared to cancer illnesses, pose a barrier to ACP
communication.” By selecting patients from a variety of
demographic groups, it is more likely that a fuller picture of
the patient experience is achieved; furthermore, any
commonalities that arise will be more valuable because they

occur despite the heterogeneity of the sample.’*

A subgroup of
the quantitative sample, rather than a separate sample, was

utilized in order to facilitate cross-comparison of the

quantitative and qualitative data.

The sample size for the qualitative strand was set at 12
participants. The goal was to collect data from 12 in-depth
and data rich interviews rather than a larger number because
time constraints may have compromised the depth of the results
if a large number of interviews were pursued. Determination
of the sample size in an interpretive description study can be
somewhat challenging; however, the aim was to capture some of
the variation in cases while understanding “that patients
theoretically represent infinite variation in relation to

780

their experiences. Given this assumption, data saturation
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was not the goal, as a health researcher cannot be fully
confident that they have “tapped all relevant human

variation.”?®°

Instead, the goal was to obtain a deeper
understanding of the patient perspective while still

recognizing that there may be outliers.

2.7 Mixed Methods Phase

The QUAN and QUAL strands were given equal priority in this
concurrent mixed methods study:’”"® data from both strands were
equally important in answering the mixed methods research
question. The QUAL data was merged with the QUAN data for the
purposes of elaboration, context and illustration. This can be
thought of as putting the “meat on the bones of dry quantitative

findings.”*®

Furthermore, the MM design can be described as having
an independent level of interaction, signifying the separate QUAN
and QUAL implementation of research questions, data collection and
analyses.?”® In addition to the separate QUAN and QUAL analyses,

the point of interface occurs at the data analysis stage, where

the QUAN and QUAL results were merged together.?”®

2.7.1 Data Collection

The QUAL and QUAN data collected in the first phase of the
study were used to conduct the mixed methods analysis. Parallel

questions were addressed in the quantitative and qualitative
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strands of this study, allowing for the collection of data that is
conducive to merging in the mixed methods analysis phase.® For
example, during the qualitative interviews, some QOC tool items

were presented as ‘probing’ questions.

2.7.2 Mixed Methods Data Analysis

From the QUAN data, three ‘priority’ behaviours were derived
from the QOC items. Priority items were selected from the set of
QOC items that could provide concrete and pragmatic suggestions on
how to improve EOL and ACP communication. This was further
narrowed down to a selection of three items with the highest
Pearson correlation coefficients with relation to the GRI. Then,
the QUAL data was interrogated once again by reading through
transcripts to identify data that could elaborate and complement
the understanding gained by the QUAN items. Specifically, when
the transcripts were re-read during the MM analysis phase, the
researcher asked ‘why’ questions: why might these QOC items be of
particular importance to improving quality of communication from
the patient perspective? As a result, the mixed methods analysis
provides an understanding that is greater than the sum of its
parts. In addition, a concerted effort was made to seek out
potentially contradictory or divergent data, such as QUAL data
that challenged the purported importance of the three QOC items

included in the regression model. A 3x3 merged data analysis
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table was created (see table 7), in which the QUAL themes were
arrayed with the QUAN items.®® This table serves as a display of

representative examples of the mixed methods analytic findings.

2.8 Ethics

Research ethics board approval was obtained prior to the
initiation of the study. A written consent form (Appendix C)
included all of the risks, benefits and alternatives to
participating in the study. A thorough informed consent
procedure was conducted for each participant, which involved
verbal discussion, time to consider options and ask questions
prior to providing written consent. All identifying information
captured on digital audio recordings was removed from the
transcripts and the audio recordings were deleted as soon as the
interviews were transcribed. Interview data was labeled with a
unique study ID number. Electronic copies of interview transcripts
were kept on a password protected computer in a secure, locked
office. Hardcopies of case report forms and questionnaires did
not include any identifying information and was locked in a secure

cabinet within a locked, secure office.

The patients involved in this study were seriously ill, and thus
could be perceived as being more vulnerable than other study

populations. However, within the palliative research community it
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is recognized that seriously i1ll patients in fact do not present
an unusual or exceptional case: by following the usual ethical
principles of proper capacity assessment, patient autonomy, and
informed consent, one can ensure that they are protecting the

interests of the study population.®!

Furthermore, it has been noted
that although research participants may not directly benefit from
the results of the research, the process of participating can
provide therapeutic benefits by providing an opportunity to have
one’s voice heard, and giving a sense of purpose and “being

involved in a social enterprise.”®
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CHAPTER 3: QUANTITATIVE RESULTS

3.1 Quantitative Strand Participants

Study recruitment occurred from October 2012 to February
2013. Due to limited staffing resources, a consecutive sample
could not be recruited and an intermittent (i.e. depending on
research nurse availability) convenience sampling strategy was
employed instead. In total, 93 people met study eligibility and
only one refused to participate; an 86 year old Caucasian male who
met the criteria ‘medical inpatient age 80 years or older’ refused
because family reported that he felt too unwell (see study
recruitment flowchart in appendix E). Table 1 displays
demographic data for participants in the quantitative strand. The
average age of participants at the time of recruitment was 82.5
years, with a range of 42-98 years. The majority of participants
were female, Caucasian, and were eligible for participation
because they met the study criteria ‘medical inpatient age 80
years or older’ (see table 1). Study participants had a mean and
median of 2.5 and 3 hospitalizations respectively over the past

year, with a range of 1-7 hospitalizations.
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Table 1. Characteristics of participants in quantitative

strand

Characteristic No. of participants (%)
Age

40-49 1 (1.1)
50-59 0 (0.0)
60-69 8 (8.7)
70-79 11 (12.0)
80-89 55 (59.8)
>89 17 (18.5)
Gender

Female 65 (70.7)
Male 27 (29.3)
Education Level

Elementary school 44 (47.8)
High school diploma 33 (35.9)
Postsecondary degree or diploma 12 (13.0)
Missing 3 (3.3)
Ethnicity

Caucasian 90 (97.8)
Non-Caucasian 2 (2.2)
Reason for Inclusion

Congestive heart failure 17 (18.5)
Chronic obstructive pulmonary disease 17 (18.5)
Liver cirrhosis 1 (1.1)
Active metastatic cancer 10 (10.9)
Medical inpatient age 80 years or older 47 (51.1)
MD answered ‘no’ to surprise question 0 (0.0)
No. Hospitalizations over past year

1 23 (25.0)
2 33 (35.9)
3 22 (23.9)
4 8 (8.7)
>5 4 (8.7)
Missing 2 (2.2)

3.2 Descriptive Statistics for QOC Responses

There were very few missing values (i.e ‘I don’t know’
responses), likely because of the assistance each participant
received from the research nurse. For items 1-6, which comprised

the general communication subscale, the mean scores ranged from
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6.2 to 7.4. For items 7-13, which comprised the EOL-specific

communication subscale, there were a large number of ‘didn’t do’

responses. These were coded as zero values, as explained in
section 2.5.2. The mean values for items 7-13 presented in table
2 below are those of non-dichotomized values. Frequency

histograms are presented in Appendix F.
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Table 2. Quality of communication gquestionnaire responses
No. missing Mean SD Range

)

values (%)

QOC Item Number

2.Looking you in the eye 8 (8.7) 7.0 2.5 (0.0-10.0)

4.Listening to what you have to 0 (0) 7.3 2.1 (0.0-10.0)
say

6.Giving you his/her full 0 (0) 7.2 2.2 (0.0-10.0)
attention

8.Talking to you about the 0 (0) 2.8 3.5 (0.0-10.0)
details concerning the

possibility that you might

get sicker

10.Talking to you about what
dying might be like

12.Asking about things in life 1 (1.1) 1.1 2.8 (0.0-10.0)
that are important to you

Global rating item: Overall, how 0 (0) 6.9 2.1 (0.0-10.0)
would you rate this doctor’s

communication with you about the

types of care that you would want

if you became sicker or too sick

to speak for yourself?
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3.3 Primary Analysis: Measuring Strength of Relationship of
Each QOC Item with respect to the Global Rating Item

As an initial step, the Pearson correlation coefficient (r)
was calculated for each of items 1-6 and the GRI score. This was
conducted in order to get a sense of the strength of correlation
between each IV and the GRI (the DV). The results are presented
in table 3 below. Item 5, asking “how good is your doctor at
caring about you as a person?” had the highest Pearson r (0.642),
indicating this to be the highest single predictor item of the GRI
score. Item 3, asking “how good is your doctor at answering all
your questions about your illness and treatment,” had the lowest
Pearson r (0.557), which can be interpreted to mean that this item
is the weakest single predictor of all 6 items. Since the square
of the correlation coefficient represents the proportion of the
GRI score explained by an item, it is easier to compare the r?
values of each item rather than the Pearson r values directly.’
These are provided in table 3 below, showing that item 5 explained
most of the variance compared to all other single items (41.2%)
while item 3 explained the least (31.0%). It should be noted that
there is only a 10.2% difference in the proportion of explained
variance between the strongest and weakest predictor items. 1In
addition, item 5 (caring about you as a person), had a lower mean
score (6.2; see table 2) than most of the other items included in
table 3. This low score, combined with a fairly strong
correlation coefficient, presents an opportunity for improvement

in quality of EOL communication. However, it is not clear how one
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can teach physicians to ‘care,’ and so item 5 does not provide a

specific or practical example on how to improve EOL communication.

Table 3. Bivariate correlations (Pearson r) for items 1-6 and
global rating item

N Pearson r P value r’
(correlated (proportion
with GRI) of
variance)
Item 1: Using 91 577 <.001 0.333
words that you (33.3%)
can understand
Item 2: Looking 84 .609 <.001 0.371
you in the eye (37.1%)
Item 3: Answering | 92 .557 <.001 0.310
all your (31.0%)
questions about
your illness and
treatment
Item 4: Listening | 92 .602 <.001 0.362
to what you have (36.2%)
to say
Item 5: Caring 91 .642 <.001 0.412
about you as a (41.2%)
person
Item 6: Giving 92 .579 <.001 0.335
you his/her full (33.5%)
attention

Of Items 1-6 presented in table 3 above, the three that
provide practical examples of how to improve EOL care and have the
highest r values are: item 2 (looking you in the eye), item 4
(listening) and item 6 (giving you full attention). Therefore,
items 2, 4, and 6 comprise the short-list of priority behaviours
that hold the most promise for improving physician EOL and ACP

communication skills from the patient perspective.
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3.4 Measuring the Statistical Significance of Differences in Mean
GRI Scores for Dichotomized Items

As discussed in section 2.5.2, Items 7-10 were dichotomized
to two values: scores of 0-6 were assigned a zero value and scores
of 7-10 were assigned a value of one. A t-test was conducted for
each of these items in order to look for a statistically
significant difference in mean GRI scores between the two groups
(i.e. those whose response were coded as zero versus one). In the
case of items 7, 8, 10, 11 and 12 the t-test statistic suggests a
statistically significant difference in the mean GRI scores
between the two groups, with the group coded as zero having a
lower mean than the group coded as one. For example, for item 7
‘talking about your feelings concerning the possibility you might
get sicker,’ the group that was coded as zero had an average GRI
score that was 1.39 points lower than the group that was coded as
1 (see first row, table 4). However, a major limitation in this
analysis was the large number of zero values for items 7-10 and
12-13, for which 81-99% of responses were coded as zero. As a
result, for these items the SDs of each of the comparator groups
are substantially different, especially in the case of items with
>90% zero values. Norman and Streiner caution that, if the two
SDs are very different “one might rightly pause to question the

757 gince the t-test is founded on the

whole basis of the analysis
assumption that the two samples are drawn from the same population

and thus have the same mean and SD. As a result, the t-test

statistic for items 9, 10, 12 and 13 are difficult to interpret.
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From a more practical perspective,

the utility of measuring

differences between two groups is questionable when there are very

few participants in one of the groups.

Table 4. T-test for difference in mean GRI score in groups with
responses coded as 0 versus 1

Item

No.
response

(%)

No.
response

(%)

t_
test

(Items 7-13)

P
value

Mean
diff.

95%

CI of

difference

Lower

Upper

7. Talking
about
feelings
concerning
possibility
you might
get sicker
8. Talking
about
details
concerning
possibility
that you
might get
sicker

9. Talking
about how
long you
might have
to live

10.Talking
about what
dying might
be like

11.Involvin
g you in

decisions
about

74

(81)

91

90

55

17

(19)

35

-2.56

-5.31

-1.52

-14.7

-3.02

.017

<.001

.133

<.001

.003

-1.39

-2.29

-3.19

-3.22

-1.26

-2.50

-3.17

=7.37

-3.66

-2.10

-0.27

-1.41

-2.79

-0.43
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treatments
that you
want if you
get too
sick to
speak for
yourself

12. Asking 82 9 -4.82 <0.00 -2.39 -3.46 -1.32
about

things 90 10 1
in life (90) (10)

that are

important

to you

13. Asking 90 2 -0.59 0.661 -1.18 -25.3 22.98
about your

spiritual

or

religious

beliefs

3.5 Secondary Analysis: Multivariate Linear Regression
Modelling

Since it is difficult, and of questionable utility, to
accurately measure a correlation between EOL-specific
communication items and the GRI if these items were reported as
not occurring in most cases, binary-coded items that had a large
number of zero values (>80%) were excluded from the multivariate
model (i.e. items 7-10 and 12-13). Item 11 (involving you in
decisions about treatments if you too sick to speak for yourself)
had the highest number of non-zero responses in this group, with
61% of the responses coded as zero and 39% coded as one, and

therefore was considered for inclusion in the regression model.
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Item 5 (how good is your doctor at caring about you as a
person) was excluded despite having the highest Pearson
correlation coefficient out of items 1-6 because it does not
provide a practical and specific suggestion on how to improve
communication, which was a main criteria for inclusion (see
section 2.5.2). As a result, 6 items were considered for
inclusion in the multivariate model: items 1, 2, 3, 4, 6 and 11.
Scatterplots of each of Items 1-6 versus the GRI score are
presented in Appendix H. These plots reveal a roughly linear
relationship between each of the items and the GRI (the DV),
thereby meeting one of the assumptions of multiple linear

regression.

As described in section 2.5.2, the intent was to construct a
model with the three QOC items that accounted for the largest
amount of variance in the GRI score. With 6 items, there are 20

unique combinations of 3 items as per the following formula:

n! 6! 720
Crn = = - = 20
ri(n-r)! 313! 36
Where n = number of items
r = number of items taken at a time

For each combination of three items, a multivariate linear
regression model was constructed, and the model with the largest

adjusted R* was selected. A table displaying the adjusted R* for
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all 20 models is included in Appendix I. As mentioned in section
2.5.2, this secondary analysis strategy involved multiple testing
and thus there is a high chance of spurious results. As such, the

results of this analysis are of an exploratory nature only.

The model that included items 2 (looking you in the eye),
3 (answering all your questions about your illness and treatment)
and 6 (giving you his/her full attention) had the highest adjusted
R?’, with a value of 0.604. The model with the second highest
adjusted R* explained almost as much variance in the DV, with a
value of 0.582 (i.e. 58.2% of variance explained with this model
versus 60.4% in model with the highest R?) and included items 2, 3
and 4 (listening to what you have to say). Table 5 below presents
the correlation coefficients for the final model along with the
95% confidence intervals. The F-test was found to be highly
significant (p <0.001); this can be found along with the other

regression statistics in appendix J.

