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ABSTRACT

Purpose: Shared Decision-making (SDM) is a style of medical decision-making that
focuses on balancing the relationship between patients, physicians, and other key players.
SDM is purported to improve patient and system outcomes; however, the potential
effectiveness is challenged in part due to gaps in the current literature between theory and
implementation. With my team, | conducted a realist synthesis of SDM literature to
identify “In which situations, how, why, and for whom does SDM between patients and
health care providers contribute to improved patient-centered decisions?” Method: We
conducted a seven step iterative process, including: preliminary theory development,
establishment of a search strategy, selection and appraisal of literature, data extraction,
identification of formal theories, analysis and synthesis of extracted results from literature,
and formation of a revised program theory with the input of patients, physicians, nurse
navigators, and policy makers from a stakeholder session Results: We developed a
program theory comprised of eight complex, interrelated mechanisms, three contexts, and a
single outcome of engagement in SDM. Conclusion: Our realist synthesis produced a
program theory for SDM through the identification of mechanisms which shape the
characteristics of when, how, and why SDM will, and will not, work. This research
hypothesizes that by facilitating high engagement of SDM, medical consultations will lead

to informed, patient-centered decisions.
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CHAPTER ONE
INTRODUCTION

1.1: Statement of the Problem

Historically patients have often been excluded from the treatment decision-making
process. Until the end of the 1970s, patients routinely experienced the paternalistic decision-
making style dominant at the time (1, 2). However, paternalistic decision-making, which gives
decision power to the physician without consideration of patient values or preferences (3, 4), did
not meet the decisional needs of patients (5, 6). Paternalistic decision-making has been
increasingly seen as inappropriate for use in medical decision-making due to historical abuse of
power by physicians combined with increased patient access to information, which created a
social movement of distrust towards physicians (5). Shared Decision-Making (SDM) was
introduced as an alternative style of decision-making in the 1980s to 1990s with the aim of
creating a structure for facilitating patient-centered decisions, as it focuses on the sharing of

power and values between all parties involved (1, 6).

SDM has been implemented and analyzed globally and research has indicated that
patients experience improved outcomes when SDM is applied (7, 8). Such improvements include
increased satisfaction (9, 10), improved affective-cognitive outcomes (11), and reduced
decisional conflict/anxiety (12, 13). However, many gaps still exist in the field of SDM, as
conceptual development (i.e., descriptive frameworks and models) and empirical testing exist
separately from one another rather than informing each other. This has created a disparity
between theoretical understandings and practice. Furthermore, research has not linked how
facilitators and barriers affect patient engagement in SDM, for whom, in what circumstances, or
why. A successful, implementable model of SDM requires that research be done to identify the
nuances of SDM, identifying what works, for whom, in which circumstances, and why.
Accordingly, we have adopted a realist approach to this project, with the primary goal of

building theory around these questions.



1.2: Research Question

The primary research question guiding this work was:

“In which situations, how, why, and for whom does SDM between patients and health

care providers contribute to improved patient-centered decisions?”

The research question was broken down into three sub questions that aimed to unpack the

nuances of SDM:

1. What mechanisms facilitate or hinder patient and health care provider engagement in
SDM?
2. What contexts can affect the expression of the identified mechanisms?

3. What are the outcomes that form between identified contexts and mechanisms?

1.3: Purpose of the Study

The purpose of this study was to conduct a realist synthesis to identify contexts (C),
mechanisms (M), and outcomes (O) within SDM literature as they relate to engagement within
SDM. SDM engagement was chosen as the focal outcome, as this project serves as the first step
towards understanding how SDM works. We believe that an understanding of engagement is a
prerequisite for assessment of further outcomes. A program theory for SDM was developed as
the result of this project in order to create a refined theory of how SDM can be successfully
implemented during medical consultations. Using stakeholder input, we formed a program
theory based on the literature and supported by real-life users, describing how SDM does or does

not work, as well as in which situations and why.

1.4: Theoretical and Analytic Perspective
Realist philosophy acknowledges that the world is real but individual perceptions of the
world shift based on interpretations and social nuances (14-18). Rooted in realist philosophy,
realist research is an emerging methodology that can be applied to both qualitative and
quantitative inquiry. Although popularized in the field of program evaluation (16) realist inquiry

has spread into many fields, including health research (19-22).



As a developing methodology, researchers must understand the historical philosophy of
the approach if they are to produce high-quality findings. Realist methodology stems from its
philosophical backgrounds, including critical and scientific realism (further discussed in chapter
three) (16, 23). Researchers may ground themselves in any realist philosophical background but
must clearly identify the one to which they adhere, ensuring that users of their work will interpret

information through the appropriate lens.

1.5: Definition of Terms
The following operational definitions are used throughout this research project:

Context (C): A pre-existing factor that, when interacting with a mechanism, can influence a

specific event. Contexts can influence the level a mechanism may be expressed.
CMOCs: The configuration of a context, mechanism, and outcome to form a testable hypothesis.

Critical Realism: The acceptance of “... a real world that exists independently of our

perceptions, theories, and constructions [...] while accepting ... [that] our understandings of this

world is inevitably a construction from our own perspectives and standpoint” (24).

Health Care Provider (HCP): Any health service provider involved in the SDM process,

including, but not limited to, physicians, nurses, physical therapists, dietitians, and social

workers.

Mechanism (M): An invisible factor (such as a psychological construct) that often displays itself

in a gradient nature such that it can present differently in each encounter. These agents of change
create regularity for a process which cannot be directly observed (15). For example, a dimmer

switch may cause low light or bright light, depending on how high the switch is turned on.

Mechanism Set: A label applied to mechanisms relating to the same concept but displaying in

varying manners (for example, high versus low anxiety).

Middle-Range Theory: A level of theory abstraction describing uniformities of social behaviour

that can be expanded to form testable hypotheses by configuring features of an intervention
together.



Outcome (O): The product of an interaction between a context and a mechanism.

Program Theory: A theory describing how a program or intervention is hypothesized to work,

including the description of contexts, mechanisms, and outcomes (15). This can exist in multiple
forms: preliminary program theory (initial rough understanding) and revised program theory
(refined theory following a realist synthesis).

Realist Evaluation: The testing of realist hypotheses (i.e., CMOCSs) by iterative analysis and

refining in order to gain a clearer understanding of how contexts and mechanisms interact to

create relevant outcomes.

Realist Synthesis (Realist Review): An examination of literature intended to determine nuances

of a program by unpacking the reasoning(s) and contexts for successful or unsuccessful

implementation.

Retroduction: The process of extracting empirical knowledge to identify theoretical patterns,
which can aid the conceptualization of patterns in data, thereby combining deductive and
inductive reasoning (25). Retroduction links evidence to social theory in an iterative fashion to

combine both theoretical and empirical observations (25).

Shared Decision-Making (SDM): A style of decision-making that balances the power between

health care providers and patients with a focus on creating a treatment decision that both parties

agree on and that centres around the values and preferences of the patient.

Scientific Realism: The “view that theories refer to the real features of the world... refer[ring] to

whatever it is in the universe ... that causes the phenomena we perceive with our senses” (24).

Substantive Theory (or formal theory): Formal theories that have been previously established in

literature and that are descriptive of the underlying reasoning or causation of an action or

process.

1.6: Chapter Summary
The objective of this research project was to identify the contexts, mechanisms, and
outcomes that influence SDM engagement between health care providers (HCPs) and patients.
To better understand these nuances, we employed realist research methods to identify CMOCs in



literature. The following chapters outline the background of SDM and realism, describe the study

methods, present our results, and discuss our findings.



CHAPTER TWO
BACKGROUND LITERATURE

2.1: Shared Decision-making
Shared Decision-Making (SDM) is a form of decision-making that focuses on creating a
balanced relationship between patients and physicians to help them arrive at a mutually agreed-
upon medical treatment decision (1, 26). While previous works have extensively examined
SDM, successful systematic integration is uncommon (27-29). Contexts affecting the SDM
process are often unspecified or poorly described (30), and mechanisms often do not exist in

literature.

Although a fair amount is known about SDM, the relevant literature is limited to
describing its conceptual properties (31-33) or empirical implementation (34, 35). Empirical
literature has begun to identify promoting and inhibiting factors that affect SDM implementation,
establishing subsets of patients who are more likely to prefer the use of SDM, including females
(32, 36, 37), younger individuals (32, 36, 38), and those who have a severe diagnosis (32, 39).
Literature has yet to examine how these factors act to inhibit or promote SDM, as they do not
connect back to the conceptual literature. Conceptual literature is also often not applied to
implementation strategies in empirical studies, resulting in SDM implementations that are not
theoretically supported. As the first step to further understanding how SDM works, we have
focused this synthesis on the main outcome of patient and HCP engagement. We do believe that
further outcomes exist beyond this, but exploration of the facilitators and inhibitors of
engagement is needed for any determination of how to bring about successful SDM

implementation.

No standardized strategy or set of requirements indicates how to implement SDM, but

several consistently acknowledged key attributes of SDM include the following:



o definition and explanation of the decision that needs addressing (32, 40, 41),

e presentation of option(s) (1, 40, 42, 43),

e information and preference exchange (40, 44-46),

e discussion of pros and cons (40, 47, 48),

e discussion of risks (1, 6, 49, 50),

e patient values and preferences elicited with physician knowledge and
recommendations (40, 41, 51-54),

e checks for understanding throughout the process (40),

e the reaching of a mutual decision (1), and

e the fostering of trust in the patient—physician dyad (55-57).

The individuals involved in these discussions vary; many sources focus solely on the
patient—physician dyad (6, 58-61), but recent literature has included other HCPs and patient
supports (such as family and friends) (31, 62). SDM is known to increase patient satisfaction

(32) and treatment adherence (45, 63) when properly implemented.

Research has established that the majority of patients prefer SDM in their decision-
making process (38, 64-66). In one cohort surveyed for their involvement preferences, nearly all
patients (96%) indicated that they wished to have all options presented from their physicians and
in relation to their preferences (37). This desire coincides with a key tenet of SDM — knowledge
and preference exchange (40, 41, 51, 53, 67). Despite these findings, previous studies indicate
that SDM is implemented in approximately a third of consultations (65), significantly less often

than patients desire (68).

When HCPs implement SDM, they should assess the patient’s desired level of
involvement. Previous studies indicate that preference mismatch is likely to occur when HCPs do
not explicitly inquire about patient preferences (5, 65, 69). Patients may also have a preferred
level of involvement for their families. Evidence shows that patient involvement preferences
may vary depending on disease severity (51, 56, 70). Some patients desire high family
involvement, whereas others prefer to make their decision alone (32, 39, 71). Patients may have
different preferences with a less serious disease than they would with an advanced disease (39,

72, 73). HCPs should thus continually check patient preferences throughout their decision-



making process. Preference matching is known to decrease anxiety (8) and create higher
satisfaction with treatment (8) and in life after disease (7). Conversely, research shows that

patients who do not have matched preferences are actively dissatisfied with their care (51, 74).

Although many HCPs support SDM use (52, 75), implementation does not necessarily
correlate to their support level (27, 28, 32). HCPs who choose to implement SDM believe that it
leads to improved clinical outcomes (27, 76, 77), such as increased treatment adherence (63, 78).
Those who do not employ SDM in their consultations often cite fear of malpractice (77) and
extended time requirements as barriers (27, 52, 79). In practice, SDM’s effect on HCP time is
uncertain, with some HCPs indicating that time increases when practicing SDM (63, 80) but
others indicating no change (81). Studies have found that the amount of information exchange
increases as a direct correlation with consultations’ length (82). HCPs who practice SDM and
those that do not have both indicated that training may be necessary for proper implementation
(52, 80, 83).

2.2: SDM in Cancer Care

SDM is also useful in complex care, as its emphasis on value and preference exchange
can help determine the best course of treatment for a patient. Cancer care is often used as an
exemplar of the value of SDM in treating complex diseases, particularly because of the
complexity stemming from having a variety of options (84) with a lack of clear evidence,
potentially high risks, and the multidisciplinary nature of oncology care (85). Patients’ need to
make multiple decisions throughout the process can be overwhelming (84). As technology
continues to progress and new treatments develop, patients are given an increasing number of
options, corresponding with an increased level of decisional conflict and anxiety (4, 18). The use
of SDM can allow patients and HCPs to openly discuss these potential options and how they fit

with a patient’s preferences and values, leading to an informed patient-centered decision.

The natural fit between SDM and oncologic care has resulted in a body of SDM literature
specific to cancer. One study examined the perspectives of cancer patients regarding their care,
satisfaction, and treatment experience (86). 48% of patients did not feel satisfied with the amount
of information they received about their disease and potential options, and a quarter felt as if they
had no options for treatment (86). Notably, 90% of surveyed patients desired written information

yet were not given this option (86). Scarcity of information has been echoed in other studies of a

8



variety of cancer cohorts (51, 87). Some oncology patients report long-term deficits, such as
chronically reduced energy levels (95%) and development of secondary cancers, cardiovascular
complications, and infertility (32%), as a result of their treatment (86). Considering the
possibility of such deficits from treatment, it is important that patients be well informed so that

they can make the best decision for their circumstance.