Table 5. Coefficients for multivariable regression model including items

2 (eye contact),3 (answering questions), and 6 (full attention)
Item Unstandardized P value 95% CI for B
Coefficient (B)
Upper Lower
2 (looking you 0.234 0.001 0.100 0.369
in the eye)
3 (answering 0.243 <0.001 0.134 0.352
all your
questions
about your
illness and
treatment)
6 (giving you 0.331 <0.001 0.169 0.493

his/her full
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attention)
Constant 1.375 0.009 0.357 2.393

The multiple linear regression equation can be written as:

G = 1.375 + 0.234(Item2) + 0.243(Item3) +0.331 (item6)
where G = estimated GRI score

The model suggests that for every single-point change in item
2, the GRI score would change by 0.234. Similarly, a one-point
change in items 3 and 6 would result in a change in the GRI score

of 0.243 and 0.331 respectively.

A plot of the residuals is provided in appendix J. The
random appearance of the points suggests equal variance along the

regression line, or homoscedasticity.

3.6 Summary of Quantitative Results

The primary analysis involved the calculation of Pearson
correlation coefficients for items 1-6. Although item 5(caring
about you as a person) had the highest r value, it was excluded
from the final list of priority behaviours as it did not provide a
specific example of how to improve communication. Items 2
(looking you in the eye), 4(listening) and 6 (giving full

attention) had the next highest three r values and thus comprised
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the short-list of priority behaviours: behaviours that were
suggested by the analysis to be most likely associated with a
higher GRI score, thereby indicating patient satisfaction with the
communication encounter. These items are used in the merged

analysis during the mixed methods phase of the study (Chapter 5).

In the secondary analysis, multiple linear regression
modelling suggests that the following three behaviours, when taken
together, explain the most variance (approximately 60%) in the
global rating of satisfaction in comparison to any other tested
combination of three items: item 2(eye contact); item 3 (answering
all questions about illness and treatment); and item 6 (giving
patients full attention). The model involving items 2, 3 and 4
(listening to what you have to say) differed by only 2% in the
proportion of variance explained. This analysis involved testing
a total of 20 combinations, and so the results should be treated

as being of an exploratory nature.
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CHAPTER 4: QUALITATIVE FINDINGS

4.1 Qualitative Strand Participants

A total of twelve medical inpatients participated in
the qualitative interviews. The average age of interviewees
was 78 years old. Two participants had a primary cancer
diagnosis, including one with metastatic breast cancer and
one with metastatic colorectal cancer. Ten participants had
a non-malignant primary diagnosis, including chronic
obstructive pulmonary disease (COPD), congestive heart
failure (CHF), idiopathic pulmonary fibrosis (IPF) and
diagnoses that fit into the eligibility criteria labelled
‘medical inpatient age 80 years or older.’ The majority of
participants were females, and all were Caucasian. Table 6
presents a summary of the characteristics of interview
participants. Of the two non-Caucasian people who
participated in the QUAN strand of the study, both refused to
take part in the QUAL strand without providing an
explanation. The interview times ranged from approximately

22 minutes to 78 minutes with an average length of 42
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minutes. Most interviews were terminated by the interviewer
when it was felt that a satisfactory amount of data had been
collected; however, in two cases the interview was terminated

by the patient due to fatigue.

Table 6. Characteristics of the qualitative interview
participants

Characteristic No. of participants (%)

Gender
Male
Female

Age (years)
40-49
50-59
60-69
70-79
80-89
>89

Ethnicity
Caucasian 12 (100)
Non—-Caucasian

Education Level
Elementary school
High School Diploma
Post-secondary school (university or college)
Missing

Primary Diagnosis
Cancer (site)

Breast

Colorectal 1 (8)
Non-cancer

Chronic obstructive pulmonary disease

Idiopathic pulmonary fibrosis

Congestive heart failure

Medical inpatient >80 years old
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4.2 Presentation of Findings

Although participants were eligible for the study only if
they had endorsed having some form of ACP discussion with a
physician in the past, many informants reported that

discussions were of a superficial nature and related primarily
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to preferences for resuscitation. In these cases, the
researcher encouraged interviewees to discuss what they
perceived they would want if a more detailed ACP conversation
occurred in the future. Many participants spontaneously
shifted to accounts of EOL and ACP experiences with family
members for whom they were the informal caregiver, and while
this proxy account was not the primary purpose of the study,
it often served as a vehicle for expression and elucidation of

their personal preferences.

In a few instances, participants had an inconsistent
account of the occurrence and depth of ACP communication; at
some points in the interview it would appear that very little
patient-physician exchange occurred while at others it was
revealed that items such as hospice care, the limited benefit
of aggressive measures in their current health state, and
future deterioration had been addressed. As will be
subsequently discussed, the inconsistency of accounts was, in

and of itself, an important finding.

Three major themes were generated from data description
and interpretation, and these pertained to: nonverbal cues
that conveyed attentiveness to the whole person and
compassionate care; acknowledgment of the importance of family
ties and respect for a person’s life story; and guidance

through the challenging transition to end of life. Within
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these major themes are sub-themes as discussed in the
following text. Some excerpts are grammatically modified for
the purposes of clarity, but care was taken to avoid altering
any meanings. In cases where the excerpts were disjointed or
awkward, paraphrasing was used instead of the verbatim quote.
In some excerpts, the use of ‘I’ refers to the interviewer’s
voice and ‘P’ to the participant’s voice. All names provided
in the data excerpts have been changed to protect participant

confidentiality.

4.3 The Analytic Trail

Initially, text excerpts from the first four interviews
were grouped together based on their conceptual similarity.
These groupings were assigned a label, but the focus was on
recognizing patterns and similarities rather than committing
to inferential understandings or the naming of themes. After
the completion of the first four interviews, transcripts were
read multiple times, analytic memos were documented, and data
were subsequently sorted into categories. These included
categories such as ‘truth-telling,’ ‘perception that doctor
cares about the patient’ and ‘baseline relationship.’ At this
point, the first four transcripts and initial categorizations
were reviewed by the debriefer in order to evaluate the
appropriateness of the initial categorizations, and this was

discussed during the initial debriefing session (see section
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2.6.1). During this session, the debriefer challenged the
accuracy of applying the label ‘truth-telling’ to excerpts
related to being candid about a difficult prognosis or
diagnosis, since it made a surprising inference that
physicians who did not discuss these items were intentionally
deceiving their patients. A new question was added to the
interview schedule in order to further explore how patients
perceived the act, or lack thereof, of communication about
difficult medical conditions. Furthermore, one category
entitled ‘patient giving back to the physician’ was
subsequently abandoned as it was found to be incongruent with
the study’s focus on physician behaviours. Two other probes
were added to the interview schedule after this session: one
inquiring about the importance of family involvement during
ACP communication and how a physician might accommodate this;
and one asking patients to consider if there were any
disadvantages to candid communication from a physician about a

difficult diagnosis or prognosis.

Two more cycles of data collection, analysis and
debriefing occurred, each time after the completion of four
more interviews. At each debriefing session, new data were
compared and contrasted to pre-existing data and the
developing themes. After the second debriefing session, it
was found that participants consistently used terms suggesting

honesty when talking about a physician’s full disclosure of
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difficult news, and terms that signified deceptive behaviour
in cases where this was avoided. As such, an important theme,
‘candor,’ was developed. The categories ‘baseline
relationship’ and ‘perception that doctor cares’ developed
into the themes ‘respecting one’s background’ and ‘nonverbal
behaviours,’ respectively, to sharpen the focus on physician
behaviours and attitudes. Additional probing questions about
mental readiness to absorb information related to EOL and ACP
options were generated because of data that seemed to
highlight the challenges of ACP communication when a patient
was unable to fully accept the gravity of their health
condition. These were pursued during the last four interviews,
resulting in the generation of the theme entitled “friction

between candour and readiness.’

Once all data were collected and a final analytic cycle
occurred, the primary researcher contemplated the generation
of a meta-theme ‘caring for the whole person,’ under which all
other themes would fit. Participants often reflected that
many diverse activities, including giving a candid prognosis,
maintaining eye contact, and involving family, provided
evidence of the physician’s caring attitude; thus, an over-—
arching theme about ‘caring’ seemed to be appropriate.
However, after further reflection and analysis, a decision was
made to abandon the meta-theme as this was thought to shift

the focus away from interpreting and illustrating each
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individual theme, which was the main goal of the analysis, to

defending the claim that ‘caring’ is the unifying concept.’®

In total, 238 pages of single-spaced transcripts were
reviewed by both the primary author and the debriefer during
the analytic process. The following discussion presents the

major themes and subthemes that resulted from this process.

4.4 Qualitative Themes

NONVERBAL BEHAVIOURS

A recurring theme in many interviews was that certain
nonverbal behaviours had a profoundly positive effect on the
communication encounter. Most of these actions did not
require planning, the allotment of extra time, or specialized
tools. However, they increased a person’s confidence that the
physician was putting forth an effort to understand them, and
thus would be better able to tailor a plan to meet their

individual needs, as expressed by this 84 year old woman:

I mean you’re asking about an illness or condition and
he knows so he should give you his full attention as well as
looking at you physically, your mind and your face and what
you’re talking about because that all helps him understand.
You can’t just 1look at something and write down answers
without looking at the person, you know. You’re not getting
anything of the person in there, are you? I think he needs
to know you as a person.

Respondents sometimes had some difficulty providing
concrete examples of nonverbal cues that were helpful or

harmful, instead saying things such as:
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He’s just a type of person that you can’t help but like.
When you walk into his office for an appointment, you
immediately feel confident that he’s going to help you right
away .

However, with further probing it was revealed that data
pertaining to nonverbal cues could be separated into two

separate subthemes: emotional expression, and being present.

Expressing Emotion

A sympathetic facial expression or even an overt
expression of sorrow was, at times, reassuring evidence that
the physician truly cared for a person’s well-being. This
was especially the case when it came from a family physician
with whom there was a long-term relationship. In one case, a
participant differentiates between a seemingly distant
oncologist, who seemed emotionally untouched while conveying

difficult news, and an expressive family physician:

P: The difference between my [family] doctor...is he 1is the
type of doctor that would be very sad over the fact...

I: So is it always a good thing for the doctor to express
emotion in your opinion?

P: Yeah, I think so. I think so.

In another case, a middle-aged woman with idiopathic
pulmonary fibrosis (IPF) reported that her physician shed
tears while conveying that her prognosis would be poor if she
did not receive a lung transplant. She contrasted this

encounter with others:

59



MSc. Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

Now, the other doctors just came out and told me. They
didn’t care.

The physician who visibly conveyed emotion provided
confirmation that their patient’s well-being was important to
them. Moreover, they showed that they were cognizant of the
deep impact this would have on their life. During times of
serious illness and frailty, people are often forced to
navigate a confusing and often impersonal health care system,
so a sense of personal connection with their physician may be
desirable. It may also provide an opportunity for
catharsis: by sharing their deep sorrow with their physician,
patients may be able to derive some strength to continue

their arduous journey.

Interestingly, even though she associated emotional
expression with caring, the participant with IPF endorsed
that while emotional expression from her family physician was
positively regarded, the same behaviour from her specialist

physician would be disturbing:

P: Now with the specialist, uh, maybe I’d want him to hold
back with his feelings.

I: Why?

P: Uh, because...he’s the one who is looking after me about
the lungs...then I’d worry.

I: Why would you worry 1if your specialist was emotional?
P: Because I’d want him to answer right away 1f there was
something wrong. I wouldn’t want anything to get in our
way. . .

I: What do you think emotions would do to him?

P: It would tend to make me die quicker.
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I: How 1is that? How do you think the emotions would affect a
specialist?
P: Clearly it would make me die quicker.

In this case it appears that the specialist physician was
sought out solely for his medical expertise; the participant
feared that emotional attachment would cloud his objectivity
and thus preferred a more aloof approach. Another
participant, a woman with advanced COPD, rejected the notion
that there was any role for emotional exchange between a
physician and a patient. When asked how she would feel about
a physician who tried to elicit her feelings about her health

circumstances, she responded as follows:

I wouldn’t discuss my feelings with anybody, you know. I
want the facts. Feelings are private things.

Here again, the physician’s role was well-delineated as a
medical expert and to this participant it seemed
inappropriate to express emotions. It is important to note
that these two cases represent a deviation from the data
rather than a predominant theme; in all other interviews the
participants endorsed that emotional expression would be
desirable from their physician, regardless of their field of

specialty.

Being Present

When probed for specifics on the behaviours of

physicians who were perceived to be good communicators,

61



MSc. Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

simple items seemed to have the largest impact. Eye contact
was associated with the sense that the physician was: a)
paying attention, and b) giving people the respect they
deserved. A typical response was similar to the one

articulated by this 82 year old woman:

I: How good is the doctor at looking you in the eye...and
what does that mean to you?

P: That he’s paying attention and once again it goes back to
respect. He’s asked you a question. He’s listening to your
answer.

Another typical response is as follows:

I: How Iimportant 1is it to you that a doctor makes eye
contact?

P: Very important because then they’re actually listening to
you, not dreaming up what they’re having for supper, you
know, or what their wife is doing, or [thinking] how much
longer do I have to be here?

Many respondents felt that it was highly important that
a physician gave them their full attention during an
encounter because it was a determinant of a successful
medical consultation. A few people shared a belief that
while physicians may have the medical knowledge, they could
not solve a clinical problem without being fully aware of a
patient’s circumstances and personal story. Eye contact
provided assurance that the physician was ‘tuned in,’ and a
few participants conveyed that this would give them more

confidence in the physician’s assessment and advice.
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The absence of eye contact was consistently described
in very negative terms. A physician who would not maintain
eye contact could easily lose the respect and confidence of
her patients, as illustrated by the sentiments of one female

participant with COPD:

I: What does that convey to you 1if they [doctors] don’t look
you 1in the eye?

P: Sneaky. Sneaky. Untrustworthy, you know. Totally
dishonest.

One notable exception was a case in which a patient had a
very high regard for his family physician and chose to

justify his lack of eye contact:

He’s the kind of doctor who very rarely looks too long in
your eyes, not that he’s trying to avoid anything but he’s
that shy kind of doctor. But he’s very, very good, and when
he diagnosis something he’s usually spot on, you know.

In this case, the patient had a fond familiarity with his
physician, and had built a trusting relationship over several
years. As a result, he felt that he understood his physician
well enough to be convinced that his lack of eye contact was
inconsequential. This example suggests that, in some cases, a
patient’s global feeling of satisfaction with a physician may
cause him to make allowances for some seemingly suboptimal
behaviours. This was an atypical finding; all other
participants felt that eye contact was a high priority

behaviour.
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A physician’s body language could effectively convey
openness to information exchange. A physician who positioned
her body in a way that invited two-way communication and, on
a more pragmatic level, accommodated the needs of the
patient, garnered respect and appreciation from the patient.
Subtle behaviours, such as putting down a pen during a
discussion, were highlighted as important gestures that
signified a physician’s mindfulness of the person in front of

them.