Slight incongruities have been shown to exist between how patients and HCPs perceive
provided care. Patients often feel that their informational and decisional needs are unmet by their
HCP. Correspondingly, only 56% of oncologists and 69% of surgeons report using SDM in their
typical practice regime (27). Although these self-reported rates are slightly higher than patients
perceive, nearly 90% of both oncologists and surgeons report that they are comfortable
implementing SDM in cancer care (27). This indicates the existence of additional HCP barriers

to SDM implementation.

Examination of complex decisions, such as those stemming from a cancer diagnosis,
along with variability on the HCP level, can help us begin to understand engagement within
SDM. Although this project uses oncologic decision-making as a distinct example of use within
SDM, we also explore decisions outside oncology, such as mental health diagnoses and coronary

care.

2.3: SDM Definitions

Definitions of SDM vary widely (1, 26, 88); however, consistent themes appear,
including patient autonomy, dynamic/interactive exchange between at least two people,
discussion of preferences and values, discussion of options, and mutual consensus. For this
project, | have chosen to define SDM as the style of decision-making that balances the power
between health care providers and patients with the aim of creating a treatment decision that both
parties agree on and that centres on the values and preferences of the patient. Table 1 outlines
selected definitions found within the literature, chosen to highlight the similarities and

differences that exist among descriptions of SDM.



Table 1: Definitions of SDM.
This table outlines the various definitions of SDM found during the literature review conducted
for this project.

Definitions of SDM

(3)  “Patient and physician interact at all stages of the decision-making process. Patient
brings intimate knowledge of health history, illness experiences, tolerance for pain,
lifestyle, personal values and benefits, etc., while physician presents information

regarding the history of the disease and risks and benefits.”

(26) “Simultaneous interactive process between the physician and patient involving
information exchange, deliberation of treatment preferences and determination of

treatment through consensus.”

(1) “Involve at least two people (physician and patient) with family and friends playing

a variety of roles within the medical decision process.”

(64) “Patient engagement in decision-making, use of patient decision aids, and the need
to ensure patients’ understanding of the seriousness of the diseases and available

treatment alternatives (e.g. risks, benefits, and uncertainties).”

(5)  “Process by which patients and providers consider outcome probabilities and patient

preferences and reach a health care decision board based on mutual agreement.”

2.4: Models of SDM
No universally accepted, standardized, and implementable model of SDM is available
(31-33). However, three commonly used models are the Interprofessional Shared Decision-
Making Model (IP-SDM) (cited 1,063 times) (89-92), the Ottawa Decision Support Framework
(ODSF) (cited 477 times) (9) and “Choice Talk, Option Talk, Decision Talk” (original article
cited 941 times) (29). These three models are discussed further hereafter.

2.4.1: “Choice Talk, Option Talk, Decision Talk ”
“Choice Talk, Option Talk, Decision Talk” simplifies the SDM process to an easily

accessible three-stage model (29, 93-95). The first stage, choice talk, requires awareness that a
choice exists, elaboration of treatment options, and justification of each option. This stage also

emphasizes patient values and preferences and explores decisional uncertainty for each option
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(29). Option talk, the second stage, includes the checking of patient and physician knowledge,
discussion of options with focus on harms and benefits, and provision of any decision support
necessary or available to the patient (29). The final stage, decision talk, is focused on the final
decision, including the elicitation of an agreed-upon preference with the opportunity for the
patient to review the options further (29, 93-95). The largest drawback to this model is the sole
focus on the patient—physician dyad. It also does not acknowledge facilitators or inhibitors of
SDM.

2.4.2: Ottawa Decision Support Framework (ODSF)
The ODSF helps guide the development of interventions seeking to support patients and

HCPs and prepare them for an SDM experience (83, 96, 97). ODSF focuses on the decisional
needs of a patient and emphasizes the need for decisional quality (32). To achieve a high-quality
decision, ODSF argues, SDM should address decisional conflict, patient knowledge, patient
values, available supports, decision type, and any patient characteristics that might affect a
decision (32). This model is often adapted for use under specific conditions, such as
cardiovascular disease (97). However, the ODSF is weakened by its limited inclusion of

supports.

2.4.3: Interprofessional Shared Decision-Making Framework (IP-SDM)
IP-SDM is innovative in its emphasis on including individuals outside the patient—

physician dyad (41, 67, 92, 98, 99) (Figure 1). IP-SDM depicts the iterative process of decision-
making, focusing as it does on the development of a patient-centered outcome, and clearly
outlines common tenets of SDM: decision to be made, information exchange, values/preferences
exchange, feasibility, preferred choice, actual choice, and implementation (67). The iterative

nature of IP-SDM replicates the natural progression of a decision-making process.
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Figure 1: IP-SDM (67).
This extracted diagram outlines the IP-SDM model as designed by Légaré and colleagues in
2010.
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IP-SDM is strengthened by the incorporation of social supports (67, 98). This may
increase the cultural appropriateness of this model, as certain communities emphasize the
inclusion of family (100). Social supports may also assist in situations in which a patient has
limited capacity to participate (26), such as in end-of-life care (36).

Attempts have been made to implement IP-SDM in health systems around the world, but
a review of IP-SDM implementation concluded that this model is hindered by several barriers.
One clear barrier was the absence of theory underpinning the model: “[Researchers] identified 15
unique frameworks, none of which described in any detail how teams of health professionals

shared in decision making with a patient” (101). However, this team did acknowledge that
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conceptual building blocks exist and explicitly highlighted the opportunity to refine IP-SDM to

include theory. One aim of this research is to meet this challenge.

2.5: Facilitators of SDM

SDM literature has explored variables that appear to affect the success of SDM.
Facilitators of the process are noted less frequently than barriers, a fact which may stem from a
lack of use of implementation theory. Many identified facilitators are not fully explored for how,
why, and for whom they affect the SDM process, which has created a disparity in understanding
between available literature and successful implementation of SDM. Regardless of the depth of
exploration currently available, generalized facilitators mentioned in the literature are noted in
Table 2:

Table 2: Facilitators for SDM Implementation
Identified facilitators based on the current status of literature

Facilitators for SDM Implementation

Age (5, 32, 36-38, 66, 102-106)
Younger individuals are more likely to prefer
SDM.

Breast cancer diagnosis (32)

Breast cancer patients have been shown to

prefer SDM.

Ethics (52, 99, 107-111)
Professional ethics may encourage HCP use
of SDM.

Education (72,103, 104)

Those who have a higher level of education
are more likely to prefer SDM.

Family / friends / external support (27, 32, 60, 112, 113)

The ability to involve patient supports when
preferred can improve the likelihood of
patients’ preferring SDM use.
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Increase focus on patient—physician

balance relationship

(6,7,32,56, 58,59, 61, 103, 112)

The shared power is likely to facilitate SDM

implementation for patients.

Multiple options

(32)

Having multiple options is likely to facilitate
SDM implementation, there being a more

pressing need to explore each option

thoroughly.
Perception of positive effect on patient (110, 114)
outcomes
Reduced resentment (26)

Higher patient satisfaction with

decisions

(8,9, 26, 43, 111, 115-117)

Reduced decision conflict

(9, 97, 116, 118-120)

Increased patient knowledge

Physician ambivalence about treatment

type

(1, 26, 37, 40, 41, 44-46, 54, 56, 57, 110, 121-
123)
(79)

A physician who does not have a preference
is more likely to implement SDM to
determine patient preference.

Positive effect on clinical process

(29, 43, 112, 114, 124)

An HCP who believes that there are positive
outcomes of SDM is more likely to facilitate

the intervention.

Potential cost savings after SDM

implementation

(95)

A system that views SDM as a source of cost
savings is more likely to implement the

intervention.
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Provider motivation

(112, 114, 125)

An HCP who is motivated to implement SDM
is more likely to implement SDM.

Reduction of the opportunity for

malpractice

(52, 109, 110, 126, 127)

An HCP who believes that SDM can reduce
the likelihood of being sued is more likely to

implement the intervention.

Severe diseases

(32)

Severe diseases that have the potential for
longer-term effects on the patient increase the
likelihood of SDM implementation for both
the patient and the HCP.

Smoking status

(105)

Individuals who smoke are more likely to

prefer to use SDM.

Social class (105)
Higher social class corresponds to increased
preference for SDM.

Specialty (79)

Oncologic, obstetric, and gynecologic

physicians prefer SDM implementation.

Trust between physician and patient

(27,43, 54,61, 79, 118, 128-130)

When trust is established, both parties are

more likely to want to engage in SDM.
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2.6: Barriers to SDM Implementation
Significantly more implementation barriers are described in the literature compared to
facilitators, yet information is lacking that could lead to an understanding of how barriers affect
the SDM process, as well as for whom, why, and in what circumstances. Table 3 provides a
comprehensive listing of barriers to SDM implementation that have been found in the current

literature:

Table 3: Barriers to SDM Implementation
Identified barriers based on a review of the literature.

Barriers to SDM Implementation

Cognitive bias (131)

The first option presented might seem
best regardless of what it is, limiting
SDM implementation.

Comorbidity (27, 36, 77)

Having multiple diseases may make it

more difficult for a patient to engage
due to the need to manage multiple

outcome factors.

Concern about bad outcomes (64, 77, 132)

An HCP who is concerned about
negative professional outcomes (such
as malpractice) is less likely to

implement SDM.

Education (2,52, 79, 131)
Lower education status reduces the
likelihood of successful SDM

implementation.

Funding (3, 109, 133)

Publicly funded health care systems

are pressured to remain economical.
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Health care provider bias

(77,118, 134)

Drive to conduct (3,63)
procedure for
remuneration
Use of power to (55, 135)
persuade patient
Reluctance to (135)
divulge certain
treatment options
Physician bias (111)
against nurses
Willingness to (111)
withdraw life
support

High clinic volume (32, 79, 136)

An HCP at a busy clinic may think
time lacking for implementation of
SDM.

Lack of applicability due to clinical situation

(32, 82, 114)

An HCP who does not think a
situation is appropriate for SDM will

not implement the intervention.

Lack of applicability due to patient

characteristics

(7,27,32,53, 77,114, 118, 133)

An HCP who does not believe that a
patient is able to engage in SDM will

not implement the intervention.

Lack of measurements with which to

determine implementation success

(1, 95)

Lack of clear evidence for how to

successfully implement SDM can
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reduce the likelihood of implementing

the intervention.

Lack of physicians® knowing patients

(79)

In the absence of a pre-existing
relationship, an HCP may feel
uncomfortable engaging with the
patient and implementing SDM.

Lack of training

(27, 32, 52, 54, 124, 127, 132, 137,
138)

An HCP who is not trained in how to
implement SDM is less likely to use

the intervention.

Language barriers

(77, 79, 100)

When the HCP and patient are
separated by a language barrier, SDM

is less likely to be used.

Lower socioeconomic

(5, 47)

Patients who have a lower
socioeconomic status are less likely to
experience successful SDM

implementation.

Older age

(52, 79, 127)

Older patients are more likely to
desire paternalistic decision-making,
believing that the HCP has the most
appropriate knowledge of what will

be best for them.

Patient desire to be a “good” patient

(113, 128, 134)

If a patient wants to be viewed by the

HCP as an “easy” patient or fears
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being viewed as a nuisance, SDM is
less likely to be successfully

implemented.

Patient illness symptoms

Nausea can decrease SDM (86, 138)
participation.
Extremely severe (103)
symptoms.

Patient role uncertainty (113, 124)

When a patient is uncertain how
much he or she is “allowed” to
participate in the process, SDM is less
likely to be successfully

implemented.

Perception of patient cognitive ability

(27,79, 134, 138, 139)

An HCP who perceives that the
patient is not cognitively capable of
engaging in SDM is less likely to

implement the intervention.

Physician (106)

characteristics

An HCP who wishes to perform surgery is more likely to

recommend surgical options, thereby frustrating true SDM

implementation.

Physician—patient (131)

power imbalance

When an HCP does not share decision power with the patient,

successful implementation will not occur.
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Specialties

Cardiologists are less (136)
likely to implement SDM.

Radiation oncologists and (140, 141)
urologists differ in

opinions but often have to

work together, reducing

successful SDM

implementation.

Time constraints (1, 2,27,32,47,52,54, 64, 79, 80,
82, 87, 109, 114, 118, 127, 134, 142-
144)
An HCP who believes that SDM
takes longer to implement than

current practice is less likely to

implement the intervention.

2.7: Substantive Theories Supporting Shared Decision-Making
Previous research has identified substantive theories which may underpin SDM.
Substantive theories are theories that have already been significantly developed, often acting as
grand psychological theories, and that can aid understanding of how key factors work. We have
identified three substantive theories that are potentially relevant to SDM: the Theory of Planned
Behaviour (ToPB), Feeling of Rightness (FOR), and Normative Expected Utility Theory.

2.7.1: The Theory of Planned Behaviour

The Theory of Planned Behaviour (ToPB) is an extended version of the Theory of
Reasoned Action, both developed by Icek Ajzen (145, 146). Both theories are formulated as a
way of predicting individual behaviours, but the ToPB extends the Theory of Reasoned Action
by including the perception of control over a certain behaviour (146). Thus the ToPB
incorporates an individual’s perception of whether he or she truly has the power and control

needed to engage in a behaviour.
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The ToPB postulates that three factors are required for an appropriate and accurate
prediction of whether an individual will engage in a certain behaviour: behavioural beliefs,
normative beliefs, and control beliefs (145, 146). These three belief categories interact with
intent and perception to form attitude towards behaviour, subjective norm, and perceived
behavioural control (147) (Figure 2). At its core, the ToPB is designed to predict an individual’s
behaviour based on that individual’s beliefs, applied social pressures, and level of control within
a given situation. Knowing these three influences on an individual can inform predictions of

whether the individual will enact a behaviour and what that behaviour might be.
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Figure 2: The Theory of Reasoned Action and Theory of Planned Behaviour (147).
The entirety of this extracted diagram depicts the Theory of Planned Behaviour.

FIGURE 4.1. THEORY OF REASONED ACTION
AND THEORY OF PLANNED BEHAVIOR.
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Attitude towards behaviour: The attitude an individual holds towards a behaviour is

determined by behavioural beliefs and evaluation of behavioural outcomes (145). Behavioural
beliefs are the opinions a person has of a certain behaviour (146). These combine with the
individual’s assessment of expected outcomes if he or she chooses to enact the behaviour within
the current context. Together, these form a context-specific attitude towards the behaviour that
can be thought of as the individual’s beliefs about and assessment of the potential effect of his or

her beliefs given the situation.

Subjective norm: Subjective norms are informed by an individual’s normative beliefs and

his or her motivation to comply. Normative beliefs are the expectations of individuals other than
the patient (145), paired with the level of motivation to comply with the beliefs held by others
(145, 146). The resulting subjective norm is the combination of the applied social pressure and
the impetus the individual has to adhere to this pressure.
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Perceived behavioural control: The level of control that an individual believes he or she

holds is determined by the combination of control beliefs and perceived power. Control beliefs
are those existing factors that an individual believes could facilitate or hinder the performance of
a specific behaviour and are paired with the perceived power of said factors (145-147).
Explicitly, if an individual strongly believes that an existing factor will inhibit him or her from
performing a behaviour, then the perceived power of his or her control would decrease. The
perceived behavioural control is thus determined by the combination of these levels of actual and
perceived control.

Behavioural intention: Combining attitude towards behaviour, subjective norms, and

perceived behavioural control, an individual subconsciously forms his or her intentions to engage
in the behaviour in question. This process leads to the actual behaviour engaged in by the

individual (145). This can include choosing not to perform a specific behaviour.

2.7.1.1 Application of the ToPB in SDM
The ToPB has been applied to many different areas, including two applications within

SDM. One study examined how family physicians intend to use SDM based on their attitudes,
subjective norms, and perceived behavioural control, as measured by a questionnaire (148). The
authors sought to identify facilitating factors of physician interest in attending SDM continuing
professional development programs (148). This study is weakened by the lack of integrating
findings into SDM. Although the authors assessed physician intent to implement SDM in the
consultation, physician understanding of SDM and its facilitators were not evaluated. Even
though this research is useful for promoting a professional development program, researchers
must gain a deeper understanding of how facilitators work, as well as in which situations and

why, to further the understanding of SDM.

A second study used the Theory of Reasoned Action, the pre-cursor to the ToPB, to
understand SDM. The authors used the Theory of Reasoned Action to assist in the identification
and validation of norms, beliefs, and behavioural intent with a view to understanding the reasons
men engage with SDM during medically uncertain situations (57). This article identified factors
necessary for an individual to participate in SDM, such as a positive relationship with the HCP.

However, failed to explore how these factors works, as well as in which situations and why.
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Also, the authors did not link the factors back to a framework of SDM to create an applicable

theory within this area.

2.7.2: Feeling of Rightness (Dual-Process Theory of Decision-Making)

A Feeling of Rightness (FOR) is a metacognitive process formulated based on a heuristic
response that results in an analytic process (Figure 3) (149). This response is a construct that is
introduced within a dual-process theories to decision-making. Dual-process theories postulate
that two types of systems are involved in decision-making: system one (heuristic response) and
system two (rationality) (150). The FOR would be an example of system one reasoning, with the
output of the formed heuristic resulting in the necessity for system two reasoning. An individual
will make an assessment about what feels right based on his or her intuition, which will create a

FOR that can be either strong or weak.
Figure 3: Feeling of Rightness (149).

This extracted diagram explains how an individual develops a feeling of rightness and the
resulting outcomes and responses.
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Forming a heuristic response: The formation of a heuristic response is done as a natural

assessment to a stimuli and is completed without any voluntary control — assessments are made
implicitly and automatically (149, 151). These natural assessments are formed by initial
impressions of the stimuli, which can include physical and abstract properties (such as affective
valence, level of expectancy, and level of familiarity) (151, 152). These natural assessments are
also influenced by the individual’s reasoning skills, by how a problem is framed, and by the level

of priming that has occurred (149, 151).

Forming a Feeling of Rightness: The strength of an individual’s FOR is formed by the

initial heuristic response. However, additional determinants assist in the formation of a strong or
weak FOR. The strength of the FOR is dependent on how easily the heuristic response is
accessed or processed by the individual (149, 153). Specifically, those who experience an easily
processed heuristic response will accept it — correctly or incorrectly — without further assessment
(149). A weak FOR may result if an individual has little familiarity with the situation or stimuli,
creating a more difficult retrieval process for the heuristic response. This will create a more

difficult retrieval process and likely result in the individual’s rejecting the assessment.

FOR informing action: Once an individual has formed a FOR, regardless of strength, it

can affect the individual’s action in four ways (149):

1) Acceptance of heuristic with minimal analysis: If the individual forms a
heuristic that he or she believes meets the needs of the situation, he or she is
likely to experience a strong FOR and will not assess the situation further.
Similarly, if the heuristic response results in a strong FOR that an action will not
adequately meet the needs of the situation, the individual will abandon the
process without further analysis (149).

2) Rationalization or justification of heuristic: This result often obtains when the
individual is given more time to understand and analyze his or her initial
heuristic response (149), regardless of strength of FOR. However, it is unlikely
to produce a different result than a less analyzed process (i.e., example number
one) (149, 154, 155), as the individual is simply reasoning that his or her initial

heuristic response is accurate (154).
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3) Reformulation of initial model: When an individual does not trust his or her
FOR (low strength FOR), he or she might aim to reformulate his or her initial
model with the intent of finding a new heuristic response (149). This often takes
a large amount of effort and a high cognitive ability and is less likely to be
chosen (149, 156, 157).

4) Failed reformulation and acceptance of initial response: When an individual
engages in the effort to reformulate his or her initial model but the resulting
heuristic is less plausible than the original, the individual will likely accept his

or her initial response (149).

How an individual interprets a heuristic response, and how the resulting FOR forms,
varies depending on the problem presented to the individual. How familiar and how quickly an
individual forms a heuristic is likely to determine the resulting actions of that individual.
Accordingly, this theory can help predict the behaviour of an individual — but its application in

medical decision-making has yet to be explored.

2.7.3: Normative Expected Utility Theory

The Normative Expected Utility Theory has yet to be linked to SDM, but it has been
connected to general health decision-making literature (158, 159). This theory is often applied as
a means of analyzing decision-making in uncertain situations (159). The Normative Expected
Utility Theory relies on determination of an individual’s preferred course of action dependent on

transitivity and independence, which together form the perceived utility of a decision (159):

Transitivity: The transitivity between multiple options can be comparative. If an
individual prefers option one to option two and option two to option three, then we can

conclude that option one is preferred to option three (159).

Independence: Independence will result in an individual’s having a greater preference
for option one, given a certain probability against option three, than for option two given
the same probability against option three (see Figure 4). Thus option one will be selected

regardless of the probabilities of likeliness.
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Figure 4: Expected Utility Theory: Independence Principle (159).
This extracted diagram demonstrates that given a preference for option a, option a will continue
to be selected over option b, regardless of probabilities between the three options.
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Utility: The utility of an outcome is an individual’s preferences together with the
perceived usefulness that any given outcome will have if chosen. These utilities can be
assessed with reference to the individual’s preferences (158, 159).

While these examples paint an image of concise decision-making, uncertainty of outcome
can add complexity to the decision process. Individuals might, for example, choose a less
preferential option to avoid risk (160). As diagnosis complexity increases, uncertainty raises
correspondingly, reducing preference rankings. Thorough exploration of the options that exist
thus becomes important, as is their connection to the individual’s preference for treatment
options. It is important to note that this theory has been contested in literature as a normative

theory, amid some belief that it does not contain enough detail to be a descriptive theory (160).

2.8: Chapter Summary
This chapter summarized the literature background of SDM. It covered broad
understandings and definitions of SDM, reviewed factors that facilitate and hinder
implementation of SDM, and explored potential substantive theories to underpin SDM. Certain
frameworks were introduced, including the IP-SDM model. This chapter highlighted the
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disconnect found between conceptual models and empirical implementation and the resulting
lack of understanding of how SDM works, as well as for whom, in which situations, and why.
Without an understanding of the nuances of SDM, it is impossible to form a model that can be
adapted to allow for true patient-centered, informed care.
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CHAPTER THREE
THEORETICAL FRAMEWORK

3.1: Realist Philosophy

Realist philosophy, which provides the grounding for this work, is notable for its
amalgamation of positivist and constructivist thinking, which allows users to acknowledge that
although truth does exist in the world, perceptions of this truth vary as a result of social and
cultural effects (16). Within SDM, every decision process varies for each individual and indeed
can vary within individuals from day to day. Using realist philosophy, we can understand the
individual-level interpretation of influencing factors (contexts and mechanisms) and thus come
to an understanding of how different individuals may or may not engage within SDM. This
approach strengthens the contending positivist (which holds that one final level of knowledge is
achievable) and constructivist (which holds that every individual constructs his or her own
meaning) views by encapsulating the individualistic nature that creates a common outcome
among multiple people. That is, it allows for recognition of the individual level of meaning while

accepting a group understanding of a tangible outcome.

Realist philosophy dates to the 1500s, when Francis Bacon first challenged Aristotelian
philosophy, thinking it adequate for discussion but not suited for interventions (161). Throughout
his life, Bacon continued to contest the (then) modern Aristotelian philosophy, in the process
giving rise to the notion of realist philosophy (161, 162). In the 1960s, realist philosophy began
to gain momentum, branching into four key streams (Figure 5). Ray Pawson and Nick Tilley, the
modern-day grandfathers of realist research, have devoted their careers to the debate and
advancement of realist research methodology (15, 16, 84). Furthered by the RAMESES project,
which aims to create publication standards, training manuals, and guidelines for researchers (15,

163, 164), realist research is only just gaining recognition as a research philosophy and tool.
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Figure 5: A Realist Family Tree as Depicted by Ray Pawson (165).
This diagram shows the evolution of realist philosophy since the early 1960s.
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philosophy entails that nonetheless has a consistently agreed-upon base. Realism bridges the

polarizing epistemologies of positivism and constructivism (16). Like positivism, realist

epistemology sees the world as real; however, it also encompasses individual perceptions of the

world, as constructivism does (84). Realist philosophy merges these epistemologies and states

that there is no source of final knowledge: we can only continue to build our understanding of

different perceptions of the world.
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3.1.1: Critical and Scientific Realism
Although several streams of realist philosophy exist, scientific and critical realism are

most commonly referenced. Scientific realism (realist philosophy as described by Dr. Ray
Pawson) has been defined as the “view that theories refer to the real features of the world ...
refer[ring] to whatever it is in the universe ... that causes the phenomena we perceive with our
senses” (24). This is contrasted by Roy Bhaskar’s critical realism (166), which purports that
“...there is a real world that exists independently of our perceptions, theories, and constructions
... while accepting ... [that] our understandings of this world is inevitably a construction from
our own perspectives and standpoint” (24). These two philosophical backgrounds are separated
by the level of information they explore, with critical realism focusing on macro-level social
structures in the hope of understanding what exists (167) whereas scientific realist research
examining micro-level functioning within social structures (168). Researchers should locate
themselves in the philosophical background for their project to help readers understand the

reasoning used in their research.