Just as participants expressed that eye contact shaped
their perception of a physician’s trustworthiness, so too did
certain types of body language. One particularly
illustrative case involved a decision-making process about an

aggressive intervention:

An elderly female patient had previously indicated that she
preferred mainly comfort measures, but a potentially life-
threatening episode caused her to have second thoughts and
she was reconsidering the possibility of cardiac surgery.
She wished to address her options with the physician. When
asked to describe her positive experience with the physician,
she states:

“he got down on his knees there and he took my hand, you
know, and he talks directly in your face. And you know, he
was very, very self-assured. I felt as though I’ve got
confidence in him.”

Notably, the patient made no mention of the words he spoke.
Rather, it was his body language and demeanor that ‘spoke

volumes, ' put her at ease and increased her confidence in his
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abilities. On the other hand, certain nonverbal behaviours
could convey an insensitive attitude, which could add to the

patient’s distress:

A female patient describes a conversation with her specialist
physician about cardiopulmonary resuscitation (CPR). After
asserting his opinion on the futility of CPR, he abruptly
left the room to see another patient. The participant
speculated that perhaps it was the physician’s emotional
discomfort that caused him to leave the room, but regardless
of his reason, she felt that the physician did not empathize
with her.

SITUATING

In this second major theme, the term ‘situating’ is
used to refer to the process of acknowledging a person in the
context of his social milieu, including family and loved
ones, as well as his background or life history. The two sub-
themes within this category are: acknowledging family roles,
and respecting one’s background. Physicians who had built
intimate relationships with patients and their loved ones
over time were more likely to be regarded as good
communicators in general, and more successful EOL and ACP
communicators in particular. An important concept related to
the ability of a physician to acknowledge a person’s multiple
familial and social roles and relationships, and to use that
knowledge as a lens through which to discuss EOL issues such
as diagnosis, prognosis, and surrogate decision-making.

Similarly, physicians who were respectful of the rich life
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history of the people they were caring for were more likely
to have the doors of communication opened for them, to
preserve the patient’s dignity during the encounter, and to

understand the patient’s wvalues and priorities.

Acknowledging Family Roles

In some cases, people indicated that their family
physician took care of multiple family members and was
witness to the development and growth of both themselves and
their loved ones. This alone was enough to garner a sense of
trust and allow the patient to feel comfortable in
communicating with the physician. In other cases, a more
specific consequence of knowledge of family roles was that
the physician engaged and consulted with key family members
during EOL and ACP conversations. In fact, the failure to
involve family members during such conversations was
perceived as a suboptimal behaviour, and the interviews
revealed two distinct patterns of how this would be of
negative impact. First, it was frequently expressed that
family provided an important emotional support network, and
their presence during such conversations allowed them to form
a type of psychological and emotional refuge for the patient.
Participants felt that a physician who discouraged or avoided
family involvement ran the risk of worsening the traumatic

impact of receiving such information:
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P: When my mom was really sick we all went there [the
hospital] and the doctor kind of sat and looked around the
table and said, 'There’s too many people here.’ They wanted
to take her into a room and tell her she had cancer.

I: By herself?

P: By herself. And I said, ‘You know what? We’re all coming.
You’re just going to have to deal with it, because you’re
going to tell her, you’re going to get up and you’re going to
leave the room and we’re going to be left with the
aftermath.’

Secondly, the family network was viewed as one in which there
existed a profound interdependence; not only did family
members take care of the patient, but the patient continued
to take care of loved ones even in the midst of deteriorating
health and functional decline. One of the ways that
participants were able to show that they were continuing to
look after loved ones was by including them in EOL and ACP
conversations. By explicitly expressing their wishes for
their future health care to family members, and sharing their
plans for post-mortem events such as the funeral
arrangements, participants felt that they could alleviate
some of the psychological and financial caregiver burden they
might later face. 1In one example, a woman with advanced COPD
explains why discussing her desires to avoid intubation with
her son is important to her. With a shaky wvoice, and tears
in her eyes, she asserts that it would alleviate some of the
uncertainty he would feel while taking care of her at the end

of life:
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I’ve already spoken to Jim about decisions, and, you know,

resuscitation. He has to understand where I’m coming from

and I want him to be involved in it...but I don’t want him

being lost, you know, with not knowing, not having had that
conversation. So we had it and he’s okay with it.

A case involving a mother of two young children represents an
important variation on this theme. In this case, the woman
explains that her major goal in planning for EOL was to make
sure that her children were cared for, and never saw her
suffering. She was intent on making plans that allowed her
children to see her only when she was in reasonable health;
when her health deteriorated she wanted her children to be
with other family members in order to avoid any trauma they
may experience by witnessing her declining health. She was
also preoccupied about their welfare and future prospects if

she were to die:

I: What are you trying to achieve by talking to your family
about it [ACP]?

P: First of all for my kids, to know where my kids are going
to be because me and my husband, we’re going to be ex—husband
and ex-wife soon. It’s hard. That’s harder to put up with
than death if I die.

I: You mean for your kids it’s hard?

P: Yeah, much harder. I know they need me to stay alive. One
is [age] and one 1is [age]. The [younger one] needs me more
than the [older one]. It’s better that he sees that I’m fine
than being real sick.

I: You mean you don’t want him to see you suffering and
getting worse?

P: Right. That’s right.

I: You’d rather be around as healthy as you can.

P: Or not be around at all.
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Her role as a mother surpassed all other priorities, and
failure to recognize this may lead to fruitless
conversations. On the other hand, by understanding and
respecting the importance of her familial roles, a physician
could increase the likelihood of engaging in ACP discussions

that aligned with her values and priorities.

As a testament to the inextricable connection between
family members, some participants explained that they would
consider their family members’ opinions with as much weight
as their own, or even consider changing their ACP decisions
at the request of a family member in order to protect them

against emotional suffering:

One woman with a serious heart condition, who previously
asked for comfort measures, changed her mind after speaking
with her sons and decided to undergo an angiography with
possible placement of a stent. She clearly explained that she
did this to ease the minds of her children: while she wanted
to forego invasive testing, her sons wanted her to undergo
the procedure both for therapeutic reasons and in order to
obtain more information about the condition of her heart.

Another participant describes how she would arrive at ACP

decisions only through consensus with her children:

P: When I was a child there wasn’t very much talk about
whether or not to keep someone alive, you know. Sometimes
they did and people led dreadful 1lives I think...I don’t know
if the family had a choice or if it was the doctor’s choice
that they kept them going. But for my family I value their
opinion and we know each other very well now so that we...I
think 1if one of them opposed it, it would upset me a lot.

I: Opposed your decisions?
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P: Yes. If they said, 'No, I don’t 1like that’ but they
haven’t, any of them. They’ve all agreed.

I: How would it affect your final decision if one of your
children opposed your point of view?

P: Well I just wouldn’t die yet [laughs]. I’d keep going
until I’d sorted it out. Well we’d talk about it. That’s
what we do 1f it’s something that’s really bothering any of
us. We’d talk about it and see if it could be sorted, you
know.

In effect, ‘the patient’ can be thought of as not only the
individual with the illness, but also the close network of
loved ones who consult with the individual, are affected by
their healthcare decisions, and often influence their
decisions. Failure to include them in the conversation may
in fact be futile, just as any decision-making process can be
futile when key stakeholders are not invited to the

conversation.

Another important concept that emerged from the data
relates to patient beliefs that ACP discussions should occur
primarily within the family rather than with a healthcare
provider. Participants asserted that a physician could never
know their background, preferences and values to the same
extent as family, and for this reason family members were
better candidates for the conversation. In situations of
incapacity, family could then convey ACP decisions to the
physician. When asked with whom they would prefer to discuss
ACP, a typical response is illustrated by the following
excerpt:
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I suppose it comes down to the fact that there’s much more
personal connection to the family. The doctor is just often,
um, technological stuff, right?

The desired direction of information was from family members
and the patient to the physician, and participants tended to
reject the notion that the physician should initiate and

guide a person through the ACP process:

Because I want my kids to know first, and I don’t want them
to hear 'Well your mother told me this is what she wants’
kind of thing, you know? I think your family should be first
to know and then they can even tell the doctor if something
happened to me: ‘This 1s what my mom wants.’

In general, participants did not believe that physicians
should have a central role in ACP conversations. While some
people felt there was some benefit in speaking to their
physician during the ACP decision-making process, this was
mainly to obtain information from the medical expert, at
which point they would use this knowledge to inform future

conversations with family.

In a slight variation of this theme, physicians were
sometimes perceived as potential facilitators when
communication between family members was exceptionally
difficult. In this case, participants who had a long-standing

positive relationship with a physician saw them as someone
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who could reach out to family members to provide

corroborative information in a sensitive and personal manner.

The doctor should talk to the immediate family, whoever 1is
the most responsible member of the family and have that
person try to put it across to whoever it is...because very
often older people, even when they’re getting sick like that
they don’t realize they are that sick. And you know, often
people go senile when they’re getting older and a lot of them
are not with it. And I think they refuse to accept. Even if
you as an expert were to turn around to a person like that
and say ‘I know you’re going to die next week so what do you
want to do? I think that person would turn around and say to
you ‘I don’t believe you.’ But a close member of the
family...could say ‘Well dad, you know we love you but we
have to know what you would l1ike us to do because we want to
make sure that you leave this world as happy as you can be
under the circumstances and knowing that your wishes were
fulfilled.”’

It is made evident in this case that even when a very strong
relationship exists between a patient, their family and the
physician, participants still perceived that the physician
had a supportive role, while family took the lead in ACP
conversations. By leveraging the support of family members, a
physician could make use of their deep connection to
facilitate information-sharing. As this participant
suggests, the physician is a medical expert, but perhaps more
importantly, the family members are the experts on the
patient as a complex and multi-faceted individual. A
physician who can combine her own medical expertise with
family members’ rich personal knowledge of the individual is
more likely to have satisfactory outcomes during

communication endeavours.

72



MSc. Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

Respecting One’s Background

In this seriously ill study population, people
expressed a need to preserve their self-identity, which was
sometimes felt to be under threat as they became exposed to
often impersonal health care institutions. When giving
examples of a highly regarded physician, respondents often
pointed to a family doctor who took an active interest in
their personal life. Over the years, such physicians
accumulated knowledge of the milestones, trials, and triumphs
that their patients experienced, and as a result the
physician was regarded as a friend. This intimacy helped to
facilitate ACP conversations. In comparing a long-term
relationship with a retired family physician to the one with
a newer physician who has taken his place, a participant
explains how knowledge of one’s personal history can impact

ACP conversations:

P: I don’t know about this [new] doctor but Dr. Frank, he
knew the whole family. He knew everything about us...he knew
we had a cottage up north and knew we went up there and we
all enjoyed it and everything else. And he knew...I’d been a
patient for so long that he practically knew everything about
me, you know. So I think the longer you go to a doctor I
think the more relationship there is between the two of you.
I: So that rapport, how do you think that rapport would
affect your talking about these advance care planning issues?
P: I’d be more open and I think he would be too because he’d
be more comfortable, you know.

Specialist physicians and physicians in an acute care setting
are disadvantaged in this regard, as they are usually unable
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to form long-term relationships with their patients. In such
circumstances, the mere acknowledgement of this limitation,
and recognition of the ‘whole person,’ may help people feel

that they are valued and being appropriately cared for.

A 98 year old male patient with congestive heart failure
recalled his dissatisfaction with a specialist physician who,
over twenty years ago, had diagnosed him with cognitive
dysfunction. The physician shared information about the
patient’s expected health deterioration and expressed
incredulity that he was still working. The participant was
angry at what he perceived to be a presumptuous attitude; he
felt that the physician displayed disregard for his
background as a high-performing professional. He explained
that medical knowledge 1is only one important aspect of EOL
and ACP discussions, and that knowledge of the person’s
background is also important though challenging to obtain
given the limited number of encounters between a patient and
a physician. When asked how the physician should have
approached the situation, he offers:

“"Well, you know, if I were a doctor talking to a man
that was a hundred years old I’d be slightly humble about
it.”

Although the physician is privileged with medical knowledge,
the patient is the expert in their own life. Physicians who
can recognize that each patient has had a life journey as
rich as their own may be more likely to communicate in a
manner that conveys respect, humility and a commitment to an

individualized approach to ACP communication.

The majority of interview participants were asked about
their views on discussing spirituality with a physician.
Most participants related the term ‘spirituality’ to a

religious institution or their independent and individual
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relationship to God. Although brought up by the interviewer
in some cases, none of the participants related spirituality
to existentialism or related ideas. For many people,
spirituality forms an important aspect of their personal
identity. Thus it might be anticipated that a physician’s
inquiry into one’s spiritual beliefs would be desirable, as
it seems to align with the endorsed need for a personal
connection with the physician. However, when participants
were asked to provide their views on discussions about
spirituality with a physician, responses ranged from

indifference to disinclination. One participant explains:

I don’t think that’s really important. I mean as long as
your family knows about it. Like, I’m an Anglican,
Protestant. I think if things are settled between my
minister and myself I don’t think the doctor...he has enough
to do to look after me without worrying about my
spirituality.

Some participants expressed that they would strongly dislike
any physician’s attempts to discuss spirituality. For
example, the female participant with rapidly progressive IPF
indicated that this would cause her to doubt a physician’s
aptitude, as she felt that clinical medicine and spirituality

are incompatible:

When asked about how she would feel if a physician asked her
about her spiritual beliefs, one participant responded
without hesitation: “If they ever did ask me I’d wonder what
was wrong with them.” When asked to elaborate, she shared
her belief that most physicians do not, and should not,
involve spirituality and God in their clinical practice. To
her, a physician should be confident in the skills and
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knowledge they obtained in their training, reliance on
spirituality signalled a lack of competence. Speaking
specifically about the lung transplant she hoped to receive
in the future, she stated, "“If they involve God then I’d
worry about them doing the surgery. I would worry about them
doing the surgery and I’d want somebody else to do it, bottom
line.”

In most other cases, participants expressed a preference to
avoid communication about spirituality because they felt it
was inappropriate or even potentially offensive to discuss

such matters with the physician:

Um, maybe it’s a subject they don’t want to hit on because
you know what, politics and religion can be not good subjects
to get in on, right?

Although participants expressed a desire for a certain degree
of closeness from their physician, there appeared to be a
need for clear relationship boundaries. Discussion of
spirituality, for most people, would represent an
overstepping of these boundaries, and could even be perceived

as being socially inappropriate.

MAKING THE TRANSITION

‘Making the transition’ represents the third and final
major qualitative theme. One aspect of the transition from a
‘pre-morbid’ lifestyle to one that is coloured by serious
illness is the difficult task of acknowledging and planning
for EOL and death. The data suggests that this transition

usually does not happen easily or overnight, but often
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involves an iterative process. The guidance of a sensitive
and insightful physician who provides candid information and
yet respects the difficulties that people often face when
being confronted with difficult news can, however, help to

ease the way.

Candour

One of the most dominant themes pertained to the firm
conviction of the value of candid conversation with the
physician. Specifically, candour was requested when
discussing diagnosis, prognosis and future health
deterioration. Participants expressed that a frank
discussion would increase their trust and confidence in the
physician and lead them to believe that the physician truly

cared about their welfare:

I: How would you feel about your doctor talking to you about
how long you might have to live? Is that something that’s
crossed your mind?

P: No. He’s just not the type, you know. Some are, some
aren’t. Some are there just for the buck.