Before delving into what separates critical and scientific realism, it is important to clarify
what ontology and epistemology are within research. Ontology is the exploration of what exists
based on perceived reality (169). It involves exploration of existing items or structures based on
an individual’s philosophical background. Epistemology builds on this by exploring how we
come to know information (169). It then seeks to uncover how we understand information about
our world and surroundings. To link these two concepts, researchers may explore questions of
whether something exists (exploring the ontology of the item), then follow this up by examining
how we can come to understand that the item exists (the epistemology of how we understand the
ontology). Realist ontology is recursive to reality in that we continually interact with reality (15,
170). Realist epistemology indicates that reality constructs and constrains our interpretation of
reality (15, 170).

Confusion and debate are often sparked in the realist community over these philosophical
backgrounds. Critical realism focuses on the ontological roots of knowing, whereas scientific
realism emphasizes the empirical testing of epistemological knowledge (24, 171). Critical
realism describes our way of knowing compared to scientific realism’s description of how we

obtain knowledge, focusing on analytical perspectives and examining the power relationships
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within society with a partisan frame (170). Scientific realism follows a more traditional focus in

relation to scientific process, requiring the formation of hypotheses which are tested through

empirical observation and generalizations for the formation of a theory which can be analyzed

retroductively through new hypotheses (170). Exploration of mechanisms allows us to explore

the ontology level of our reality, constrained as it is through epistemological contexts. Table 4

outlines popularly referenced definitions of and assumptions about both philosophies of realism.

Table 4: Critical and Scientific Realism Comparison
This table presents definitions of and key assumptions concerning both critical and scientific

realism.

Critical Realism

Scientific Realism

Definition

“Critical realist philosophy of sciences

starts with the assumption that reality

exists independently of human observers.

Critical realism sees this as the
fundamental justification of the practice
of science ... It emphasises that causes
always exist in open systems where
multiple causal forces interact and
counteract in complex ways and where
individual causes cannot be isolated as in

a laboratory experiment” (172).

“Principles of our best scientific
theories are true and ... we are
warranted in accepting the entities
they postulate ... Scientific realism
is, therefore, a philosophical
position. In the simplest sense,
realism means a belief in the

independent existence of reality”
(171).
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Table 4 Continued: Critical and Scientific Realism Comparison

Critical Realism

Scientific Realism

Core assumptions

“I1. Causes exist as
(ontologically) real forces in
the world around us and causes
are ubiquitous (‘nothing comes

from nothing’).

2. Many causes are
unobservable and the
empiricist observation-based
approach to causal analysis is

problematic.

3. Causes do not work in
“when A, then B” manner and
always exist in complex causal
contexts where multiple causes
interact and counteract with

each other.

4. Social causes are of many
kinds: from reasons and norms
to discourses and social
structures. Interpretation is
central to causal analysis in

social science” (172).

“I1. “Theoretical terms” in scientific
theories (i.e., non-observational terms)
should be thought of as putatively
referring expressions; scientific theories

should be interpreted “realistically”.

2. Scientific theories, interpreted
realistically, are confirmable and in fact
often confirmed as approximately true
by ordinary scientific evidence
interpreted in accordance with ordinary

methodological standards.

3. The historical progress of mature
sciences is largely a matter of
successively more accurate
approximations to the truth about both
observable and unobservable
phenomena. Later theories typically
build upon the (observational and
theoretical) knowledge embodied in

previous theories.

4. The reality which scientific theories
describe is largely independent of our
thoughts or theoretical commitments”
(168).
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Faced with this philosophical dichotomy, | adopted a scientific lens for this project, believing
that there is a level of truth in the world but that how we perceive and make sense of truth is
what results in our knowledge. For example, one may believe that a chair exists while
acknowledging that perceptions of its use are developed through social constructs. As this project
focuses on the formation of a theory through testable hypotheses which can be evaluated through

empirical observations, scientific philosophy seemed to align most with its goals.

3.2: Chapter Summary
This chapter outlined the philosophical background of realist research, including the
historical development of this epistemology, and summarized the current divide within the realist
community between critical and scientific realism. The following chapter discusses how this
philosophy formed into an analytical framework, as well as the methodologies possible under the

umbrella of realist research.
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CHAPTER FOUR
ANALYTICAL FRAMEWORK

Two main methodologies of realist research exist: realist synthesis and realist evaluation

(15, 16, 24, 84). As described by Ray Pawson, “Realism is a methodological orientation, or a
broad logic of inquiry that is grounded in the philosophy of science and social science” (173).
The best practice for conducting realist research begins with a synthesis and builds towards
evaluation of the developed program theory in specific contexts with a view to testing
hypotheses (164). Faced with constraints of time and feasibility constrictions most researchers
select one type (i.e., synthesis or evaluation) as part of their larger research program (20, 21, 174,
175). This project uses a realist synthesis to build an initial understanding of how SDM works, as
well as for whom, in which situations, and why. A realist synthesis is the appropriate approach
because no true SDM theory has yet been formed. This program theory may later be tested
through evaluation projects. This chapter will focus on the methodology (realist synthesis) used

in this project.

4.1: Realist Syntheses
Realist syntheses, also known as realist reviews, are used as a method for reviewing
current literature in the field of interest. Realist syntheses explain how a program works by
unpacking how complex programs are successful or unsuccessful and how varying contexts may
affect program success (84). The product of a realist synthesis, the program theory, is formed
with testable hypotheses that allow researchers to identify how, for whom, and in which contexts

a program is understood to work (16-18, 173).

Realist syntheses extend their use beyond a traditional literature review in several ways.
First, and most relevant, realist syntheses explore causal factors rather than limiting themselves
to contextual factors and their corresponding outcomes. That is, realists extend the traditional
linear thinking of “A = B” to “A = B because of C”. Such an approach allows a significantly
deeper exploration and understanding of how programs and interventions works, allowing

determination of the why and how. This, in turn, allows the formation of program theories
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derived of testable hypotheses, whereas a traditional review may only speculate at contexts of
certain outcomes. Secondly, realist syntheses incorporate the use of grey literature (literature
outside peer-reviewed articles) and assess rigour and relevancy when judging the quality and
nature of a source rather than using stringent criteria by which systematic or Cochrane reviews
are bound. Furthermore, realist syntheses encourage the use of stakeholders in an active phase of

the research process in which to confirm, refine, or refute analysis.

The backbones of realist research are contexts (C), mechanisms (M), and outcomes (O).
Realist researchers use realist syntheses to identify specific Cs (pre-existing factors) that interact
with Ms (often invisible factors) to trigger an O (a product modified by the presence of certain
contexts and mechanisms). When put together in the configuration of C + M - O (CMOC),
hypotheses are formed to explain a certain piece of a project that can later be tested. CMOCs are
often identified to understand the facilitators and barriers for program success (15, 84). To assess
a program, realist questions are formed in a specific fashion to uncover in which situations, who,

how, and why (or why not) a program works.

Guided by realist epistemology, realist research uses hypotheses to build and evaluate
realist program theories. These are similar to frameworks and allow program users to understand
how different outcomes are generated for different groups in specific circumstances. Currently,
two factions exist in the realist community regarding how program theories are conceptualized
(16, 175, 176). The first holds that each body of research can produce multiple program theories,
with each depicting a single hypothesis of how the program at hand works. Explicitly, a program
theory consists of one CMOC. The opposing side interprets the program theory as a complete
view of all hypotheses of the program. Specifically, all CMOCs are included in one all-
encompassing program theory. Researchers must locate themselves in one of the foregoing early
in their research, for a reader who assumes that a manuscript follows the “one CMOC, one
program theory” formula might then be expecting multiple program theories to appear within a
paper. | adopt the second explanation, with program theories encompassing all CMOCs of a

project.
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Ideally, a program theory fills the specified scope and depth of the research question at
hand (15). Program theories should clearly outline CMOC:s that the synthesis has indicated
promote or inhibit a specific intervention. Each CMOC can lend itself to becoming a hypothesis
for future studies, leading to further refinement of the program theory. Contexts, mechanisms,
and outcomes within these CMOCs are further able to adapt within different situations: a
mechanism in one situation may act as a context in a second situation, creating a “ripple effect”
(175). Mechanisms can express strongly or weakly depending on preceding contexts, forming a
potential gradient nature.

Realist researchers use CMOCs abstracted at the middle-range theory level. Middle-range
theories articulate regularities of behaviour in a form that allows for testable hypotheses and
causative explanation of an intervention (16, 18). As defined by sociologist Robert Merton,
middle-range theories are abstracted only to the point at which they are still able to be observed
and at which they can still be incorporated into propositions (177). Identifying and building on
middle-range theories will assist in ascertaining the nuances necessary to improve quality of care

(177) and is critical for broad, effective SDM implementation.

The Realist and Meta-narrative Evidence Syntheses: Evolving Standards (RAMESES)
project was initiated to ensure that realist researchers adhere to a standard of quality and rigour
(15, 163, 164, 178). The standards defined by RAMESES outline seven key areas that
researchers should consider when conducting their research (15, 163, 164):

1) The research problem:

The research problem must be oriented around the essential philosophical elements of
realism: what works, how, why, for whom, to what extent, and in what context (15).
Furthermore, researchers are strongly encouraged to explain their justification for

choosing a realist synthesis to answer their research question.

2) Understanding and applying the underpinning principles of realist syntheses:
Once researchers have framed their question(s), they should apply realist synthesis
principles (15). To do so, researchers must undertake an iterative review that allows

for testing and refinement during the analytic process.
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3) Focusing the synthesis:
Researchers must be purposeful when focusing the breadth and depth of their
synthesis. Refining the review scope is critical, as the philosophy of realism indicates
that no knowledge is final, and thus an infinite number of CMOCs can be formed (16,
84, 173). Without focusing the synthesis, there is likely to be far too much to cover,
blocking necessary detail from being uncovered.

4) Constructing and refining a realist program theory:
Researchers must then develop the initial program theory, which can follow a realist
program theory structure (i.e., CMOCS) but is not restricted to doing so.

5) Developing a search strategy:
This standard introduces one of the differences between traditional systematic
reviews and realist syntheses: realist syntheses encourage the consideration of non—
peer-reviewed articles (19, 163, 175). Documents may be taken from a broad range of
locations, often even outside traditional review boundaries. Sources other than peer-
reviewed journals, referred to as grey literature, can include internal documents,
blogs, and other non-traditional sources.

6) Selection and appraisal of documents:
Realist syntheses use two conditions to appraise a document, regardless of whether
they are traditionally sourced or grey literature: relevance and rigour (164). Rigour
refers to the credibility and trustworthiness of a source, whereas relevance is in
relation to the synthesis topic.

7) Data extraction:
Data extraction includes identifying Cs, Ms, and Os as well as demi-regularities in the
data and middle-range theories (15, 23).

8) Reporting:
Researchers may report findings in a variety of venues (e.g., reports, articles,
websites) but should do so according to RAMESES syntheses publication guidelines
to ensure the plausibility and coherence of findings (163, 164).

Although RAMESES provides a clear idea of what is required to produce a high-quality
realist synthesis product, it does not describe specific methods for reaching these objectives. For
example, the authors briefly discuss data extraction (15) without detailing information regarding
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how this should be completed. Accordingly, many researchers have taken these guidelines and
adapted them into working models with which to conduct realist syntheses. Using such protocols
requires researchers to critically appraise the proposed steps with relation to the RAMESES

guidelines to ensure their consistency and quality.

One excellent example of adapting the RAMESES guidelines and following Pawson’s
depiction of realist syntheses (84) is Molnar and colleague’s 2015 work examining the effect of
unemployment insurance on health and poverty status (179). Molnar et al. begin their paper by
justifying the fit of a realist synthesis with their research question and developing an initial
program theory. The article’s main strength is the logic flow chart developed to guide their work
(179) (Figure 6). This chart not only outlines their six-step process (initial theory development,
search strategy, selection and appraisal of documents, data extraction, analysis and synthesis
process, presentation and dissemination of a revised theory) but also further expands to include
the methods for each step in their iterative process (179). The authors outline their data
extraction tool in sufficient detail for others to adapt it for their own projects, laying out clear
steps that link extracted data with synthesized CMOCs to provide the utmost transparency in
their findings — important in this developing field as a way of ensuring that researchers external

to the realist community can interpret and appraise the quality of research.
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Figure 6: Process for Conducting a Realist Synthesis (179).

This figure outlines Molnar and colleagues’ recommended procedure for conducting a realist
synthesis.
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Following these steps, research complies with both RAMESES guidelines and Pawson’s
original depiction of the process. This should assist in the formation of a strong theory-based

program theory. Researchers can then continue to test the resulting program theory to confirm,
refine, or refute findings in varying circumstances.
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4.2: Chapter Summary
This chapter outlined the current understanding of realist syntheses and presented a
framework for performing a successful synthesis. Furthermore, it outlined the RAMESES
guidelines for a successful synthesis, used to guide researchers’ efforts to ensure the quality of
research projects. The following chapters describe our application of realist philosophy and
synthesis methodology to conduct our own synthesis and form a program theory for SDM. This

will include slight adaptations to Molnar’s process outlined above.
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CHAPTER FIVE
METHODS

5.1: Chapter Introduction
The research team comprised clinicians (a surgical oncologist and a psychologist) (GG

and LM), content specialists (TW [thesis author], TC, and LB), methodology specialists (GW), a
health sciences librarian (VD), and other researchers (SN). Our study protocol has been
published separately in the journal Systematic Reviews (18). Some excerpts of that paper have
been used within this chapter and are referenced accordingly. While allowing publication in this

thesis format, the authors still maintain the copyright of this document.

5.2: Methods Overview
We followed Molnar’s interpretation of Pawson’s realist synthesis process (84, 179),

adapting it to incorporate participatory involvement (176) (Figure 7) and RAMESES realist
synthesis training guidelines for an “excellent” program theory (15, 163, 164). This adaptation
resulted in the following steps: 1) preliminary program theory development, 2) search strategy
development, 3) selection and appraisal of literature in accordance with realist methodology (15,
164), 4) data extraction, 5) identification of substantive theory, 6) data analysis and synthesis,
and 7) formation of a revised program theory with the input of stakeholders (18). As part of our
seventh step, we consulted with stakeholders to ensure that the program theory accurately

reflected real experiences with the consultation process.
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Figure 7: Realist Synthesis Process (18).
This figure depicts the seven-step iterative process we undertook to conduct this realist synthesis.

Step 1: Preliminary Program
Theory Development

Step 2: Search Strategy

Step 3: Selection and
appraisal of literature

Step 5: Identification of substantive
theory

Step 6: Analysis and
Synthesis

Step 7- Revised program
theory

Adapted from Molnar et al (2015)

5.3: Preliminary Program Theory Development
TW developed a preliminary program theory after conducting a scoping literature review

(180). A scoping review targets specific bodies of literature and in this case was used to arrive at
an initial understanding of literature. This outlined the outcomes of SDM implementation based
on an overview of the literature (appendix A). We developed our study hypotheses and an in-
depth search strategy using this preliminary program theory. Our team decided to use IP-SDM as
the conceptual basis of our research, as it incorporates HCPs beyond the physician and states that
others can, and indeed should, be involved in the decision-making process. Dr. Gill Westhorp, an
internationally recognized realist expert, assisted in hypothesis formation from this preliminary
program theory. Following this collaboration, we were able to refine our search strategy.
However, without conducting a full review, we were unable to fully understand how SDM

worked.
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5.4: Search Strategy Development
We developed a search strategy designed to encompass SDM literature since its

popularity of the 1980s. In doing so, we began with a purposive search conducted using Medline
and Google Scholar, so defined because we targeted articles focused on SDM and looked for
those sources providing the most valuable information. Our search terms included shared,
collaborative, decision-making, informed, oncology, cancer, treatment, patient(s), physician(s),
clinician(s), theory, development, model(s), and framework(s) (Figure 8). TW and VD completed
a secondary search through Medline using an adapted search strategy. These expanded terms
included choice behavior, decision making, decision, choic* or preference*, patients, or
inpatients, or outpatients, patient dropouts, or exp survivors, consumer participation, consume*,
conceptual framework, framework™*, decision theory, and model* (Figure 9). We targeted cancer
decision-making for its known applicability to complex decision-making but did not exclude
decision-making outside this context. All identified sources were stored within EndNote™
(Clarivate Analytics).
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Figure 8: Initial Medline Search Strategy.
Extended search strategy conducted using Medline.

1. Choice Behavior

2. Decision Making'

3. decision®.mp. [mp=title, abstract, original title, name of substance word, subject heading word, keyword heading word, protocol
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supplementary concept word, rare disease supplementary concept ward, unique identifier]

14. heslth personnel’ or exp sllied health personnel’ or caregivers’ or faculty, medical’ or faculty, nursing’ or health educstors/ or
medical staffl or exp nurses/ or exp nursing staffl or personnel, hospital’ or exp pharmscists/ or exp physicians!

15. 1or2or3ord
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Figure 9: Secondary Medline Search Strategy.
Search strategy conducted for scoping review using Medline.
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TW performed snowball sampling techniques to extend the reach of our literature search.

Snowball sampling includes examination of documents based on key authors in the field, such as

Drs. France Légaré and Dawn Stacey, as well as examination of highly cited sources (181). This

method of secondary sampling, which allows researchers to capitalize on expert knowledge that

may be missed in the primary search (181), ensured that we examined leading papers in the SDM

field.
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In accordance with RAMESES guidelines, we incorporated grey literature into our
search. Grey literature was sought from North American health jurisdictions, including our local
provincial health region. The benefit of using grey literature is the ability to see the inner
workings and current use of interventions in a level of detail not often covered in academic

sources (173).

5.5: Literature Selection and Appraisal
Literature selection and appraisal was conducted by TW and TC. Involvement of a

second reviewer reduces the potential of selection bias. Selection criteria included: “1) exchange
between a patient and/or patient’s family and a health care provider; 2) a clinical situation where
the patient is legally competent to make their own decision; 3) adult patients (18 years or older)
making decisions about their own medical situation; 4) sources from 1980 to present; 5) English-
language sources only (due to the language constraints of our team)” (18). We excluded sources
that focused on situations in which a patient would be unable to participate in his or her own
decision-making process, including, but not limited to, end-of-life care, pediatric decision-
making, reduced competency, and dementia, all of which situations require a surrogate decision-

maker.

In addition to the above selection criteria, reviewers also examined the relevancy and
rigour of each source. This was accomplished through the use of a realist resource — Pawson’s
criteria of relevance — able to guide researchers in their assessment of quality (15). Relevance
was determined by the applicability of the source in relation to the research question at hand.
Rigour was defined as methodological appropriateness chosen to assess the source’s research
question (15). We applied RAMESES guidelines for conducting a realist synthesis, following the

requirements for an “excellent” product (15, 164).

We completed screening in an iterative fashion that allowed for refinement throughout
the process. Our first round included title and abstract review, followed by full text review. Grey
literature files were reviewed in full, there being no abstract to review. When disagreements
arose between reviewers, the source was sent to a third reviewer (GG) to determine source

inclusion.
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5.6: Data Extraction
Data extraction was completed by TW and TC to ensure that no extraction bias occurred.

Each source was independently read in full by each member, who identified and extracted all
relevant outcomes. We identified contributing factors (contexts and mechanisms) for each
outcome in the form of explanatory accounts (EA), or “if-then” statements phrased as follows: if
“x” occurs, then “y” results (18, 174, 182). Although this structure can result in a positivist result
(“A = B”), we strived to include mechanisms when possible (“A + C = B”). EA statements may
or may not contain all three aspects of a CMO configuration. Extraction of EA statements
allowed a close examination into the causal forces and corresponding contexts to determine each

outcome.

Each extracted EA statement was inserted into an extraction template. Information
gathered in the extraction template included “1) article bibliographic information; 2) relevant
study/document notes (its relevance to the program theory); 3) country of study/document; 4)
focus/sample of study/document (including if the focus is on patients, health care provider, both,
or systematic factors); [and] 5) if a research article was empirical or theoretical...” (18).
Relevant middle-range theories existing within the literature but outside a CMOC were extracted

as EA statements as well. The extraction template was managed using Microsoft Excel.

5.7: Identification of Substantive Theories
TW and TC identified substantive theories from literature as they were noted throughout

the data extraction phase. This was achieved by noting any substantive theory sources linked to
SDM. Literature on substantive theories of decision-making was also sought by TW to determine
other possible theories that had yet to be linked to the SDM literature. This method of
substantive theory identification aligns with RAMESES realist synthesis guidelines (176). Each
substantive theory was examined to determine fit once the revised program theory was

developed.

5.8: Analysis and Synthesis Process
Demi-regularities within the EAs were identified with the intent of forming thematic

groupings. Demi-regularities are sequences that hold truthful meaning over a certain scenario or
period of time but that do not hold true under other situations (183, 184). These could be on the

context, mechanism, or outcome level. Identifying such regularities in the data is important for a
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realist synthesis, as it assists in the identification of mechanisms that predict successful, or
unsuccessful, outcomes (179). Researchers (TW and TC) identified these demi-regularities and
formed thematic groups. Each EA statement was sorted into relevant thematic groups, creating a
consolidated account of EA statements. When more than one relevant thematic group was
identified, the EA was sorted into both. Thematic groups were further classified to determine
whether they acted on patients, on HCPs, and/or at a system level. Retroductive analysis of these
groups allowed us to identify key mechanisms within the literature, using EA as our extraction

tool.

Researchers retroductively synthesized thematic groupings into CMOCs to determine
how the procedural steps of IP-SDM (67) work. We identified mechanisms that affect SDM, the
variability in their expression, and the relevant contexts that change how a mechanism unfolds.
Upon completion of this process, our team used content expertise to determine which
mechanisms were considered “key” to our final outcome of engagement of SDM. Key
mechanisms are those that strongly affect the process and that may promote or hinder the process
depending on the consultation (18). Key CMOCs were used to revise the program theory in order

to assess its accuracy with stakeholders.

5.9: Stakeholder Input and Dissemination of Revised Program Theory
Upon completion of the initial revisions to the program theory, we consulted two

internationally recognized content experts — Dr. Gill Westhorp and Dr. France Légaré — to ensure
that the program theory aligned with both realist and SDM standards. Dr. Westhorp was
consulted during a week-long intensive in which the research team collectively worked through
the program theory to ensure that it adhered to RAMESES guidelines and presented a full
program theory with appropriate contexts, mechanisms, and outcomes. We further consulted
with Dr. Légaré, the Canadian Chair of Shared Decision-making, during a one-day meeting in
Quebec City that included Dr. Légaré, her team members, and consultants from Denmark.
During this meeting, Dr. Légaré’s team reviewed the program theory and offered feedback on the
SDM processes. Notably, Dr. Légaré is one of the co-developers of IP-SDM.

Following expert consultation, we conducted a stakeholder group targeting those
potentially affected by SDM, including two representatives from each of the following

categories: oncology patients, nurse navigators, policy-makers, physicians (an oncologist and a
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family physician). While realist syntheses do not require researchers to conduct stakeholder
sessions, we believed that it necessary to consult with individuals who had experience in the
medical decision-making process and who thus could provide preliminary verification of our
findings. A previous study identified that the addition of such knowledge users was able to assist
in: 1) identification of active components within an intervention, 2) a full description of how
interactions influence success of an intervention, 3) location of areas where the literature is
inadequate or inaccurate, 4) identification of immediate outcomes, and 5) differentiation of levels
of a given context in relation to the intervention (185). Accordingly, we believe that this added

strength to the overall product of our realist synthesis.

Ethical approval was sought and granted from the University of Saskatchewan
Behavioural Research Ethics Board (BEH # 16-456) prior to the conducting of stakeholder
sessions. This included approval of participant recruitment, data collection methods, participant
compensation, participant data security and storage, acknowledgement of potential harms and
mitigation strategies, transcript release forms, consent forms, and the stakeholder guide. Patient
participants were compensated $100 for their time, but HCPs and policymakers were not
financially compensated, for accepting compensation would have conflicted with their
professional contracts. All participants were provided dinner.

The stakeholder session was audio-recorded and conducted through a semi-structured
guide. Prior to the beginning of the session, three members of the research team (TW, GG, and
TC) gave a twenty-minute lay presentation on the topic of realist research and our program
theory. We then began the formal session, which explored topics ranging from program theory
completeness and appropriateness to language used (Figure 10). We encouraged open
conversations between stakeholders and allowed the discussions to flow organically, interjecting
only when clarification was needed. We probed further, if necessary, only after stakeholders had
fully discussed their opinions on a topic. Stakeholders were given the opportunity to comment on
the overall program theory if they had thoughts that had gone unaddressed during the session. All
stakeholders were encouraged to contact TW if they had additional thoughts after the formal

closure of the session; however, no stakeholders took the opportunity to do so.
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Figure 10: Semi-structured Stakeholder Guide.
This figure depicts the complete stakeholder guide used for the stakeholder session.

UNIVERSITY OF SASKATCHEWAN

College of Medicine

MEDICINE.USASK.CA

Stakeholder guide

Development of program theory for Shared Decision Making: A realist review protocol

Thank vou for joining us todayv to talk about how decisions are made for medical treatments.
Before we begin let’s go around the table and mtroduce ourselves and briefly describe the type
of expenience we have for decision making in the health care system, be it a patient, health care
provider, or on the policy side. I'll begin,

[Introductions)

Thank vou evervone for introducing vourselves. The first thing do 1s review an image of how
our team believes decision making might work. We are aiming to create an improved model of
Shared Decision Making. This means that the patient and the health care provider team
exchange knowledge, values and preferences to make a decision that is informed and patient
centered. So far our team has gone through literature on Shared Decision Making and through
review have created this model to explain how we believe 1t might work. We would like vou to
tell us vour initial reactions, whatever comes to mind first. [Show and explain model]

[D1scussion about initial reactions)

Now we want to discuss if yvou think that this model shows how the decision process works
* How does the model match what vou have experienced?
o  How do vou see vourself fitting into the model? Does it change based on if vou
view it as a patient or as a health care provider (if relevant)?
o In what ways is the model different from vour experience?
¢ Do vou feel like this 1s what vou would want to see in the decision process?

o  What do vou think should be added?
o Are there things that are included that should be removed?
*  Are the influencing factors that we have outlined representative of factors that mav
strongly impact the decision process?
o What do vou think about the factors identified?
*  Does the terminology resonate with vou?
o  How would vou define the influencing factors?
o Would vou recommend different language to be used?