I: How would you feel if a doctor did that?

P: It wouldn’t bother me.

I: It wouldn’t bother you? How would it make you feel?

P: I would feel like he cared.

When participants explained why candid communication was
preferable, it related to preservation of autonomy. Receiving
such information often cued people to plan for the future by

engaging in activities such as completing a personal
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directive, discussing future wishes for health care, or

assigning a surrogate decision-maker:

I:What would you want to know?

P: How serious my illness is. Where would I go? Would I have
to go to a hospice or something like that, you know? And just
what would be my next step from there. And as I say, I’m
someone who wants to know the truth. I don’t want to be
beating around the bush. I want somebody to tell me the way
it is and react from there.

The absence of physician-initiated discussions about
prognosis and future health deterioration was interpreted as
assurance of stable health. Moreover, if EOL topics were not
addressed by the physician, then people were unlikely to

initiate such conversations themselves because they tended to

perceive a good health outlook:

Because 1f he’s not coming out and saying anything to me,
then I’m saying to myself ‘I must still be okay.’ That’s what
I’'m getting from all of this. I’m still okay. He’s not
giving me the Iimpression that I’m getting worse.

Participants specifically stated that it was
undesirable for a physician to try to emotionally protect a
patient by providing an unrealistically optimistic prognosis.
Such behaviour was perceived to be harmful because it could
paradoxically cause more emotional distress in the future.

In these cases, the ‘hard reality’ was preferred because, as
one participant eloquently states, the alternative is even

worse:
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I mean hope is good but false hope is not good because it’1l1
shock you. If you get false hope, if somebody gives you
false hope you tend to bank on that and then when it doesn’t
materialize that way, in other words it falls short, then
you’re liable to be a little bit annoyed and disappointed
that you’ve been misled in some way, you know.

Some people felt that receiving open and candid
communication about their health status would help them gauge
when it was necessary to engage in certain social and
personal activities. In some cases, this involved
experiencing new things such as travelling or simply making
new memories with family and friends. In others, it involved
seeking psychological closure by expressing their love to
family members, saying their final good-byes, or even, as
evident in one case, protecting themselves from people who

may cause them distress during the final days and weeks.

Even if the doctor says ‘You’ve got six weeks,’ and you think
'‘Maybe there are ends I haven’t wrapped up yet.’ Nobody
wants to leave things unfinished and have things turn out
badly. You would think that most normal people would want to
say good-bye to certain people. In my case it’s keeping
certain people away...

Friction between Candour and Readiness

While several participants ardently expressed a desire
for frank conversations about diagnosis and prognosis, with
further probing it became evident that for some there existed

an underlying tension between candour and the readiness to
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accept information that would result in an unwelcome
confrontation with their own mortality. Further complicating
this conceptual ‘tug of war’ was the acceptance that in some
cases, despite lack of emotional readiness, a time-limited
prognosis or rapidly changing health status urgently
necessitated a candid conversation with the physician. It was
recognized that there was often no ideal solution, no way to
ease the friction between candour and readiness. Some
participants suggested that physicians were warranted in
pressing ahead with open and candid ACP conversations when a
rapid deterioration in health was anticipated in order
provide people with the information that was necessary to
allow them to plan their EOL journey:

I: Before doctors get to the nitty-gritty of all this heavy

talk...about end of life and everything, would you like them
to check in with you to make sure you’re ready to go there

mentally?

P: Right. I’m sure they should unless it’s, you know, you
have another week to live and we’ve got do to this stuff,
right?

Unfortunately, it sometimes proved to be much more
challenging to engage in effective ACP conversation when a
person had not yet arrived at a state of acceptance. In such
situations, despite a physician’s strident efforts to discuss
EOL matters, the patient may fail to recognize that such a
conversation has occurred, as though trying to suppress,
consciously or subconsciously, the memories of the ACP
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conversation. This was made evident during an interview with

a participant with advanced COPD:

Despite having been recently extubated and discharged from
the ICU, a female participant with COPD asserted that there
was no need to speak of ACP because she did not feel her
illness was very advanced. With further discussion it became
evident that her physician had in fact communicated that,
should she suffer from another episode of respiratory
failure, intubation may be futile. When mentioning the
conversation with the physician about the futility of
intubation, she did so as though it was an afterthought, of
little significance to her ACP plans. In fact, she reasoned
that if intubation worked once, it probably will work again.
She speculated that her recent hospitalization was simply a
bad flare up due to a virus, and that 1if she were careful to
avoid future viral infections, she would be fine.

This woman seemed to be emotionally protecting herself from a
reality she could not fully accept. Clearly, frank
communication about her deteriorating health and the
potential futility of intubation had no impact on her ACP
decisions because of her lack of readiness to accept this
information. In another example, a participant describes
what seems to be a fluctuating readiness to engage in ACP

communication:

I: What do you think helps to make you mentally ready to talk
about these things [ACP]?

P: Uh, when I’m really having bad days...

I: On the flip side, what 1if you’re having a good week?

P: I don’t want to think about it. I don’t think about 1it.

I just say, ‘You know what? You just keep going.’

Ironically, some people seem least interested in discussing

EOL issues when their health is relatively stable, which is
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usually when they are most able to make competent ACP
decisions. This unfortunate finding may lead to
‘reactionary’ ACP, where discussions happen only during a

crisis situation.

During one interview, a participant exhibited visual
signs of discomfort, which she attributed to some ongoing
pain issues; however, it was apparent that her restlessness
increased when she was specifically asked about discussions
of prognosis and future healthcare planning with her
physician. Her accounts of the occurrence of ACP fluctuated;
at times she denied any relevant conversations and at others
she almost inadvertently mentioned such specifics as being
placed on a hospice waitlist. She made it clear throughout
the interview that while she recognized the need to discuss
her wishes for her future health care, she was not ready to

fully accept and discuss ACP:

It’s very hard to adjust to. Very hard to adjust to I find
because I try not to think over the next day but hey, you do,
right?

The above cases depict an alternating state of
avoidance and tentative acceptance: while people could
acknowledge their health deterioration and had glimpses of
insight into why ACP was important, they often chose to

suppress such thoughts and focus on the present moment. This
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seemed to be a coping mechanism, and attempts to bypass this
by asserting the importance of making EOL decisions could
potentially be not only ineffective, but harmful to the
patient because of the lack of readiness to accept and absorb

such information. As one participant stated:

I think a patient should be allowed to decide when
they are ready.

The Iterative Process

The data suggests that ACP communication is most
effective, from the patient perspective, when it is conceived
not as a singular event that occurs at one point in time, but
a process that is cyclical and occurs throughout a person’s
illness journey, sometimes changing focus in response to
deterioration in health or the availability of new
information and treatment options. In some cases, health
deterioration triggers people to think about and discuss ACP,
as in the case of one woman who was hoping for a lung
transplant while dealing with the progression of her lung

disease:

I: What do you think makes you prepared to talk about these
things [ACP]?

P: Seeing how things are getting worse; the worse they get
the more you talk about it, you plan ahead. Like right now
I’m hoping that they’1ll come through with this set of lungs
but if they don’t, uh, and I still get worse and I come 1in
the hospital again with pneumonia and what not, then I’ve got
to think even harder.

83



MSc. Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

In others, however, the advanced illness state that once
seemed so distant and irrelevant suddenly becomes a stark
reality, and people can react by opting for measures, such as
cardiopulmonary resuscitation, that they previously expressed
as being discordant with their wishes. The following example

illustrates such a situation:

A woman hospitalized with a COPD exacerbation explained how
her living will document, written several years prior,
suggested that she would not want aggressive measures.
However, the threat of impending respiratory failure caused
her to change her opinion on what constituted ‘aggressive
measures,’ and she subsequently agreed to undergo intubation.
As a result of the progression of her illness and the need
for more advanced treatment to overcome her increasingly
severe exacerbations, she shifted her perspective on the
appropriateness of pulmonary resuscitation.

Failure to revisit ACP in the context of new information or a
changing overall health outlook may result in a mismatch
between a physician’s perceptions of a person’s healthcare
goals and the patient’s actual priorities at a given point in
time. 1In contrast, engagement in an iterative process of
ACP, wherein each medical ‘fork in the road’ triggers another
conversation, re—-evaluation and clarification about ACP, is
more likely to lead to EOL care that is congruent with
patient wishes. The potential for ACP decisions to change
with time is illustrated by one elderly female participant

who recounts her recent battles with her health:
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A woman with suspected coronary artery disease had, in the
past, made it clear to her children that she was more
inclined towards comfort care measures rather than curative
treatment. However, as the physician discussed the
limitations of using only lab tests and electrocardiograms
for diagnosis, she decided, with the prompting of her
children, to undergo angiography. She laughed as she
recalled another scenario where she had a change of heart:
when diagnosed with breast cancer a year ago, she underwent a
mastectomy. Her children were surprised at her decision, as
she had previously stated that she would never want to
undergo surgery again because of bad experiences in the past.

It is important to be aware of the potential for changing
preferences. Reliance on one-time communication encounters
or previously documented wishes in the form of advance
directives is a detriment to informed decision-making because
each new scenario presents options that may not have been
previously anticipated. An iterative process more
effectively acknowledges the complexity and uncertainty of

the EOL journey and serves to protect patient autonomy.

4.5 Summary of Qualitative Findings

Three major themes were interpreted from the data and
these relate to: nonverbal behaviours that convey a personal
connection, attentiveness and trustworthiness; showing
respect for one’s background and acknowledging family roles;
and providing support during the difficult transition to EOL
via candid conversation, attentiveness to a patient’s

readiness to receive difficult information, and engaging in

85



MSc. Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

an iterative ACP process. These themes are used in the mixed

methods analysis phase (see chapter 5).
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CHAPTER 5: MIXED METHODS FINDINGS

A comparison of the three main QUAL themes with the three QOC

items that comprised the short-list of helpful behaviours (i.e.
those that provided practical examples of helpful behaviours and
had the highest r values with respect to the GRI; see section 3.3
occurred during the merged analysis phase. The primary purpose o
this mixed methods analysis strategy was complementarity, or
elaboration of the QUAN results with the QUAL findings. What
follows is a discussion of the convergence between the QUAN and
QUAL findings, and consideration of how the QUAL findings help to
enhance understanding of why the items in QOC with the highest r
values, as identified in Chapter 3, are important predictors of
the GRI score. During QUAN-QUAL data comparison, a search was
made for any divergent findings between the QUAL findings and the
QUAN results; such findings would require further analysis in
order to explore why the discrepancy occurred. Although an
attempt was made to ask parallel questions such that the data
collected in the QUAN and QUAL strands were complementary to one
another and could provide a fuller understanding of the topic of
interest, in one case there was little intersection between the
QUAN and QUAL data (see uppermost right cell in table 7). This

will be discussed further at the end of the chapter.

)

f
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5.1 The Combination of Items 4 (listening to what you have to
say) and 6 (giving you his/her full attention)

Although item 4 (listening to what you have to say) had
the second highest Pearson correlation coefficient and thus
was included in the short-list of priority behaviours, a
relative paucity of QUAL data that could provide elaboration
on the importance of item 4 was noted during the MM analysis.
Although a few participants mentioned the importance of
listening, it was often in the context of a combination of
behaviours that suggested that a physician was being fully
attentive. 1In addition, there was a predominant focus, in the
QUAL data, on issues related to item 6 on the QOC (giving you
his/her full attention). This latter observation was rendered
more credible by the fact that ‘being present,’ a very similar
concept, emerged as a subtheme in the QUAL findings.
Intuitively, listening and providing full attention are
related concepts that are amenable to being combined, and it
was postulated that listening was a concept subsumed under the
larger construct of giving full attention. This speculation
needed to be substantiated by the data. Therefore, the QUAL
data was re-interrogated, this time to assess if it could
support the combination of items 4 and 6 in the QOC. The
first relevant finding was that when participants were asked
to explain why listening or full attention was important to
them, they provided the same explanation for both activities:

it showed that a physician cared. For example, one
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participant describes the significance of getting a

physician’s full attention as follows:

That somebody 1is concerned about you. You know, they want
to know what your feelings are.

Similarly, another participant explained that her
physician’s poor listening skills conveyed a lack of concern

for her welfare:

I think a doctor should listen more to the patient and kind of
get their drift of what they think more so than ‘that’1l be 50
bucks or whatever for the visit’...they wanna see us because
of the billings.

A second QUAL finding that supported the combination of
items 4 and 6 was that participants seemed to perceive
listening as an active process that required attentiveness,
and implied that listening involved a commitment to
interpreting what a person meant more so than taking one’s
words at face value (see cell G in table 7). As such, the
lines often blurred between the activities of listening and
giving full attention. In fact, participants sometimes
mentioned listening and attentiveness in the same breath (see

cell D in table 7).

Next, an exploration of QUAN data was pursued to
provide further support for the combination of items 4 and 6.
On the correlation matrix (see appendix G), the r value for

items 4 and 6 was 0.733, suggesting a high correlation between
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these two items. In fact, this correlation value was higher
than between any other two items, including the correlation
between any QOC item and the GRI. This result provided
further justification for the combination of items 4 and 6 in

the merged MM analysis table.

Given the reasoning derived from both the QUAL and QUAN
data, items 4 and 6 are treated as one QUAN item in the MM
analysis phase. In addition, item 1 (using words you
understand) was added as the third QUAN item in the merged
analysis table, as this item had the next highest r value

(0.577).
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5.2 Presentation of Findings

Qualitative Themes

Table 7. Mixed Methods Merged Analysis Table
Quantitative (Quality of Communication tool) Items
Item 2 Item 4 Item 1
Looking you in | Listening to what Using words that
the eye you have to say you understand
(r = 0.602)
(r = 0.609) (r = 0.577)
AND
Item 6
“Giving you
his/her full
attention”
(r = 0.579)
A. D. (old G)
Nonverbal “He [doctor] was N/A
Behaviours “Well anybody on his knees

that looks one
person 1in the
eye you can
trust.”

(96 y.o. female
admitted with
pleural
effusions)

A patient
explaining what
the absence of
eye contact
conveys:
“Sneaky.
Sneaky.
Untrustworthy,
you know.
Totally
dishonest.”

(67 y.o. female
with COPD)

here, took my
hand even, you
know, to make

sure that I heard
and made the
right decision.”
(82 y.o. female
admitted with
pleural
effusions)

"I mean you’re
asking about an
illness or a
condition and he
[doctor] knows so
he should give
you his full
attention as well
as looking at you
physically, your
face and what
you’re talking
about because
that all helps
him understand.
You can’t just
write down
answers without
looking at the
person...”

(85 y.o. female
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patient admitted
with myocarditis)

the truth.”
“"How can you
make decisions
about what you
want 1f you
don’t have all
of the
information you
need?...And so
I want every
single tiny
detail, you
know, I want
him to look me
in the eye and
tell me 100

little bit of the
future.”

(67 y.o. female
with metastatic
breast cancer)

B. E. (old H) G.

Situating When asked “how | “I think my “Sometimes it’s so
important was family doctor easy to have your
it that the would be the man questions
physician made I would trust misinterpreted
eye contact most I think because you’re not
with you” because in the field and
during ACP specialist the way you’re
conversations, doctors they may presenting your
one participant | be specialists question can be
replied: “Well, | but they’re not totally
very much. And on a one-to-one misunderstood. But
my son or basis with they already seem
daughter, I people, you know. to understand that
can’t remember People are patients really
which one was numbers to them, aren’t that
there. He would | you know, whereas | informed about the
look at me and your family nitty-gritty and
then he’d look doctor you’re not | they probably mean
at her too, you | a number, you’re this instead of
know, so he a person, you’re that...”
could talk to a living being “...didn’t speak
both of us.” and I think down to me at all
(92 y.o. female | that’s very or didn’t try to
admitted for important.” use words that
hyponatremia) (80 y.o. male they would know

with COPD) would not be
understood.”
(67 y.o. female
with COPD)
C. F. (old I) H.

Making the “"They look you "I try to deal A patient with

Transition | in the eyes. with now, you mild global
They tell you know, and a aphasia after a

recent stroke
explains the
importance of
using
understandable
words:

“It’s important
right now because
I would need the
better language,
the more easier
language...”

(42 y.o. female
with idiopathic
pulmonary fibrosis
and embolic
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percent...” stroke)
(67 y.o. female
with COPD) "“...because I had

put down there ‘no
heroic procedures’
and he said ‘this
is a heroic
procedure,’” and I
said ‘oh well I
want that one.’”
(67 y.o. female
with COPD)

A. ‘Non—-verbal behaviours’ theme and QOC item 2: ‘Looking you
in the eye’

Item 2 of the QOC, which pertains to physician eye contact
during EOL and ACP communication, had the highest r wvalue,
suggesting it to be a strong individual predictor of the GRI
score and thus was included in the short-list of priority
behaviours for improving EOL and ACP communication. This
aligns nicely with the QUAL findings; during the qualitative
interviews, participants consistently expressed the importance
of eye contact. The QUAL data attests to patients’
perceptions that physicians who are able to maintain eye
contact care for the patient as a person, are focused and
attentive to the patient’s needs, and are trustworthy. 1In
contrast, a physician who avoided eye contact seemed
disinterested and even dishonest. Table 7 provides quotes,
taken from data coded to the ‘non-verbal behaviours’ theme,
that give further illustration of the importance of eye

contact during EOL conversations.
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B. ‘Situating’ theme and item 2 on QOC: ‘Looking you in the
eye’

The importance of acknowledging that each patient is
embedded in a network of family and social relationships was
discussed in the theme entitled ‘situating’ (see section 4.3).
Participants clearly expressed their preference for family
member involvement during the information-sharing and
decision-making processes. A physician who made eye contact
with family members provided a nonverbal cue that they
acknowledged the importance of these relationships and were

willing to include family in the ACP process.

C. ‘Making the transition’ theme and item 2 on the QOC:
‘Looking you in the eye’

As discussed in section 4.3, the transition to end of life
is a turbulent one that is often characterized by fluctuating
readiness, a need for repeated conversations and
reconsideration of treatment options. Participants also
expressed a strong desire for candid conversation about what
lies ahead from a trustworthy physician. In addition, from
the QUAL themes it is suggested that eye contact from a
physician helps to bolster the perceived trustworthiness of a
physician. The integrated analysis provides a perspective that
neither the QUAL nor QUAN strands could independently provide:
a physician’s eye contact is a simple behaviour that can serve
to garner the much-needed trust of patients as they are guided

through their end of life journey. During this uncertain
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transition period, a physician who makes eye contact can
instill confidence that the information provided is credible,
and that the physician could be a reliable medical guide in

the EOL journey.

D. ‘Nonverbal behaviours’ theme and QOC items 4: ‘listening
to what you have to say’ and 6: ‘giving you his/her full
attention’

In the majority of cases, when participants gave examples
of how a physician provided them with their full attention (or
failed to do so), it involved nonverbal behaviours. Some
simple but profound examples of nonverbal behaviours, derived
from the QUAL data, that convey attentiveness include: eye
contact, kneeling down or sitting down to be at eye level with
the patient, or even putting down a pen while discussing

important ACP options (see first quote in cell D, table 7).

As previously mentioned, participants perceived listening
to be an active process, wherein the physician pays close
attention the patient’s words in order to avoid
misinterpretation. Participants would commonly discuss the
concepts of giving full attention and listening in the same
breath, as though the two were intricately connected and
attentiveness could not occur in the absence of skillful

active listening (see second quote in cell D, table 7).
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E. ‘Situating’ theme and QOC items 4: ‘listening to what you
have to say’ and 6: ‘giving you his/her full attention’

The intersection of these QUAN items and the QUAL theme
relates to a physician’s ability to recognize that people’s
EOL priorities are partly shaped by their life history and
what they view as their most important roles and
relationships. A physician who is attentive to a patient’s
life history and social circumstances, effectively addressing
the ‘whole person’ rather than a medical case, is more likely
to be able to facilitate helpful and effective ACP that aligns
well with priorities of the individual. In some cases, a long-
standing relationship with a patient allows for a deeper
knowledge of his life history, but in the acute care situation
where this is often not possible, a physician’s commitment to
being mindful of deficits when it comes to knowing the person
is sometimes enough to create the conditions for a more

personalized ACP approach.

F. ‘Making the transition’ theme and QOC items 4: ‘listening
to what you have to say’ and 6: ‘giving you his/her full
attention’

A physician that is attentive to a patient’s information
needs, as well as their mental and emotional readiness to
engage in ACP, is more likely to have a successful
conversation. On the other hand, a physician who is
inattentive and attempts to engage in conversations before a

patient is fully ready may be met with resistance. 1In fact,
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the conversation may turn out to be less than fruitful, or
swept aside in the patient’s mind in an attempt to suppress
difficult emotions. In two cases in particular, a female
participant with advanced COPD and another with metastatic
breast cancer (see table 7), it was evident, based on their
responses to specific questions, that a physician had spoken
with them about important ACP issues, but the participants
claimed that they were not yet sick enough to warrant further
speculation or additional EOL conversations. By being fully
attentive, a physician is more likely to be insightful to a
patient’s level of readiness to receive candid EOL

information, and respond appropriately.

G. ‘Situating’ theme and item 1 on the QOC: ‘using words that
you understand’

The demographic characteristics of the study population
reveal that 47.8% have not completed a high school diploma
(table 1). Physicians have received several years of
postsecondary training, and are also accustomed to using a
language that is foreign to people outside of the medical
field. It is important to remain cognizant of a patient’s
educational and professional background when providing
sensitive information. The first quote provided in cell G of
table 7 provides a corroborative example of the importance of
appropriate language use during EOL and ACP conversation.

However, as the second gquote suggests, a balance must be
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struck between providing information that can be easily

understood and avoiding condescension.

H. 'Making the transition’ theme and item 1 on the QOC: ‘using
words that you understand’

In an illustrative, and amusing, account of the foreign
nature of medical terminology, one participant shares:
He (physician) says ‘you put down you were 1in a vegetable

state.’ I said ‘I did?’ and I said ‘oh you must be thinking
this poor woman thinks she’s a piece of broccoli!’” (laughs)

This same participant later described her confusion about the
meaning of the phrase ‘heroic measures’ as it pertained to her
ACP preferences (see second quote in cell H, table 7).
Fortunately, this woman later discussed her resuscitation
preferences with a physician who was able to break down her
options to include individual and easily understandable items

4

such as ‘using a breathing tube.’ As a person transitions
into a life of progressive frailty and worsening functional
capacity, the ACP decision-making process increasingly becomes
a priority, but this is often complicated by many factors
including emotional difficulty, prognostic uncertainty and the
need to learn about complex medical treatments and options.

Physicians can help to ease this process by using clear and

accessible language.

In some cases, as a disease progresses or one’s health and
functional status declines, language needs may change. This

may be seen, for example, in people with progressive dementia
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or intermittent delirium related to underlying disease or
medication side effects. 1In one poignant example, a young
female participant suffers from an embolic stroke, resulting
in mild global aphasia. She explains that, in her new state,
she needs the physician to use simpler language than she had
previously required (see first quote in cell H, table 7). As
patients make the transition to end of life, physicians should
be aware that, just as their physical abilities may change, so

too may their cognitive and language abilities.

5.3 Summary of Mixed Methods Findings

The merged analysis strategy used in this chapter has
allowed for a fuller understanding of why specific physician
behaviours are important from a patient perspective by
complementing the QUAN results with the QUAL findings. The
nature of this merged analysis strategy requires that each
QUAN item is merged with each QUAL theme. While this strategy
demands a more thorough approach to the MM analysis—resulting
in a more comprehensive account of how the two strands
provide a fuller understanding of the topic at hand—it is not
always possible as some of the data collected in the QUAN
strand may be unrelated to some of the themes in the QUAL
strand, and vice versa. This is the case in the cell that
intersects ‘non-verbal behaviours’ (QUAL theme) with item 1

on the QOC (using words you understand); it would be
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challenging to identify how these concepts might intersect.
Because the two concepts were found to lack congruence, the
decision was made to leave the cell empty rather than trying
to force superficial or inappropriate data integration. It
should be noted that this is not an issue of insufficient
data collection as more data would not change the incongruent
nature of the concepts, nor is it an example of data
divergence. The latter suggests that the QUAN item and the
QUAL theme are conceptually related, but that the actual
content does not converge. For example, the data from the
QUAN strand might suggest that a behaviour is of high
importance (i.e. large positive r value), but informants in
the QUAL strand endorse the behaviour to be of little

significance or even harmful.

The r value of 0.602 for item 2 suggests that eye
contact is a good predictor of global satisfaction with EOL
communication; this is partly explained by the QUAL data, as
informants reported that eye contact signifies a physician’s
concern for the individual. Furthermore, by engaging in eye
contact with the patient’s family and loved ones, the
physician signals her willingness to include family in ACP,
and this is complementary to the findings of participant-
reported importance of family relationships. Findings from
the QUAL theme ‘making the transition’ suggest that eye

contact also promotes trust in the physician and causes
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people to perceive the physician to be a reliable medical

guide in the EOL journey.

Some of the communication behaviours that were
identified as being important did not require words; eye
contact, kneeling down or sitting at eye level with the
patient are some examples of how a physician’s body language
shows a commitment to being fully present for the patient.
This aligns nicely with the QUAN finding of the importance of
items 4 (listening) and 6 (full attention). Furthermore, the
QUAL data suggests that a fully attentive physician (i.e.
item 6) is more likely to be attuned to the friction between
candour and readiness that can arise during the EOL
transition, and is also more likely to recognize the critical

importance of family and loved ones in the ACP process.

Lastly, the mixed methods analysis provides a deeper
understanding of the importance of item 1 on the QOC (using
words you understand). Specifically: medical terminology is
foreign to most patients, so the use of appropriate language
is crucial to ensure sensitive and important information is
adequately conveyed; and physicians should be aware that, as
a person transitions to end of life, cognitive changes and
language needs may result. By being mindful of these points,
a physician can help create the optimal conditions for

informed ACP decision-making.
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CHAPTER 6: DISCUSSION

The following discussion provides a synthesis of study
results, with a focus on the mixed methods findings, and places
them in the context of the existing body of literature on patient
preferences for ACP. Communication is a complex process, and as
such it not possible to make broad generalizations or to claim to
represent the topic through a fixed set of rules that can be
applied to all EOL communication contexts. If anything can be
interpreted with certainty, it is that the results of the QUAL
strand suggest variation in patient preferences for physician
behaviours during ACP conversation. However, the patterns and
themes that emerge in the midst of this heterogeneity are more

likely to be credible and pertinent.’*

Furthermore, the variability
of patient preferences is a finding unto itself, as it suggests
that EOL communication should be tailored to meet an individual’s

needs rather than attempting to use a ‘one-size fits all’

approach.

6.1 Summary of Study Findings

In the QUAN strand, the QOC tool was administered to 92
participants. For the primary analysis, the Pearson
correlation coefficient was measured between each of items 1-6
and the GRI. The items that represented specific and
practical examples of behaviours that might improve

physicians’ EOL communication skills from the patient
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perspective and had the three largest r values were selected
for the short-list of priority behaviours. These items were:
item 2 (looking you in the eye, item 4 (listening to what you
have to say) and item 6 (full attention), with r values of
0.609, 0.602 and 0.579 respectively. Of note, item 5 (caring
about you as a person) had the highest r value but was not
included in the short-list because it did not represent a

specific example on how to improve EOL communication.

Items in the EOL-specific communication subscale (items 7-
13) suffered from a large number of ‘didn’t do’ responses,
which were coded as zero. Because they were reported to occur
infrequently, it was difficult to accurately measure the r
value between each of these items and the GRI. For these
items, responses were dichotomized, with ratings in the range

4

of 0-6 coded as ‘zero’ and ratings from 7-10 coded as ‘one.’
Next, a t-test was conducted for each of items 7-13 to
determine if there was a difference in mean GRI scores between
groups. Although there was a statistically significant t-test
result for items 7 (talking about feeling concerning
possibility you might get sicker), 8 (talking about details
concerning possibility you might get sicker), 10 (talking
about what dying might be 1like), and 12 (asking about things
in life that are important to you), the practical significance

is uncertain considering that 81-98% of the responses were

coded as zero (i.e. they were mostly reported as ‘didn’t do’).
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One exception is item 11 (involving you in decisions about
treatment that you want if you get too sick to speak for
yourself), in which 39% of responses were coded as 1, making
the clinical significance of the result more plausible in
comparison to the other items. 1In this case, the group coded
as one had a statistically significant t-test with a mean GRI
score that was 1.24 points (out of 10) higher than the group
coded as zero. This suggests that physicians who received
high scores (7 to 10 out of 10) on their ability to involve
patients in advance treatment decisions would have a GRI score
that was slightly higher than those who did not perform this
activity or scored poorly (0 to 6) on this activity. However,
it should be noted that item 11 is one of the lengthier items
on the tool and involves complex wording; thus, it is possible
that participants did not always accurately interpret the
item. For example, some people may have interpreted it to be
asking about involvement in current treatment decisions rather

than advance treatment decisions.

In the secondary analysis, multivariate linear regression
modelling was conducted, with the goal of determining the
combination of three items that could explain the most
variance in the GRI score. As with the primary analysis,
although item 5 on the QOC tool (caring about you as a person)
had the largest Pearson r value (0.642), it did not represent

a specific and practical suggestion for improving
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communication and therefore was not considered for entry in
the multivariate model. 81-98% of the responses to items 7-10
and 12-13 on the QOC were coded as zero; these items were also
excluded from the model since it is not possible to accurately
estimate the effect of behaviours that are not commonly
performed. As a result, 6 items were considered for
inclusion: items 1 (using words that you can understand), 2
(looking you in the eye), 3 (answering all your questions
about your illness and treatment), 4 (listening to what you
have to say),6 (giving you his/her full attention) and 11
(involving you in the decisions about the treatments that you
want if you get too sick to speak for yourself). The three
items that, when combined together, explained the most
variance in comparison to all other combinations of three are:
items 2, 3 and 6. The model that included these three items
had an R” of 0.604, which suggests that approximately 60% of
the variance in the GRI score is explained by the combination
of items 2, 3 and 6. These three items may be used as a
suggestion for a combination of behaviours that hold promise
for improving physician EOL and ACP communication skills,
although the exploratory nature of this analytic strategy must
be emphasized. It is notable that item 3 had the lowest
Pearson r correlation with the GRI (when compared to items 1-2
and 4-6) in the bivariate correlation matrix (see appendix G).