The session transcript was transcribed by the University of Saskatchewan’s Social
Science Research Laboratory (SSRL). TW reviewed the transcript for accuracy. All data were
imported into NVivo 11 and were coded as confirming, refining, or refuting the program theory.
“Confirm” was used for opinions that were in agreement with the proposed definition, existence
of the CM/O, placement of the CM/O, and/or adequacy of description. “Refine” was applied
when stakeholders indicated partial agreement but suggested slight modification (e.g.,

reclassification or adjustment of a definition). “Refute” was used when stakeholder(s) did not
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believe that a specific part of the program theory was appropriate and preferred full removal of
the item. Stakeholder recommendation for a new aspect was coded as “refine: overall program
theory”, while any other aspect was coded with direct correlation to the aspect of the program

theory being discussed (e.g. “Confirm — Trust”).

All coding followed retroductive techniques, consistent with realist evaluative processes
(32). Retroductive techniques differ from the processes and outcomes that researchers expect
from either an inductive or a deductive approach. Retroductive analysis requires researchers to
approach the data with assumptions while seeking to identify the contexts that satisfy or
dissatisfy the assumption (186, 187). Using theoretical inferences researchers are able to form a
priori knowledge about their preceding assumptions, allowing the formation of a theoretical
framework development (186). The code manual was approved by senior researchers on the team
(GG, LM, and TC), and the full results were discussed as a collective. At this time, stakeholder
feedback was integrated into the program theory. This was completed by TW and was followed

by team verification.

5.10: Revised Program Theory Refinement
The initial revision of the program theory was created through development of CMOCs

and the gaining of understanding of these processes. The initial revised program theory was
created by TW and was iteratively reviewed until it was believed to adequately and succinctly
reflect the current standing in literature, based on our analysis. The program theory was then
graphically created in Microsoft PowerPoint by TW. This version was refined by our team for
graphic clarity. At this point, the majority of revisions were aesthetic (e.g., colour changes).

Further revisions underwent the same process and were also created using Microsoft PowerPoint.

5.11: Chapter Summary
This chapter summarized the methods undertaken to answer the thesis question: “In

which situations, how, why, and for whom does SDM between patients and health care providers
contribute to improved patient-centered decisions? ” The seven-step iterative realist synthesis
process allowed us to form a program theory for SDM and a preliminary test with stakeholders to
confirm, refine, or refute our analysis based on current literature. The formation of this Revised

Program Theory required us to draw on a wide base of literature, content experts, and ongoing
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retroductive analysis. The following chapter will outline the results of this process, ending with

the Revised Program Theory.
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CHAPTER SIX
RESULTS

6.1: Chapter Introduction
This chapter details the results of the seven-step development process undertaken to form

a Revised Program Theory of SDM. The results of this project have been submitted for
publication in a separate manuscript in Health Services Research but have yet to be accepted at

the time of this thesis’s publication.

6.2: Preliminary Program Theory Development
TW completed a scoping review and formed a preliminary program theory (supplemental

A) to gain an initial understanding of SDM. The preliminary program theory was a complex
program incorporating environmental and societal factors, involvement of patients, health care
providers, and patient personal support, as seen in the literature. This diagram began at the point
of accessing health care (or the patient’s choosing to not access health care) and continued
through the SDM process, demonstrating primary and secondary outcomes of SDM

implementation.

6.3: Search Results and Selection and Appraisal of Documents
Our search resulted in 1,310 references through both the original and expanded search

strategies. Several rounds of screening were conducted, with 198 documents undergoing full text
review and 110 total articles remaining after screening (Figure 11) (full list of articles available
in appendix B). The retained articles represented global findings but were highly concentrated in
North America and Europe: Australia (6), Belgium (1), Canada (81) Europe — general (4), France
(4), Germany (8), multi-country (10), Netherlands (9), Spain (2), Sweden (5), Switzerland (7),
United Kingdom (34), United States (102), and Wales (21). The literature search was conducted
by TW and VD. Literature selection and appraisal was completed by TW and TC.
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Figure 11: Screening and Mechanism Formation Process.
Article screening and development of key mechanism sets by total count
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6.4: Data Extraction
Data were extracted in the form of explanatory account (EA) statements. EA statements

were extracted from any relevant portion of a source and were conducted by two researchers
(TW and TC). A total of 294 EA statements were formed as a result of this process (appendix C).
No pre-existing middle-range theories were found in CMOC format, and very few documents
had a complete middle-range theory that contained all portions of a CMOC. Mechanisms were
often not identified in the literature and had to be inferred or determined through multiple papers

that created overlapping CMOC:s.

Four categories of EA statements emerged: health care professionals (n = 180 EAS),
patients (n = 374 EASs), both health care providers and patients (n = 81 EAs), and system factors
(n =10 EAs). Within these categories, EA statements were sorted according to thematic groups
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(i.e., demi-regularities identified within each EA category), resulting in 61 thematic groupings

between the four categories.

EA statements were sorted into all thematic groupings found relevant on a non—-mutually
exclusive basis. Doing so exaggerated thematic groupings and category totals when compared to
the extracted EA statements. Appendix D provides a full list and counts of EA thematic

groupings.

6.5: Identification of Substantive Theory
Several substantive theories were identified in the SDM literature (appendix E).

However, our research team did not believe that the majority of these adequately explained the
underpinnings of extracted CMOCs, as they did not elaborate on how SDM works, for whom, in
what circumstances, or why. The exception was the Theory of Planned Behaviour, by Icek Ajzen
(145, 146), which was identified in two papers (57, 148).

Two other theories were identified through additional searching in medical decision-
making literature: the Feeling of Rightness (FOR) (152) and Normative Expected Utility Theory
(158). However, each theory was found to explain only segments of the program theory. In
combination, we believe that these three substantive theories depict how CMOCs are

underpinned, causing mechanisms and outcomes to vary in expression.

6.6: Analysis and Synthesis
Our research team analyzed all extracted EA statements by thematic groupings to identify

CMOCs with the intent of forming a synthesis of key mechanisms. Key mechanisms were those
believed to hold the most causal powers based on clinical and content expertise. This process
was piloted during a week-long intensive session attended by the entire team. Each author
examined all patient thematic groups and formed CMOC:s as a collective. This process was

repeated by TW and TC for the remaining three categories.

A total of 55 mechanisms were formed from this analysis and synthesis process
(appendix F). These mechanisms were kept in their original categories: health care provider (33),
patient (17), health care provider—patient interaction (3), and system (2). At this point in our
analysis, we formed our expanded IP-SDM mechanism map (appendix G) outlining the 55

mechanisms and depicting how they interact with the IP-SDM process. This was done by placing
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mechanisms above or below the previously published IP-SDM steps (62, 67), corresponding to
whether the literature described them as promoting or hindering SDM. Each mechanism was
placed in line with where it was first believed to arise as a factor in decision-making, based on
our analysis of the literature. The IP-SDM process was slightly adapted, based on the literature,

to more explicitly explain the feasibility and preferred choice steps.

We isolated nine key mechanism sets (Table 4) that we believed were the most critical in
explaining how SDM works, for whom, in which circumstances, and why — or why not.
Mechanism sets contain a single label (e.g., anxiety) but include mechanisms that act in either
inhibitory or facilitating ways. Identification of key mechanisms was completed, as incorporation
of all 55 mechanisms was likely to reduce the overall accuracy and detail of the final program
theory. Key mechanism sets were isolated based on the team members’ clinical and research
experience. These were originally identified by TW and TC and were then verified by the

research team as a collective.
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Table 4: Initial Key Mechanisms.
The initial nine key mechanism sets identified by our team, sorted alphabetically.

Health care provider recognition of need for decision

Health care provider and patient preference/willingness for engagement

Health care provider perception of patient competency/capacity

Health care provider perception of time available and required for SDM

Health care system support (including decision aids)

Patient anxiety

Patient capacity to access external support and information

Patient belief in his or her ability (self-efficacy) to participate in SDM

Patient trust in individual health care provider as a person and as a professional

We revised our expanded IP-SDM mechanism map into a focused IP-SDM mechanism
map including only the nine key mechanism sets. This used the same formatting as the expanded
IP-SDM mechanism map. Within both mechanism maps, we acknowledge that mechanisms can
act both in inhibitory and promoting ways. Rather than duplicating all mechanisms, each was
placed where the literature indicated it would be most influential in either an inhibitory or
facilitating manner. Expanded and Focused IP-SDM mechanism maps are necessary to form a

comprehensive understanding of the program theory.

To better demonstrate the level of complexity within our program theory, we developed
our Initial Program Theory, focusing on CMOCs without the overlap of IP-SDM (Figure 12).
This model begins with the complexity of the diagnosis, which influences how mechanism
gradients will present. For example, receipt of a highly complex diagnosis may trigger a higher
level of anxiety in a patient. Accordingly, each of the key mechanism sets in the Initial Program

Theory has its own gradient that may shift in expression. Together these result in the level of
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SDM engagement on the part of both the patient and the HCPs. We hypothesize that engagement

in SDM is then the mechanism for a patient-centered and informed decision.

Figure 12: Initial Program Theory.
Initial program theory shown to stakeholders for confirmation, revision, and/or refuting.
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6.7: Expert Consultation and Stakeholder Session
To ensure the best possible program theory product, we consulted with experts and

stakeholders on three separate occasions.

6.8.1: Expert Consultation
Expert consultation was held with two separate groups: a methodology expert (Dr. Gill

Westhorp) and a group of SDM experts (led by Dr. France Légaré). Dr. Westhorp was consulted
on several occasions throughout the duration of this project. As realist synthesis protocols are
still emerging in the field, Dr. Westhorp was able to guide us through any conflicting accounts of
methodology procedures. She also enabled us to maintain the philosophical grounding in realism
throughout this process and assisted our team in the consolidation of CMOCs. Dr. Westhorp

consulted on the validation of key mechanism sets.

To ensure that our program theory was in accordance with basic SDM principles, we

presented our Initial Program Theory (Figure 4) to Dr. France Légaré, her team, and an SDM
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implementation team from Denmark. Minor changes were implemented as a result of this
meeting. One recommendation was to revise the final outcome from “mutually agreed upon
decision” to “patient-centered and informed decision” to match current terminology in the field.

This recommendation was applied to our final Revised Program Theory (discussed hereafter).

6.8.2: Stakeholder Session
Stakeholders were supportive of most findings; however, some key points of refinement

were suggested. One addition was a context to reflect the potential impact of pre-existing
relationships between patients and HCPs. This context was described as one that could both
facilitate and hinder the process of SDM. For example, a physician who knows a patient well
may already know the patient’s preferred level of engagement or may incorrectly assume which
treatment will be preferred and thus not involve the patient. The second key point of refinement
was stakeholders’ belief that the majority of key mechanism sets could apply to both patients and

HCPs, in contrast to the separation we had initially illustrated.

6.8: Revised Program Theory
Incorporating all data sources, our team formed the Revised Program Theory (Figure 13).

In our final refinement stage, a small adjustment was made. Health care system support changed
from a key mechanism set to a context after a final review of data indicated that health care

system support acted as a context to the remaining eight key mechanism sets.

Our Revised Program Theory contains three contexts, eight key mechanism sets, and an
outcome. Mechanism sets were used to distinguish multiple mechanisms revolving around the
same mechanism category. This was formed by TW following the analysis completed by TW
and TC. The Revised Program Theory begins with the pre-existing relationship and difficulty of
decision, which combine with one another to create a cumulative effect on the key mechanism
sets. A third context, system support, is shown at the bottom of the diagram. Key mechanism sets
(kKM1.g) are shown in the centre honeycomb. The honeycomb pattern is designed with white space
between hexagons to represent the existence of mechanisms beyond those identified in the
diagram, as we recognize that each situation may differ and that additional contexts can
influence which mechanisms are key in those circumstances. Each factor (context, mechanism,
and outcome) is presented with gradients that represent the ability for each to hold a different

power level, ranging from low to high. Key mechanism sets are shown with two separate
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gradients: purple represents the strength of the mechanism from the HCP perspective, whereas
green represents patient mechanism strength. These key mechanism sets interact with the three
contexts to determine the level of engagement in SDM during the consultation — the final
presented gradient. We further developed this program theory to overlap with the IP-SDM steps,

reflected in the revised focused IP-SDM mechanism map (Figure 14).