In addition, item 4 had the second highest r value but was not
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included in the final model. This can be interpreted to mean
that, while item 4 was a strong single predictor of the DV,
and item 3 seemingly weaker, when all of the intercorrelations
between variables were taken into consideration, it was the
combination of items 2, 3 and 6 that explained the most

variance in the GRI score.>®

In the QUAL strand, interpretive description methods were
used to inform data collection and analysis. Twelve interviews
were conducted with seriously ill hospitalized patients and
three themes emerged, which pertain to: nonverbal behaviours,
situating a patient in the context of their life history and
relationships, and helping people make the transition to end

of life.

During the mixed methods phase, a 3x3 merged data analysis
table was constructed, which arrayed the three QOC items on
the short-list (from the primary analysis in the QUAN strand)
with the three QUAL themes. The QUAL data was interrogated
again, this time with the goal of further understanding the
significance of these three QOC items, and the contexts in
which they occurred. There was found to be a paucity of QUAL
data related to item 4 (listening to what you have to say),
but the QUAL and QUAN data both supported the combination of
items 4 and 6 (giving you his/her full attention). Thus,

items 4 and 6 were treated as a single item in the mixed
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methods analysis table. In addition, item 1 (using words you
understand), which had the next highest r value, was included

in the third column of the merged analysis table.

The merged analysis helped to enhance understanding of the
importance of eye contact (item 2 on the QOC), suggesting that
a physician’s ability to maintain eye contact conveyed their
trustworthiness; a physician who made eye contact with family
members was acknowledging the importance of family roles; and
lastly that a physician’s eye contact provided reassurance of
the accuracy of the EOL information they were sharing, which
was essential in helping to ease the ACP decision-making
process and the transition to end of life. Similarly, a
fuller understanding of the significance of item 1 (using
words you understand) was achieved, suggesting: that
physicians can help to reduce some of the challenges of ACP
decision-making by using simple language to help people
understand the resuscitation and treatment options that are
often foreign to them; that as people transition to EOL,
cognitive changes may occur that require a shift in language
style; and that a physician who knows the educational and
professional background of a patient is more likely to use
language that is understood by the patient, although this must
be tempered with a commitment to avoid being patronizing. The
QUAL data also improved the understanding of item 4 (listening

to what you have to say) and 6 (giving you his/her full
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attention), indicating that nonverbal behaviours such as
making eye contact or taking a person’s hand conveyed
attentiveness; that part of being fully attentive was
maintaining mindfulness of the importance of a patient’s life
history and relationships; and that attention was required to
gauge a patient’s readiness to make the end of life

transition.

6.2 Relationship of Study Findings to the Existing Literature
According to participant responses, there was a general
paucity of EOL-specific communication with physicians both
prior to and during hospitalization; this was evident in the
qualitative interviews and also by the large number of ‘didn’t
do’ responses in the EOL communication subscale of the QOC
questionnaire. This is a remarkable finding considering that
all participants were seriously and chronically ill, with a
high risk of mortalitiy at 6-12 months’ time.”* %!
Furthermore, the study population experienced an average of
2.5 hospitalizations over the past year, representing multiple
critical incidents that could have created an impetus to
discuss EOL issues. This is not a unique result: a previous
study that used the QOC also noted a large number of ‘didn’t
do’ responses on the EOL subscale.’® Moreover, many other
studies have similarly reported a low incidence of ACP

conversations between patients and physicians.’® %%
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Previous models of shared decision-making have emphasized
the importance of patient-physician communication and patient

autonomy.90

However, an apparent message has emerged from the
analysis of the data in this study: seriously ill patients
prefer to share the decision-making process with family, and
in some cases family members’ opinions can have a strong
influence on their ACP decisions. Other studies provide
supportive evidence of these findings, including the results
of the first phase of the Advance Care Planning Evaluation in
Elderly Patients (ACCEPT) study, a multicenter prospective
study that recruited a similar population as those included in
this study. The results of ACCEPT showed that, of the 88.7%
of participants who endorsed having discussed future care
wishes with someone else, 92% had discussed it with a family
member while only 30% had discussed this with their family
doctor and 17% with a specialist physician.'® A study on
metastatic breast cancer patients showed that participants
were three times more likely to have ACP conversations with
family members than their physician.’’ This is echoed in
studies on preferences of elderly patients and those with end-

stage renal disease.?’??

In addition, a 2004 study involving
structured interviews with 51 CHF patients also supports the
prioritization of family communication: the majority of

participants indicated that they usually or sometimes take the

advice of family members when it comes to medical decision-—
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making.”® This highlights the need to reconsider the emphasis
on autonomy in the EOL decision-making context; indeed, the
re—conceptualization of decision-making as a social process
that requires a relational approach has been discussed by the
authors of this study. Therefore, it may be inferred that it
is more helpful to view the ‘patient’ as a group of people:
the individual with the illness and the loved ones who form
their support network. This concept is embraced in Palliative
Medicine, where the focus is on improving the lives of both

the patient and family members.”*

Further support of the need
to include family members is provided by the Inter-
professional Shared Decision Making (IP-SDM) model'®?: the IP-
SDM, which was developed in the primary care context and found
to also be appropriate in the Intensive Care Unit setting,
recognizes family members as key stakeholders in the decision-
making process. The qualitative findings of this study add to
the body of literature by highlighting the interdependence of
a seriously ill individual and their family members: not only
do family members provide the patient with much-needed support
during the decision-making process, but by involving family in
the ACP process, the patient is caring for them by reducing
their future decision-making burden. An ethnographic study on
nephrology outpatients resulted in similar findings, with most

participants indicating that a major goal of ACP included

reducing EOL decision-making burden on loved ones.’’ The
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results of both the qualitative and mixed methods analysis add
to the existing body of literature by providing an
understanding of why certain physician behaviours convey a
commitment to family inclusion, and by providing concrete
examples of how a physician might encourage and incorporate a
relational approach to the ACP communication process.
Specifically, behaviours such as inviting questions from
family members and making eye contact with them, signals the
physician’s interest in including loved ones in the ACP
process. In addition, a willingness to make repeated visits
to accommodate family members’ schedules also conveys an

understanding of the importance of the patient-family unit.

The QUAN results suggest that spirituality is rarely
addressed by physicians: 93% of participants responded ‘didn’t
do’ on item 13 on the QOC, which pertains to the importance of
a physician’s inquiry into spirituality or religion. The QUAL
data enabled exploration into patient perspectives of the
importance of a physician’s inquiry into one’s spiritual
welfare. The results were unambiguous: most participants
indicated that it is unnecessary and even potentially harmful
for a physician to inquire about spiritual matters, as it may
negatively alter a person’s perception of their physician or
be perceived as an intrusion into private matters. This
finding is at odds with the results of a cross-sectional

survey on 100 patients with gynecologic malignancy, in which
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52% of participants answered ‘yes’ to a question asking if
physicians should ask their patients whether they would like

“ In this

to get help in discussing spiritual questions.®’
study, spirituality was defined both as religiosity and with
respect to existentialist topics (e.g., ‘what is the meaning
of my life?’), which is similar to how spirituality was
discussed during the qualitative interviews in this study.
However, the cross-sectional study population was
significantly different than the population in this study: all
participants were female, all had an active malignancy, and
the average age was younger (58 years old). These factors may
partly explain the difference in results. A Canadian
multicenter cross—-sectional survey involving 440 patients
found that 21% of participants rated spiritual or religious
needs as ‘extremely important,’ while 30% rated it as being

‘not at all’ or ‘not very’ important.'?'%

Many other items
were rated as being of higher priority than spiritual needs,
including: continuity of care, symptom relief, having trust in
the physician, having adequate information, and participating
in the decision-making process. Although approximately one-
fifth of the population did endorse spiritual needs as being a
priority, there was no specification of the role of the
physician in meeting these needs. A more recent Canadian

cross—sectional survey conducted by the same authors found

that “feeling at peace’ was a high priority item in their
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7 The item in the

seriously ill study population.®®
questionnaire that pertained to spirituality asked “how
satisfied are you that you were at peace in the last six
months?” The specific meaning of being ‘at peace’ was not
defined, and it may be argued that peacefulness may or may not
be related to spirituality; in Kabat-Zinn’s Mindfulness Based
Stress Reduction (MBSR) framework,'’? for example, mental
peacefulness is achieved not by means of spirituality, but
focuses instead on relaxation, calmness and inner balance.

In addition, the published survey did not ask about physician
involvement in promoting their feelings of peacefulness.

Thus, although the findings of other studies seem to be
discordant at the surface level, the specific content of the
questions, the demographics of the study populations, and the

lack of inquiry into the desired involvement of the physician

are all factors that preclude direct comparison of results.

A clear and resounding preference for candour while
discussing a diagnosis, prognosis or treatment option came
through in this study. Candid information was felt to be
important because it allowed people to plan for the future and
to say goodbye to loved ones. In addition, in some cases
receiving information about topics such as a limited prognosis
served as a cue for the right time to engage in ACP decision-
making. The EOL journey is full of uncertainty, and the study

results suggest that provision of candid information equips
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people with knowledge that serves to mitigate some of this
uncertainty. Many other studies provide supportive evidence
of patient preferences for candid EOL communication®’ ™’
including a discrete choice experiment on chronic kidney
disease patients which found that most wanted early and
detailed provision of prognostic information and ACP.°® The
mixed methods analysis allows for a deeper understanding of
the importance of certain behaviours as it relates to candour
and the challenging EOL transition; for example, eye contact
signifies a physician’s commitment to providing candid and
trustworthy information, thereby making them a reliable ally
in the EOL transition. Furthermore, the mixed methods
analysis suggests that a physician who can provide much-needed
EOL information, by answering all of a patient’s questions, is
effectively arming them with the knowledge that can help to

reduce the uncertainty and confusion that often plagues people

during the EOL transition.

The qualitative data elaborate on the significance of
nonverbal behaviours such as expressions of emotionality,
indicating that it shows that the physician feels a personal
connection with the patient. For the most part, study
participants have expressed a desire for a more personal
connection with their physician, and this has also been
observed in an interpretive description study by Thorne et al

6

on a cancer population.’® In their study, Thorne et al also

114



MSc. Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

note that some people theorized that physicians maintained
emotional aloofness in order to avoid adding complexity to the
patient-physician relationship; this sentiment is echoed by

two female participants in this study.

The mixed methods analysis suggests that attentiveness is
required to gauge readiness to accept difficult information,
and to avoid overwhelming with too much information or
demanding immediate ACP decisions. Although participants
expressed a desire for candid information, there seemed to be
variation in the readiness to accept this information, or at
least a variation in the rate at which they received
information. In the same study cited above, Thorne et al put
forth the idea that physicians should learn how to

appropriately “titrate information.”’®

Some participants
seemed to prefer to focus on living in the present moment and
dismissed the need to think of future healthcare needs. A 2005
study reported similar results: this cross—-sectional study of
115 COPD patients found that patients sometimes prefer to

7 In some cases there was evidence of

focus on staying alive.
dual, fluctuating states of readiness and dismissal: the mixed
methods analysis suggests that only an attentive physician can
identify this fluctuation and determine the best time(s) to

engage in ACP. Effective communication in this scenario would

likely involve an ongoing and iterative process. The
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literature supports the notion of ACP as a process rather than

a one-time event.!%

Another interpretation of the importance of giving a
patient full attention, which was similar to the qualitative
theme ‘being present,’ surfaced in the mixed methods analysis,
this time relating to acknowledgement of the patient as a
‘whole person.’ Patients’ reports indicate that it is
important that a physician remains mindful of the significance
of a person’s life history and the important social roles they
play(ed). This seems to help preserve one’s self identity
while dealing with the often impersonal healthcare
environment, and aids in promoting a dignified EOL journey.
This concept became more clear when patients expressed their
preference to discuss sensitive EOL issues with their family
physician: the long-term relationships that family physicians
typically have with their patient population sometimes seems
to put them at an advantage in comparison to acute care
physicians or specialists. Chochinov’s work on “dignity

79 which involves the documentation of one’s life

therapy,
history, important roles and achievements, and provides an
opportunity to record advice to be posthumously shared with

family members, is also based on the assertion of the

importance of acknowledging the whole person in EOL care.

116



MSc. Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

6.3 Study Strengths and Limitations

In the Good Reporting of a Mixed Methods Study (GRAMMS)
framework, O’Cathain, Murphy and Nicoll''® suggest criteria by
which a mixed methods study can be appraised. The design,
conduct and reporting of this study satisfies the GRAMMS
criteria in several ways. Firstly, a description of the
justification for using a mixed methods approach was given:
this complex and multidimensional topic incorporated a
quantitative strand to evaluate what physician behaviours were
a priority in the ACP communication process and to quantify
the importance of each behaviour, while the qualitative data
served to provide a depth and richness of information that was
complementary to the quantitative results. Furthermore, the
type mixed methods design, including the sequence of methods,
the equal priority of the qualitative and quantitative
strands, the point of interface of the two strands and the way
in which data was integrated has been clearly outlined.
Description and justification of the sampling strategies were
also provided. Lastly, the author has highlighted the

insights gained by means of mixing methods.

There was a general paucity of in-depth ACP communication
in this study population. Although this is a remarkable
finding in and of itself, as discussed in section 6.2, it

prohibited meaningful assessment of the correlation of the
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EOL-specific items in the QOC (items 7-13) with the global
rating of satisfaction. In addition, the qualitative findings
presented herein often pertained to what patients perceived
they would want from their physicians during EOL
communication, and it is not clear how these hypothetical
preferences align with what they would actually want.

However, this is very similar to the issues encountered in
‘discrete choice’ experiments, in which participants are asked
to make hypothetical ‘trade-off’ type healthcare decisions
based on their values; and yet discrete choice experiments are
considered to be useful for patient centered evaluations of

health technologies.?®'%®

Furthermore, the low incidence of
ACP conversations is a pervasive problem in the EOL
literature, which likely reflects the current clinical state
of affairs. Thus, despite the limitations, this study
contributes to the growing body of ACP literature, and

provides more evidence of the need to address the problem of

the lack of ACP in the older population.

Although the qualitative sampling strategy attempted to

include non-Caucasians, only Caucasians agreed to take part in

the interviews. Similarly, only two participants (2%) in the
quantitative strand were non-Caucasians. As suggested by the

literature, ethnic minorities may have different perspectives
and thus the results of this study may not adequately

represent the preferences of these populations. The average
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age in the quantitative strand was 82.5 years old, and so may
not be representative of the wishes of a younger population;
however, this age group represents a high priority population
for the study of EOL communication. Furthermore, the
qualitative population represented a wider age range, and this
variability was conducive to eliciting a fuller and more
complex picture of EOL communication preferences. It should
be noted however, that only one patient below the age of 50
was recruited, and some of the data generated in this case was
unique, especially as it pertained to family roles and the
need to consider the welfare of children. Since there was
only one participant with this particular social circumstance,
the concepts generated could not be further pursued in this
study. Future studies could investigate patient preferences
for physician behaviours during ACP conversations in younger

populations and ethnic minorities.