Figure 13: Revised Program Theory.

Final program theory with three contexts, eight mechanism sets, and a single outcome following
stakeholder consultation.
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Figure 14: Revised Focused IP-SDM Mechanisms Map.

Key mechanism sets interconnected to IP-SDM steps. All identified mechanism sets may act in
inhibiting or facilitating roles, depending on contexts. Mechanisms are represented at the point at
which they are thought to first influence IP-SDM.

Perception
of other

Trust

Anxiety Perception
nxie . 5
R?;DE.HI.UDH World Perception isalpeisisy o Self
of decision . : access .
ffi
- view of time e efficacy

of valuesand T S .
deliberation, deliberation informed

health care ismade of options
knowledge preferences o
and cost decision

system

Each context, mechanism, and outcome was derived from our analysis of the literature.
From this analysis process we formed definitions of each term used in our program theory (Table
5). In addition to this, CMOCs were created for each mechanism set (table 6). Together, these
two tables illustrate the nuances within each category, leading to further understanding of who

SDM works for, as well as in which situations and why or why not.
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Table 5: Definition of Concepts in the Revised Program Theory.

This table presents the contexts, mechanisms, and outcomes that are incorporated into the
Revised Program Theory, defining each concept. These definitions represent what was found in
our synthesis; future research may highlight the need for modification.

Factor Definition
K The level of worry or nervousness felt before or during
ey : . -
_ Anxiety the consultation. This can be specifically related to the
Mechanisms o ] ) -
decision process/diagnosis or other outside influences.
The perception of the individual™ in relation to his or
K Perception of her ability to obtain support outside the consultation.
ey : . : . .
) capacity to access | This can include, but is not limited to, support groups,
Mechanisms . .
external support | family and friends, colleagues, Internet resources, and
manuscripts.
One individual’s perception of another’s ability to
K Perception of successfully meet the expectations of his or her role
ey - . .
_ other party within the consultation — for example, a patient’s
Mechanisms ) .
capacity perception of an HCP’s knowledge about and
experience with a disease.
The perception of how long it takes to implement
SDM and the amount of time available for the
consultation. HCPs may perceive inadequate time as
being allotted to implementation of SDM. This can
include potential time pressures on the patient and also
Key Perception of time incorporates the perception of time available to make a
Mechanisms

decision (e.g., perceived urgency of treatment).
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Factor

Definition

An individual’s belief that he or she is able to
participate in the SDM process — for example, whether
the HCP believes that he or she can successfully

exchange knowledge and expertise with the patient

Key
) Self-efficacy and whether the patient believes that he or she can
Mechanisms ] ] )
adhere to potential treatment options. This may also be
influenced by whether a health care system has
provided appropriate supports for patients and HCPs
with which to successfully implement SDM.
The level of trust and confidence that an individual
K feels in another person. For patients, this includes trust
ey : . . .
) Trust in the HCP as a professional; for HCPs, it may include
Mechanisms ) )
trust that a patient will adhere to a treatment or be
forthcoming.
The set of beliefs, customs, values, morals, and/or
K understandings that an individual holds about the
ey . : . .
] World view medical process, which may align with, or clash
Mechanisms _ ) ) o _
against, biomedical definitions of health care. This
may incorporate aspects such as religion and culture.
Key Recognition of | Whether an HCP or patient consciously acknowledges
Mechanisms decision that a decision-choice exists.
An individual’s perception of the complexity of the
- decision needing to be made. This can be significantly
Difficulty of
o affected by values and preferences, as well as
Context decision to be

made

experience.
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Factor

Definition

Context

Pre-existing

relationship

The existence, duration, and quality of a professional
relationship between patient and HCP before

consultation. This may also include assumptions that
may be made based on the nature of the pre-existing

relationship.

Context

System support

The presence of policy, training, financial, decision
tools, and managerial support for the implementation
and use of SDM within consultation. This can extend
to the extended time allotment for consultation and

providing decision tools, among other supports.

Outcome

Engagement in
SDM

The degree to which individuals, together and
individually, are able to cohesively engage within the
SDM process given the interaction of key

mechanisms.

* Individual is operationally defined as including the health care professional and/or the patient.
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Table 6: Descriptions of Key Mechanisms in the Revised Program Theory.
This table presents the CMOCs for each mechanism set identified within the program theory.

Mechanism

Category

Detailed CMOCs

Anxiety

Facilitation of SDM:

1. A patient who faces a moderately difficult decision regarding

2.

treatment may experience a moderate increase in anxiety, fostering a
drive to engage within SDM.

Moderate difficulty of decision (C) + Moderate anxiety (M) >
Patient engages in SDM (O)

An HCP who has received system support to gain skills in SDM may
have reduced anxiety about using it in consultation, increasing his or
her engagement in SDM.

System support for SDM (C) + Reduced anxiety (M) - HCP
engagement in SDM (O)

Hindering of SDM:

1.

2.

A physician who perceives high patient anxiety may unilaterally
decide that engaging in SDM is inappropriate.

Patient displaying high anxiety characteristics (C) + HCP perception
of patient anxiety (M) - Low engagement in SDM by the HCP (O)
A patient who has a difficult decision regarding treatment may
experience a debilitating increase in anxiety, resulting in low patient
engagement in SDM.

High difficulty of decision (C) + High patient anxiety (M) -

Low patient engagement in SDM (O)
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Mechanism
Category

Detailed CMOCs

Perception of
capacity to
access
external

support

Facilitation of SDM:

1.

2.

An HCP who perceives that the system offers supports to aid in the
decisional process is more likely to engage in SDM.

Perception of system support (C) + Perception of capacity to access
external support (M) - High engagement in SDM (O)

A patient who believes that he or she has supports beyond the HCP is
likely to experience reduced anxiety and increased self-efficacy,
resulting in high SDM engagement.

Perception of capacity to access external support (C) + Reduced
anxiety (M) + Increased self-efficacy (M) - High engagement in
SDM (O)

Hindering of SDM:

1.

An HCP who is dealing with a complex diagnosis and who does not
perceive that he or she is able to access external supports, such as
journal articles, is likely to experience low self-efficacy in SDM and
have reduced SDM engagement.

Complex diagnosis (C) + Perception of capacity to access external
support (M) + Low self-efficacy - Low SDM engagement (O)

Perception of
other party’s

capacity

Facilitation of SDM:

1.

HCPs who have received appropriate training through their system
are able to adjust their SDM approach based on their perception of
patient capacity, increasing HCP engagement and improving the
patient’s ability to engage in SDM.

System support (C) + Accurate perception of patient capacity (M) =
High patient and HCP engagement in SDM (O)
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Mechanism
Category

Detailed CMOCs

Perception of
other party’s
capacity
(cont’d)

Hindering of SDM:

1.

If a patient is displaying high levels of anxiety, the HCP may
perceive the patient as not having the capacity to participate in
decision-making, resulting in low HCP engagement in SDM.

HCP perception of patient anxiety (C) + HCP perception of patient
capacity (M) - Low HCP engagement in HCP (O)

Perception of

time

Facilitation of SDM:

1.

If an HCP perceives that he or she has system support to give patients
as much time as they require for decision-making, then the HCP and
patient will have a higher level of engagement in SDM.

System support (C) + Perception of time (M) - High engagement
for HCP and patient in SDM process (O)

Hindering of SDM:

1.

If a system is set for a fee-for-service schedule — which does not
incorporate consultation time appropriately into the schedule — and
the HCP perceives that SDM increases appointment times, the HCP
may elect to reduce his or her time spent with the patient, negatively
impacting the HCP’s level of engagement.

Negative system support for SDM (C) + Perception of inadequate
time to conduct SDM (M) - Low HCP engagement in SDM (O)
An HCP who perceives that a decision must be made immediately
may not engage the patient through a belief that too little time is
available in which to incorporate the patient’s opinions. As an
example, if an individual comes in with a life-threatening emergency,
the HCP is more likely to act without patient consultation.

High complexity of diagnosis (C) + Perception of limited time to
make a decision (M) - Low engagement of SDM by the HCP,

limiting patient engagement (O)
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Mechanism

Detailed CMOCs
Category

Hindering of SDM:

3. An HCP who believes that he or she does not have flexibility within
Perception of his or her schedule (e.g., case load, system support to appropriately
time (cont’d) consult) may elect to not involve, or to inadequately involve, the
patient in the decision process.

Low system support (C) + Perception of inadequate time available
(M) > Low SDM engagement (O)

Facilitation of SDM:

1. A patient who is able to express his or her preferences and values
through the implementation of SDM experiences higher confidence
in his or her ability to participate in SDM, resulting in higher levels
of SDM engagement.

Self-efficacy System support for SDM use (C) + Increased patient self-efficacy

(M) - High engagement in SDM (O)

Hindering of SDM:

1. Anindividual (HCP or patient) who does not believe that he or she is
capable of participating in SDM will avoid attempting engagement.
Unidentified context + Low self-efficacy (M) = Low engagement in
SDM (O)
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Table 6 continued:

Mechanism

Category

Detailed CMOCs

Trust

Facilitation of SDM:

1.

2.

A patient who trusts the HCP (or an HCP who trusts the patient) will
engage in SDM.

Pre-existing relationship (C) + Trust (M) - High SDM engagement
(©)

An HCP who perceives that the patient trusts him or her will engage
in SDM.

Unidentified context + Perceived trust (M) - High engagement in
SDM (O)

Hindering of SDM:

1.

A patient who does not trust the HCP (or an HCP who does not trust
the patient) will not engage in SDM.

Pre-existing relationship (C) + Lack of trust (M) - Low engagement
in SDM (0O)

World view

Facilitation of SDM:

1.

If an HCP is willing to incorporate the patient’s world view of the
biomedical model into the treatment options, the patient will be more
likely to engage in SDM. For example, patients may not wish to
explore certain treatment options (such as blood transfusions) based
on their world view.

HCP acceptance of world view* (C) + World view (M) = High
SDM engagement (O)
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Mechanism

Detailed CMOCs

Category
Hindering of SDM:
1. If an HCP is not willing to incorporate the patient’s world view of the
World view biomedical model into the treatment options, the patient will be
cont’d unlikely to engage in SDM.

HCP unaccepting of world view* (C) + World view (M) > Low
SDM engagement (O)

Recognition of

decision

Facilitation of SDM:

1.

If a diagnosis is complex and requires much information exchange,
HCPs will be more likely to recognize that the patient must be
involved in the decision, and SDM engagement will increase.
Complex diagnosis (C) + Recognition of decision (M) > SDM
engagement (O)

Hindering of SDM:

1.

If an HCP recognizes that a decision must be made, then SDM

engagement will occur.
Unidentified context (C) + Recognition of decision requirement (M)

- SDM engagement (O)

* Italics represent hypothesized contexts.

Using the substantive theories identified (ToPB, FOR, and the Normative Expected

Utility Theory), we examined how each underpinned SDM within our program theory. These

three substantive theories combine to provide insight into how different people react in certain

situations and why. We have examined the effects of these substantive theories at the program

theory level (Table 7).
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Table 7: Substantive Theories Underpinning the Revised Program Theory
This table presents the substantive theories that are incorporated into the Revised Program

Theory and that are believed to underpin the SDM process.

Area of program

Formal theory which the Impact of theoretical underpinning on SDM
theory theory underpins
The TOPB combines attitude towards behaviour,
Anxiety, trust, world subjective norms of the individual, and the individual’s
view, self-efficacy, perceived behaviour control to form the individual’s
perception of capacity | intention to engage in a certain behaviour. In SDM,
Theory of ) _
to access external someone can enter a consultation process with a
Planned support, pre-existing predetermined idea of how he or she foresees the
Behaviour
relationship, process going, and this can bias the success of the
(TOPE) recognition of engagement process. For example, one may have norms
decision, engagement | engrained in one’s world view that create a behavioural
in SDM intent to disengage from Western medicine, thus
blocking the engagement process.
Patients and health care providers will make an initial
Trust, world view, assessment based on their previous knowledge and
Feeling of self-efficacy, similar experiences from which they will conclude a
Rightness perception of other feeling of rightness based on the fluency of recall,
(FOR) party’s capacity, pre- | familiarity, and metacognitive beliefs. This will cause
existing relationship an individual to either accept his or her initial
judgement or re-evaluate.
Normative If the outcome probabilities of a given treatment are
Expected o o known, then individuals will have an easier time
Difficulty of decision
Utility engaging with the decision-making process than if the
Theory effect were uncertain.
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6.9: Chapter Summary
This chapter summarized the results of the realist synthesis. The Revised Program Theory

formed based on this synthesis includes three contexts, eight mechanism sets, and an outcome,
and it was developed by iterative searching, CMOC analysis, expert consultation, and
stakeholder input. This chapter discussed the substantive theories identified and their relation to
the program theory. The final chapter of this thesis will discuss the effect of these results in

research and practical implications.
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CHAPTER SEVEN
DISCUSSION OF RESULTS

7.1: Discussion of Results
To my knowledge, this research comprises the first realist synthesis of SDM literature

and resulting program theory that identifies facilitating and hindering mechanisms for
implementation. The aim of this thesis was to explore “In which situations, how, why, and for
whom does SDM between patients and health care providers contribute to improved patient-
centered decision-making? ” This research thesis identified three contexts, eight key mechanism
sets, and a final outcome. Identified key mechanism sets interact with one another and with
preceding contexts to explain when SDM may work — or not work — as well as for whom, in what
circumstances, and why. These key mechanism sets were connected to IP-SDM, allowing an
understanding to be reached of when these factors may become important during the decisional

process.
Our research answered our three sub-questions:

1. What mechanisms can facilitate or hinder patient and health care provider engagement
in the SDM process?

We identified eight key mechanism sets, each encompassing at least two mechanisms
(i.e., at minimum, each mechanism set could promote or hinder SDM). Key mechanism sets
include anxiety, trust, world view, perception of time, self-efficacy, access to external
support, recognition of decision, and the perception of the other party’s capacity. Through
identification of these key mechanism sets, we are able to understand how and for whom
SDM may work or not work when implemented. For example, patients who experience high
anxiety which reduces their ability to deliberate options clearly may not be able to engage in
SDM. However, further work in this area is required to unpack whom these individuals may

be and in which situations these mechanism sets inhibit SDM.
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2. What contexts can affect the expression of the identified mechanisms?