The trustworthiness of the qualitative strand has been
supported by means of several strategies, as discussed in
section 2.6.1, and this is a major strength of the study. The
confirmability of the qualitative findings is supported by the
debriefing sessions and the documentation of a detailed audit
trail. Study credibility is bolstered by use of the
thoughtful clinician test and by means of a modified member
checking strategy in which interpretations were presented to

informants for feedback. The dependability of the qualitative
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strand is facilitated by the detailed descriptions of the
methods, and the fact that only one interviewer was used for

the purpose of consistency.

This study focused on communication encounters between
seriously 11l patients and their physicians; thus, the results
cannot be generalized to other members of the
multidisciplinary healthcare team. However, by narrowing the
focus to patient-physician communication, the depth and
richness of information that resulted was likely greater than
what may have occurred if the focus widened to encounters with
other healthcare providers. This study took place at two
academic hospitals in Hamilton, Ontario and therefore may not
be generalizable to the community hospital or outpatient
setting. However, the descriptions of the context and
demographics of the study populations in both the qualitative
and gquantitative strands allow the reader to judge the
transferability and generalizability, respectively, of the

findings to another population of interest.

Some limitations arose from the use of the QOC tool
itself. Item 3 (answering your questions about your illness
and treatment) asks about two related but distinct activities,
and thus it is not clear if patient ratings pertain to
answering gquestions about the illness, the treatment, or both.

Due to the ambiguity this causes, Streiner and Norman caution
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against the use of such “double-barrelled”'” questions. One
of the qualitative interviews revealed that a participant who
endorsed having a high regard for his family physician rated
his ability to maintain eye contact highly, despite the fact
that this activity did not occur. This finding, which is a
testament to the advantage of the mixed methods design, raises
suspicion of a possible ‘halo effect,’ in which participants
who have a good relationship with their physician might rate
all items highly without differentiating between each
individual item. Future validation work could focus on the
prevalence of this type of bias and how it may be minimized;
in fact, this type of bias may be present in many types of
survey studies. Items 5(caring about you as a person) and

6 (giving you his/her full attention) could be perceived as
complex, multidimensional constructs and thus conceptualized
as an outcome rather than a specific behaviour. It proved to
be somewhat challenging to consider, on a practical and
clinical level, the specific information that could be given
to physicians on how to improve communication based on these
items. For example, it is difficult to conceptualize how one
may instruct a physician to ‘care’ about a patient during a
communication encounter. Future studies could use items 5 and
6 as dependent variables and other, more specific behaviour
items on the QOC (e.g., those related to eye contact or

prognosticating) as independent variables in order to
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understand how specific behaviours correlate with patient-
rated scores on ‘caring’ and ‘giving full attention.’ Item
11 (involving you in the decisions about the treatment that you
want if you get too sick to speak for yourself) is somewhat
lengthy and may be challenging for participants to fully
comprehend; re-wording of this item may improve its face
validity. Although the use of the QOC tool presented some
challenges, at the current time it is the only tool that is
relevant to the specific topic of focus in this study:
patient-physician EOL communication. The use of a tool that
has had some validation work done is more preferable than
constructing a new tool, as time and resource limitations
prohibited the design and psychometric evaluation of a new
quantitative tool. Furthermore, although this tool requires
further validation work, the content wvalidity is supported by
the focus group studies that were conducted during the early
development phase (see section 2.5.1). From a pragmatic and
ethical perspective, the brevity of the tool helped to

minimize participant burden and fatigue.

A limitation in most mixed methods studies relates to
sample size and the difficulty of balancing the very different
size requirements of the quantitative and qualitative strands
of the project. The constraints imposed by the complexity and
time-consuming nature of mixed methods study designs

challenges the researcher to reach a reasonable compromise.
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While representativeness, accuracy and stability of results is
best achieved in quantitative studies by recruiting large
sample sizes, the use of the same sample size in the
qualitative strand would be prohibitive in terms of time
requirements and workload. Furthermore, the focus in
qualitative research is on achieving rich, deep and contextual
information rather than results that can be generalized to
other scenarios. An attempt was made to achieve this by
recruiting enough participants in the quantitative strand to
ensure stability of the multivariate linear regression model,
while thoughtfully selecting a smaller subgroup of the
quantitative sample to provide answers to the qualitative

research question at hand.

6.4 Clinical Implications and Future Directions

This study is novel and adds to the current body of ACP
literature: it is the first study, to the author’s knowledge,
to focus on patient perspectives of what modifiable physician
behaviours contribute to high or low ratings of EOL and ACP
communication skills. Furthermore, it is the first mixed
methods study on EOL and ACP-related communication between
patients and physicians. The mixed methods analysis, which
employed a merged analysis table, presents a novel, high level
QUAL-QUAN data integration. The QUAN and QUAL results were

complementary in that they were able to identify which
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behaviours were perceived as being important during EOL and
ACP communication from the patient perspective, and also why

these behaviours were important and in which contexts.

The study findings can be used, along with evidence from
other literature and expert opinion, to aid in the development
of ACP training curricula for front-line physicians and
resident physicians. In fact, the results of this study will
be used in EOL communication training projects within some
regional health authorities in Canada, including physician
skills training seminars in ACP in Alberta (Jessica Simon MD,
oral communication, October 2012) and projects focused on
improving the ability of frontline staff to engage in ACP in
British Columbia (Doris Barwich MD, oral communication,
October 2012). Furthermore, the findings are complementary to
the results of other studies on ACP communication and could be
used to inform the development of a complex intervention that

could be tested in future studies.

Both the QUAL findings and the QUAN results supported
the combination of items 4 (listening to what you have to say)
and 6 (giving you his/her full attention), and these items
were treated as a single item during the mixed methods
analysis phase. Future QOC wvalidation studies could look at
removing item 6 from the instrument and replacing it with

items that relate to more specific behaviours (e.g., sitting
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versus standing, facial expression) that correlate highly with
the complex construct of “‘full attention.’ In other words,

‘full attention’ may be considered as a separate subscale.

A notable clinical implication of this study relates to
the findings that suggest physicians have a less important
role in the ACP process in comparison to family members. The
QUAL data revealed that patients often prefer to involve
family members rather than their physician in the ACP process,
and as mentioned in 6.2, this finding is corroborated by other
studies. Although further studies are needed to delineate the
preferred role that physicians should play in the ACP process
from the patient perspective, the findings of this study
suggest that physicians are expected to provide technical and
medical information while leaving the actual decision-making
process to patients and their family members. In some
challenging circumstances, a physician who has a long-term
relationship with the patient may facilitate the communication
process between a patient and their family; however, even in
this circumstance the qualitative data suggests that the
physician’s role is mainly limited to leveraging the support
of family members and other loved ones. This finding
represents a deviation from traditional conceptions of the ACP
process, in which the physician takes a central role in the

shared decision-making process.?’
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Another important qualitative finding relates to the
need for an iterative ACP process. As time passes, health
deteriorates and new, unforeseen healthcare choices and
decisions may arise. In these circumstances, a person’s ACP
decisions may change and it would be wise for a physician to
periodically re—assess these decisions. Although this
cyclical process may seem arduous, past discussions may be
used as a basis for future discussions, and with time, patient
familiarity, knowledge and capacity to make informed decisions

may grow.

As discussed in section 6.2, there is some ambiguity in
the literature with respect to patient preferences for
physician involvement in spiritual care matters. Although
some studies have shown that spirituality and feelings of
peacefulness are priorities, others have indicated that they
are less of a priority in comparison to other aspects of care.
In addition, the concepts addressed in other studies, such as
‘feeling at peace’ are arguably different than religiosity and
spirituality; and it is not clear what role physicians are
expected to take with regards to addressing spiritual care
needs. Additional studies are needed in order to further
explore patients’ preferences for physician involvement in
spiritual issues, as well as the perceived understanding of

what spirituality specifically entails.
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Future projects could focus on preferences of seriously
i1l patients of ethnic minorities, as well as younger patients
to determine if there is any major variation in terms of
desires or concerns in these populations. In this study,
participants were asked to speak about EOL communication
encounters with any physician; future projects could compare
patient preferences for communication from family physicians,
specialist physicians and acute care physicians. Future
studies could also focus on EOL and ACP communication between
a patient and other members of the healthcare team, such as
nurses and social workers. A study that recruited patient-
physician dyads to measure concordance in the occurrence of
ACP conversations would be informative, as this would indicate
whether patients who state that ACP conversations did not
occur do so because they do not recall them or do not identify
them as ACP conversations, versus the actual lack of
occurrence. This would help to sharpen the focus on future
research questions: if people are not recognizing a
physician’s attempt to engage them in ACP, investigation
should be conducted as to why this is occurring. Lastly,
studies that focus on approaches to EOL communication in the
context of a patient’s fluctuating state of readiness or
‘death denial’ would provide much needed information on this

challenging clinical dilemma.
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6.5 Conclusion

This mixed methods study is well-positioned to understand, in
a holistic manner and from the patient perspective, the physician
behaviours that influence quality of communication at the end of
life. The rationale for using a mixed methods design was clearly
stated: the complex study topic begs for an understanding of not
only what predicts patient satisfaction with physician EOL and ACP
communication, but also why these factors are predictive and in
which contexts. One objective was to provide practical
suggestions on behaviours that can improve the communication
process, and to some extent this was achieved: simple behaviours
such as eye contact, answering patient questions and providing
full attention appear to have a profound effect on the quality of
EOL communication. By means of the mixed methods analysis,
explanation was provided as to why the above three behaviours are
helpful, and illustrative examples from the qualitative strand
helped to showcase the context in which these can occur. For
example, the high-priority behaviour of answering questions is

even more preferable when it occurs in the presence of family.

Advance care planning is a priority given the aging
healthcare population, but there is little knowledge about
patients’ preferences for EOL and ACP communication with their
physician. Just as many life decisions are complex, so too are

end of life decisions. Although this study provides some
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practical suggestions, the challenging process of ACP
communication between a physician and patient requires an ability
to appreciate the variability in patient preferences, and a

willingness to ask the right questions to assess individual needs.
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APPENDIX A. Case Report Form

CASE REPORT FORM
Study Title:

TALK TO ME: A Mixed Methods Study on Seriously Il Inpatients’ views on Physician Behaviours during
Advance Care Planning
Locally Responsible Investigator: Dr. John You
Principal Investigator: Dr. Amane Abdul-Razzak

Clinical Trial Site (circle one):  HGH JHCC

Study ID number: Date of Visit (dd/mm/yyyy):

I am confident that the information supplied in this case record form is
complete and accurate data. | confirm that the study was conducted in
accordance with the protocol and any protocol amendments and that written
informed consent was obtained prior to the study.

Investigator’s Signature:

Date of Signature (dd/mm/yyyy):

A. Inclusion Criteria

1. Hospital admission for CHF with NYHA Class IV disease or YES NO
LVEF £25%.
2. Hospital admission for severe COPD with one or more of the YES NO

following: BMI <21; an exacerbation requiring hospitalization
over the past year; shortness of breath causing the patient to
stop walking after 100 m or after a few minutes on level
ground; FEV,< 30% predicted; or PaCO, > 45torr.

3. Hospital admission for liver cirrhosis with at least one of the YES NO
following: history of hepatic coma; Child’s class C liver disease

or Child’s class B liver disease with gastrointestinal bleeding.

4. Hospital admission for issue related to active metastatic cancer. YES NO
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5. ANY medical inpatient > 80 years of age.

6. Any medical inpatient for whom a health care provider
(MD/RN) answers “no” to the following question: “Would you
be surprised if this patient died within the next year?”

B. Exclusion Criteria
1. Unable to read and speak the English language.

2. Cognitive impairment, including documented mild cognitive

impairment, dementia of any type, or delirium.

3. Patient has not had ANY discussions with a physician related
to Advance Care Planning and/or their wishes for care at the
end of life.

4. Hospitalization time of less than 48 hours.

6. Unable to provide informed consent for other reasons:

i) Participant fatigued or too sick

ii) Participant/family refusal to participate for other
reasons.

iiii) Healthcare team member feels that patient is not
appropriate for enrolment.

Health Research

YES

YES

YES

YES

YES

YES

YES
YES

YES

NO

NO

NO

NO

NO

NO

NO
NO

NO

C. Demographic Data:

1. Age (years):
Gender (check one): M F
3. Level of education (tick one):

N

—  Elementary school
— High school diploma

— Postsecondary education (degree or diploma)

4. Diagnosis (the one(s) that allowed this participant to meet eligibility criteria):

5. Number of hospitalizations over past year

6. Ethnic background(circle one):  Caucasian non-Caucasian
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Demographic Data (con...):

Please circle if any of the following comorbid conditions are present (Charlson Comorbidity
Index):

1. Acquired Immunodeficiency Syndrome (AIDS)
2. Cerebrovascular disease (e.g., stroke)

3. Chronic pulmonary disease

4. Congestive heart failure

5. Connective tissue disease

6. Dementia

7. Hemiplegia

8. Leukemia

9. Malignant lymphoma

10. Myocardial infarction

11. Peripheral vascular disease (e.g., ischemic limb)
12. Diabetes mellitus (without end organ damage)
13. Diabetes mellitus (with end organ damage)
14. Liver disease

15. Renal disease

16. Malignant solid tumor (non metastatic)

17. Malignant solid tumor (metastatic)
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D. Quality of Communication Questionnaire

We would like to know, in as much detail as possible, how
good the doctor taking care of your medical problems in the
hospital is at talking with you about your illness and the
types of care that you would want if you became sicker or
too sick to speak for yourself. We know that many people
think very highly of their doctors. To help us improve
communication between doctors and their patients, please be
critical.

Using the following scale, where “0” is the worst you could
imagine, and “10” is the best you could imagine, please tell
me the best number for each statement. Please circle
“Didn’'t do” if your doctor has never done the activity in
the statement, and circle “Don’t know” if you are not sure
or cannot remember.

When talking with Doctor x about important issues 1like
becoming very ill, how good is
he/she at:

The very The very

worst I could best I could

lmagine lmagine

1. Using words that you

can understand. 012345678910 Didn’t do Don’t know
2. Looking you in the 012345678910 Didn’t do Don’t know
eye.
3. Answering all your 012345678910 Didn’t do Don’t know

questions about your
illness and treatment.

4. Listening to what 0123456782910 Didn’t do Don’t know
you have to say.

5. Caring about you as 01 23456 7282910 Didn’t do Don’t know
a person.
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6.Giving you his/her 01 23456 782910
full attention.

7. Talking with you 012345678910
about your feelings

concerning

the possibility that

you might get sicker.

8. Talking to you about 01 23456 7282910
details concerning the

possibility that you

might get sicker.

9. Talking to you about 01 23456 782910
how long you might have

to live.

10. Talking to you 012345678910
about what dying might

be like.

11. Involving you in 012345678910

the decisions about the
treatments that you want
if you get too sick to
speak for yourself.

12. Asking about the 012345678910
things in life that are
important to you.

13. Asking about your 0123456782910
spiritual or religious
beliefs.

14. Overall, how would you rate this doctor’s communication with you

Didn’t do

Didn’t do

Didn’t do

Didn’t do

Didn’t do

Didn’t do

Didn’t do

Didn’t do

Don’t

Don’t

Don’t

Don’t

Don’t

Don’t

Don’t

Don’t

know

know

know

know

know

know

know

know

about the types of care that you would want if you became sicker or too

sick to speak for yourself?

0 = “the very worst I could imagine” and 10 = “the very best I could

imagine”
(Circle one)

0 1 2 3 4 5 6 7

10
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APPENDIX B. Initial Qualitative Interview Schedule

Preamble (suggested script for interviewer):

This research study will be looking at how doctors’ behaviours can
be helpful or not in discussing your future health care needs. We
are especially interested in topics such as planning what kind of
medical care you would want in the future if you cannot speak for
yourself, what kind of treatment you would want in the future if
you get sicker, whether or not you would like *“heroics” like CPR,
and whom you would like to speak on your behalf if you could not
speak for yourself. Think of these topics, as well as other
discussions that are related to these topics but may not be
exactly the same. We will call all of these topics “advance care
planning topics.” Please think of any doctor who you have talked
to the most about advance care planning topics when answering the
questions.

Initial Question
Can you tell me about your experience with discussing advance
care planning with your doctor?

Second Question
Can you think of things that ANY (hypothetical) doctor could
do or say to make talking about advance care planning easier
or more effective?
Can you think of things that ANY (hypothetical) doctor could
do or say that would “turn you off” while talking about
advance care planning?

Third Question
Did you document any decisions after speaking with your
doctor?

Further Probes as Needed:
Were there things your doctor did or said that you
appreciated when talking about advance care planning?

Can you think of things that your doctor did or said that
“turned you off” when talking about advance care planning?

If patients indicate no conversation occurred ask: “Why do
you think he/she didn’t have the conversation with you?”

Why do you think you feel comfortable/uncomfortable (as the
case may be) to talk to your doctor about advance care
planning?

Why do you think your doctor feels comfortable/uncomfortable

(as the case may be) to talk to your doctor about advance
care planning?
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APPENDIX C. Letter of Information/Consent

Hamilton Health Sciences

LETTER OF INFORMATION / CONSENT

QUALITY OF ADVANCE CARE PLANNING COMMUNICATION WITH PHYSICIANS: A MIXED
METHODS STUDY IN SERIOUSLY ILL HOSPITALIZED PEOPLE

Investigators:

Local Principal Investigator: Student Investigator:

Dr. John You Amane Abdul-Razzak
Department of Medicine Department of Clinical
McMaster University Epidemiology & Biostatistics
Hamilton, Ontario, Canada McMaster University

(905) 525-9140 ext. 21858 Hamilton, Ontario, Canada
E-mail: jyou@mcmaster.ca (289) 981-9069

Purpose of the Study

You are invited to take part in a study on the quality of doctors’
communication in advance care planning. The term “advance care planning”
refers to planning for the types of health care that you would want if
you get sicker or too sick to speak for yourself. Advance care planning
makes sure that you have a “voice” in the future if your health gets
worse by sharing what medical treatments and procedures you would and
would not want. This can involve only talking about these topics, but
often involves recording your wishes on paper. Advance care planning can
also include choosing a loved one to speak on your behalf in the future
if you cannot communicate. A major goal of advance care planning is
sharing your values and making sure that future doctors and nurses are
aware of these values and respect them in the future.

We want to learn more about what you, as a patient, think doctors can do
to improve the quality of these discussions. This study is being done
for a thesis project. The knowledge that is gained by this study will
help healthcare professionals understand what patients want their doctors
to do or say during advance care planning discussions.
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What will happen during the study?

Roughly 65 participants will be included in this study. You will be
asked to complete a questionnaire about advance care planning. This
should take about 15 to 20 minutes. This can occur in your hospital room
or in a quieter meeting room. For example, one question asks “when
talking with your doctor about important issues like becoming very ill,
how good is he/she at looking you in the eye?” You will be asked to rate
your doctor from a 0 to 10 where 0 means “the very worst I could imagine”
and 10 means “the very best I could imagine.” If you don’t know or if
your doctor didn’t do this, you can circle “don’t know” or “didn’t do” on
the questionnaire.

You might also be asked to participate in a one-on-one interview with one
of the researchers to get more ideas about what you think affects the
quality of the way your doctor talks to you about advance care planning.
The researcher will ask you a few questions but you will be encouraged to
speak whatever is on your mind about the topic. This should take between
15 minutes up to an hour, depending on how much you would like to say.
This will occur in a quiet meeting room for privacy. With your
permission, the interviewer will audio tape the interview and may take
some written notes. This will help to keep track of the information you
will provide. For example, the interviewer will ask “can you tell me
about what happened when you spoke to your doctor in the hospital about
advance care planning topics?”

We will ask you for background information like your age and your medical
diagnosis.

Are there any risks to doing study?

It is not likely that there will be any harm or discomfort from this
study. However, some people may feel uncomfortable talking about past
talks with their doctor that did not go very well.

You do not need to answer questions that you do not want to answer or
that make you feel uncomfortable, and you can stop taking part at any
time. Your privacy will be protected (this is explained below).

Are there any benefits to doing this study?

The research may not benefit you directly. We hope to learn more about
what doctors can do or say to make talking about advance care planning
more pleasant and helpful for their patients. This study could help
current doctors and training doctors (residents) learn about how to
improve the way they talk to patients about advance care planning.
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Confidentiality

You are participating in this study confidentially. I will not use your
name or any information that would allow you to be identified. ©No one
but the main researchers, Dr. Amane Abdul-Razzak, Dr. You and the
research nurse will know whether you participated unless you choose to
tell others. The way you rate your doctor and what you say during the
interview will be strictly confidential and will not affect your medical
care in any way.

The information you provide will be kept in a locked cabinet where only
Dr. Amane Abdul-Razzak will have access to it. Information kept on a
computer will be protected by a password. Once the study has been
completed, the data will be destroyed.

What if I change my mind about being in the study?

It is your choice to be part of the study. If you decide to be part of
the study, you can decide to stop at any time, even after signing the
consent form or part-way through the study. If you decide to withdraw,
there will be no consequences to you. You will have the option of
removing your data from the study. If you do not want to answer some of
the questions you do not have to, but you can still be in the study. Your
decision whether or not to be part of the study will not affect your
health care services in any way.

How do I find out what was learned in this study?

This study should be completed by approximately July 2013. If you would
like a brief summary of the results, please let us know how you would
like it sent to you.

Questions about the Study

If you have questions or need more information about the study itself,
please contact:

arazzak@haltonhealthcare.on.ca

OR

Amahny81@hotmail.com

This study has been reviewed by the Hamilton Health Sciences/McMaster
Faculty of Health Sciences Research Ethics Board (HHS/FHS REB). The REB
is responsible for ensuring that participants are informed of the risks
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associated with the research, and that participants are free to decide if
participation is right for them. If you have any questions about your
rights as a research participant, please call The Office of the Chair,
HHS/FHS REB at 905.521.2100 x 42013.

CONSENT

I have read the information presented in the information letter about a
study being conducted by Dr. John You and Dr. Amane Abdul-Razzak, of
McMaster University.

I have had the opportunity to ask questions about my involvement in this
study and to receive additional details I requested.

I understand that if I agree to participate in this study, I may withdraw
from the study at any time. I have been given a copy of this form. I
agree to participate in the study.

1. I agree that the interview can be audio/video recorded. Yes No
2. I would like to receive a summary of the study’s results. Yes
No

If yes, where would you like the results sent:

Email:

Mailing address:

3. I agree to be contacted about future research and
I understand that I can always decline the request. Yes No

Please contact me at:

Name of Participant (Printed):

Signature: Date:

Consent form explained in person by:

Name and Role (Printed):

Signature: Date:
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APPENDIX D. Study Flow Diagram

Quantitative data collection: Qualitative data collection:
e 92 inpatients recruited e 12 inpatients recruited
e Collected demographic (subgroup of QUAN
information population)
e (Q0OC administered (+GRI) e Qualitative interviews
e Products: QUAN data, e Products:
demographic data for QUAN 0 QUAL data (audio
population recordings; later
transcribed)
o Field notes

Quantitative data analysis: Qualitative data analysis:

e Descriptive statistics of e Constant comparative
demographic data analysis

e Descriptive statistics of QOC e “Peer debriefing”
responses sessions

e Pearson r for items 1-6 and e “Thoughtful clinician”
GRI test

e Students t-test for items 7- e “Credibility check:”
13 (dichotomized) receive feedback on

e Multivariate regression model initial interpretations
with 3 QOC items that explain from participants
most variance in GRI

Data Merging:

e Array major QUAL themes with 3 QOC items (QUAN)
that represent specific examples of helpful
behaviours AND with highest Pearson r values in
merged analysis table

e Reconsider QUAL findings in context of the 3 QUAN

items

Interpretation:

e Summarize and interpret QUAL and QUAN
results separately

e Discuss how QUAL results enhance

understanding of the importance of

behaviours identified in QUAN strand
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Appendix E. Recruitment Flow Chart

466 Patients screened

373 excluded

e 43 Language barrier

e 166 Cognitive impairment

e 27 Discharge soon

e 101 No endorsed ACP/EOL discussions

e 1<48 hrs since admission

e 11 Too sick/fatigued (per research team assessment)

e 3 Deaf/poor hearing

e 4 Blind/poor vision

e 12 Not approached

e Member of healthcare team felt not appropriate:
o 2 Psychiatric issues
o 3 New diagnosis/patient not yet aware

A 4

93 approached for consent

A 4

1 refusal: family requested no participation (patient too tired)

A 4

92 patients enrolled
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Appendix F. Frequency Histograms for Responses to QOC Items

Number of Responses (n)

ltem 1: Using Words you Understand
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ltem 2; Eye Contact
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Item 3: Answering Questions about lllness and Treatment
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ltem 4: Listening
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ltem 5: Caring AboutYou as a Person
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Item 6: Giving You Full Attention
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tem 7: Talking about Feelings about getting_Sicker
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ltem 8: Talking about Details of Getting Sicker
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Item 9: Talking about How Long You Have to Live
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ltem 10: Talking about what Dying might be Like
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ltem 11: Involving you in

Decisions about Treatments You Want

if Unable to Speak for Yourself
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Item 12: Asking about Things in Life Important to You

30
E
o G0
a
n
c
o
o
n
a
X 40—
Y
=}
|
o
o
E
=
< 20

—_—
] T T T T I 1
0o 200 400 6.00 .00 10.00

Rating (0-10)

161



MSc.

Mumber of Responses (n)

Thesis — A. Abdul-Razzak; McMaster University — Health Research
Methodology

Iltem 13: Asking About Your Spiritual or Religious Beliefs
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Frequency Histogram for Global Rating ltem (GRI)
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Appendix G. Bivariate Correlation Matrix for Items 1-6 and
the GRI on the Quality of Communication Questionnaire

Correlations

Item 1 Item 2 Iltem 3 Item 4 Iltem 5 Item 6 GRI
Pearson 1 524" 202 556 437 4227 577
ltem 1: Correlation
;’:{'J”ga"frds that gi (o 000 055 000 000 000| .000
understand tailed)
91 83 91 91 90 91 91
Pearson 524 1 312 .595 .587 579 .609
ltem 2: Correlation
Looking you in  Sig. (2- .000 .004 .000 .000 .000 .000
the eye tailed)
N 83 84 84 84 83 84 84
Item 3: Pearson .202 312 1 436 496 .354 557
Answering all Correlation
your questions  Sig. (2- .055 .004 .000 .000 .001 .000
about your tailed)
illness and N 91 84 92 92 91 92 92
treatment B B B B B B
. Pearson .556 595 436 1 .719 .733 .602
E?T 4.' t Correlation
Istening to Sig. (2- .000 .000 .000 .000 .000| .000
what you have tailed)
to say N 91 84 92 92 91 92 92
Pearson .437 .587 .496 719 1 .678 .642
Item 5: Correlation
Caring about Sig. (2- .000 .000 .000 .000 .000 .000
you as a person tailed)
N 90 83 91 91 91 91 91
It . Pearson 422 .579 .354 .733 .678 1 579
em 6: .
Giving you Cprrelatlon
his/her full Slg. (2- .000 .000 .001 .000 .000 .000
. tailed)
attention N 91 84 92 92 91 92 92
Pearson 577 .609 .557 .602 .642 579 1
Global Rating  Correlation
l(tggn Sig. (2-tailed) .000 .000 .000 .000 .000 .000
N 91 84 92 92 91 92 92

**. Correlation is significant at the 0.01 level (2-tailed).
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Appendix H. Univariate Linear Regression Plots for Items 1-6

Univariate Linear Regression Plot for Item 1 (Using Words You
Understand) vs. GRI

(Pearson r = 0.58)
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Univariate Regression Plot for Item 2 (Eye Contact) wvs. GRI
(Pearson r = 0.61)
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Univariate Regression Plot for Item 3 (Answering Questions
about Illness and Treatment) vs. GRI
(Pearson r = 0.56)
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Univariate Regression Plot for Item 4 (Listening) vs. GRI
(Pearson r = 0.60Univariate Regression Plot for Item 5 (Caring
about You as a Person) vs. GRI

(Pearson r = 0.642)
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Univariate Regression Plot for Item 6 (Giving You Full
Attention) wvs. GRI
(Pearson r = 0.58)
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Appendix I. Multivariate Regression Modelling for all 20
Combinations of 3 QOC Items

Items in Model

2,3,6

2,3,4

2,3,11

2,6,11

R

.787

L7173

. 751

. 748

.747

. 749

.743

. 740

.7134

.733

.721

L7113

.709

. 705

.691

.682

.671

.663

RZ

.619

.597

.564

.559

.557

.561

.552

.547

.539

.537

.520

.509

.503

.496

477

.465

.450

.439

Adjusted R?

0.

604

.582

.547

.542

.541

.540

.536

.530

.522

.520

.504

.492

.486

.477

.459

.445

.431

.420
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Model (Items 2, 3, 6)

0.662

0.645

Model Summaryb

0.438

0.416

Model R R Square Adjusted R Std. Error of the
Square Estimate
1 .787° .619 .604 1.25917

a. Predictors: (Constant), ltem_6_Full_attention,

Iltem_3_answering_questions_about_illness_and_treatment,

Iltem_2_eye_contact

b. Dependent Variable: Global_ltem

Thesis — A. Abdul-Razzak; McMaster University — Health Research

0.419

0.394

Regression Statistics for Best Multivariate Linear

ANOVA?®
Model Sum of Squares df Mean Square F Sig.
Regression 205.863 3 68.621 43.280 .000°
1 Residual 126.840 80 1.585
Total 332.702 83

a. Dependent Variable: Global_ltem

b. Predictors: (Constant), ltem_6_Full_attention,

Iltem_3_answering_questions_about_illness_and_treatment, ltem_2_eye_contact
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Coefficients®
Model Unstandardized Standardized t Sig. Collinearity
Coefficients Coefficients Statistics
B Std. Beta Tolerance| VIF
Error
(Constant) 1.375 511 2.688| .009
1 ltem_2_eye contact .234 .068 .295| 3.466( .001 .658| 1.519
Iltem_3_answering_questions .243 .055 337 | 4.423] .000 .818| 1.222
Item_6_Full_attention .331 .081 .361| 4.063] .000 .602| 1.660
a. Dependent Variable: Global_ltem
Plot of the Residuals
Dependent Variable: Global_ltem
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