We identified three contexts that help understand in which situations key mechanism sets
act. These three contexts include pre-existing relationship, difficulty of decision, and system
support. How these contexts present themselves influences how key mechanism sets act.
Continuing the example discussed in research question one, a patient who has high anxiety
but who has a positive pre-existing relationship with his or her HCP may be more likely to
engage in SDM, as the pre-existing relationship may increase patient trust, thereby lowering
anxiety. Through nuanced interactions between these contexts and mechanisms, this program
theory helps explain why SDM may work or not work. These contexts do not, however,
reflect all potential contexts that may affect the program theory; rather, they are key contexts

that will exist throughout other contexts that may be identified in future research.

3. What are the outcomes that form between identified contexts and mechanisms?

A single outcome, engagement in SDM, was identified through the interaction of contexts
and mechanisms. The gradient expressions and interactions of both contexts and mechanisms
depict how varying levels of SDM engagement can occur for both HCPs and patients. As
discussed in chapter two, SDM can create both clinical and patient-level outcomes. Our
Revised Program Theory outcome is focused on engagement, the better to allow for patient-
centered decision-making rather than clinical outcomes. We know that patient-centered care
improves outcomes such as satisfaction (188), which can then be hypothesized to reduce the
decisional conflicts that patients face during their treatment process. Engagement in SDM is
thus presented as the final outcome, being an indicator of the potential quality of patient-

centered decision-making.

While SDM has been established in previous literature as a decisional style focusing on
patient values and preferences, until this point literature had not tied potential barriers and
facilitators into the nuanced steps of SDM. During this synthesis it became apparent that SDM
involved a seemingly infinite number of CMOCs, as well as that mechanisms were inherently
entangled. However, our identification of eight key mechanism sets and formation of the Revised
Program Theory will allow knowledge users to better understand the underpinnings of SDM.
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With increased interest in implementing SDM in health care systems, this research is timely in its
ability to help unpack SDM.

Our Revised Program Theory was made with relevant knowledge users having relevant
knowledge: HCPs, policy makers, and patients. We have designed this program theory to help
HCPs identify key areas for which they should maintain awareness and training to provide
patient-centered care tailored to each individual. We hope that this program theory will help
break down the complexity of patient care and act as a guiding model for implementation of
SDM. Similarly, policymakers may be able to identify where system changes, such as increased
consultation times or additional training, may be necessary. Finally, the patient will ideally

understand his or her right to have a voice.

7.1.1: Key Mechanism Sets in Relation to SDM
As shown in chapter six, figure 14 each mechanism set interacts with IP-SDM steps.

Each mechanism set has a connecting process that will determine whether a specific step within
IP-SDM is met (Table 8). This table extends current knowledge by creating a tangible
understanding of how IP-SDM may or may not be successful in implementation through the
connection to the Revised Program Theory. Examining each connecting process allows
knowledge users to efficiently understand how mechanism sets can affect the way in which the
decision-making process occurs and, more important, what barriers must be overcome to
successfully implement SDM. The findings conveyed by this table identify key areas of impact
that may be used to form interventions with which to reduce the influence of barriers. It can also
help ascertain areas in which certain interventions may have a larger impact, as certain
mechanism sets — such as trust and anxiety — influence the success of SDM implementation at
very early points in the decision-making process. If supports are offered in areas with early
impact, this may create a better environment for successful implementation. For example, if
support is offered that seeks to increase patient trust in the health care system from the onset, this
may increase patients’ HCP-specific trust. Such a result would offer an improved ability to
engage in the SDM process and could result in a higher likelihood of patients’ and HCPs’

reaching an informed, patient-centered decision.
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Table 8: Connecting Processes between Mechanism Sets and IP-SDM Steps
This table outlines the connecting process between each mechanism set and corresponding step

to IP-SDM.

Mechanism set

IP-SDM step

Connecting process

Trust

“Patient accesses

health care system”

Anxiety

“Patient accesses

health care system”

A patient who has high trust in the health care
system and low anxiety is more likely to feel
comfortable seeking health care. The reverse
expression of these mechanisms would predict the
likelihood of a patient’s avoiding accessing health

care.

The literature indicates that both trust and anxiety
affect each step of IP-SDM.

Recognition of

Subsequent to

HCPs’ and patients’ overt recognition that a decision

decision “Diagnosis is is required regarding treatment (or lack of
made” treatment).
World view Subsequent to Potential options are affected by what both the

“Presentation of

patient and the HCP(s) feel comfortable

options” implementing based on their individual world views.
Perception of Subsequent to If either the HCP(s) or the patient perceive that there
time “Exchange of is inadequate time to properly exchange knowledge,
knowledge” then this stage is unlikely to occur.
Perception of Subsequent to Both parties must perceive that the other party is
other party “Exchange of able to understand the information that must be
capacity knowledge” exchanged for this step to occur in an adequate

fashion.
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Mechanism set IP-SDM step Connecting process

Perception of Subsequent to From the patient perspective, a personal cost may be
capacity to “Exchange of whether the patient’s family members support his or
access external values and her decision or whether they are able to attend
support preferences” appointments. From an HCP perspective, this may

include having the ability to draw on colleagues or
articles for additional support regarding potential

options and resulting consequences.

Self-efficacy Subsequent to If any individual (HCP or patient) does not believe
“Discussion of that he or she is able to participate in SDM or adhere
pros/cons, to the treatment, his or her self-efficacy will prohibit
deliberation, and the progression of this discussion.
cost”

7.1.2: Formation of Testable Hypotheses
A key benefit to using realist research is the formation of testable hypotheses. These

testable hypotheses have the potential to be evaluated in future projects. Each CMOC listed in
chapter six has the potential to be tested in order to confirm, refine, or refute the hypothesis
formed based on the analysis. Although the Revised Program Theory has incorporated
synthesized CMOC:s into a single program theory, researchers are still able to test individual

aspects or the entire program.

7.1.3: Support of Substantive Theories
The identification of three substantive theories (ToPB, FOR, and Normative Expected

Utility Theory) strengthens understanding of how CMOCs affect SDM. Mechanisms allow us to
understand the causality between context and outcome, whereas substantive theories lend further
reasoning for how a mechanism may present differently for different people. Specifically, the
application of substantive theories helps explain how mechanism sets may express as different
gradients. It also illuminates why a single mechanism component that is part of a mechanism set

may inhibit one individual while facilitating another’s engagement in SDM.
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There have been few attempts to apply substantive theories to SDM, as explained in
chapter two. The research presented herein explicitly attaches substantive theories to the Revised
Program Theory, allowing knowledge users to understand the theoretical underpinnings of how
SDM works, as well as for whom, when, in what circumstances, and why. Furthermore, we
believe that the Revised Program Theory acts as a first step to forming a substantive theory of
SDM on its own. This will require further exploration in future works seeking to fully understand

and act at the substantive level of theory.

7.1.4: Comparison of Findings to Current Literature
Our findings align with previous studies focusing on facilitators and barriers of SDM. A

previous systematic review identified eight themes expressing potential factors that patients self-
reported could inhibit their involvement in SDM (189). These themes were concentrated on
system organization and consultation specific processes, with a key focus on the power
imbalance between health care professionals and patients. A power imbalance may translate into
patient anxiety and likely varies depending on the nature of the pre-existing relationship.
Described conclusions are congruent with our finding that anxiety and pre-existing relationships
are key mechanisms in the SDM process. These mechanisms are likely reflected in whether the
physician consciously recognizes the need for a decision and the subsequent involvement of the
patient.

Gravel et al., in their systematic review, also examined factors that promote and hinder
SDM from a clinical perspective (114). They identified physician self-efficacy and perception of
time to implement SDM as inhibitors of the process and also listed HCP world view as a
motivator, noting the importance of providers’ belief that SDM leads to improved patient

outcomes.

Although both papers identify barriers and facilitators to SDM, neither examined the full
spectrum of potential effects at the patient, HCP, and system levels. They also failed to indicate
how these barriers and facilitators interacted with the SDM process. Without this step, it is
difficult to know when these barriers and facilitators play a role, let alone in what situations and

how.
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7.2: Limitations
Although we believe that this program theory explains the connection between

mechanisms and IP-SDM, we cannot rule out the possibility of alternate results. Realist
methodology acknowledges that there will always be other interpretations of data and that no
final knowledge is achievable, as individuals interpret the real world differently (16). We have
strived to compile the most extensive and least biased sets of mechanisms by using multiple
sources of information: literature, clinical expertise, and stakeholder consultation. It is possible
that interpretation bias existed when key mechanisms were initially identified by researchers
from the 55 mechanisms found within literature. Further, the nature of EA statements as “if x,
then y” can be viewed as a positivist approach. This is an area that we intend to overcome in
future research by refining our data extraction processes. Additionally, it is impossible to identify
the infinite number of mechanisms and contexts that can play into SDM engagement. We hope
that the additional step of including stakeholders to confirm, refine, and refute the findings
helped validate the program theory in a manner encapsulating the most important factors for
SDM.

Another limitation of this work is the inability to identify specific variables of who SDM
works for. While we did collect information regarding general categories and demographics of
individuals for whom SDM often works, the current literature was not extensive enough to
provide an understanding of how these are intertwined within CMOCs. This area can be tested
by using formed hypotheses with large sample sizes to determine whom SDM does and does not
work for. We are further limited in our understanding of this area by the lack of substantive
theory on the systematic level. All identified substantive theories identified act on an individual
level, removing the dynamic interpersonal nature of SDM. We intend to address this limitation in
future work by further developing this Revised Program Theory into a substantive theory for

decision-making.

Our research was also limited by language. Although SDM research is being undertaken
worldwide, language barriers prevented the review of non—English-language sources, creating
the potential for cultural bias. We highly encourage researchers to test our program theory in
their local health systems with a view to confirming, refining, and refuting our findings in an

effort to reduce cultural biases. To lessen the effect of the language barrier and gain a wider
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perspective, literature was included from all countries. We did note that our sources
predominantly represent countries that often rank high in health and financial security. We
therefore caution use of this program in countries and health systems that experience greater

health and economic disparities.

7.3: Future Implications
The information presented in this thesis can act as a foundation for policy makers. It is

possible to adapt the Revised Program Theory to an array of contexts, refining the key
mechanisms to each unique health region or population group. This will allow the appropriate
resources to be put in place from a system level to help promote informed patient-centered
decisions. Although resources are necessary to change policy, it is likely that the resulting
outcomes may reduce strain on a health system, as patients are likely to have increased

satisfaction and reduced decisional conflict — potentially limiting revisits and second opinions.

HCPs may apply this program theory in a multitude of forms, from training to daily
consultations. Training programs may capitalize on this program theory as a tool for
understanding which factors may lower engagement. As this program theory becomes
increasingly specialized for each context, it can further help HCPs predict the necessary
consultation times. The creation of tools that can help patients indicate which mechanisms are

most important to them may also be possible.

Chapters one and two introduced the previously popular paternalistic decision-making
style. The identification of facilitators and barriers to SDM, along with how these interact with
SDM steps, helps fill previous gaps in the literature and may also help eliminate potential
remnants of paternalistic decision-making as the program theory makes implementation more
feasible for health care systems to mandate. HCPs may also be better equipped to listen to patient
values and preferences as they relate to treatment options. Through reduction of paternalistic
decision-making, patients are less likely to be pressured into a decision that does not conflict
with their value system. This correspondingly increases the likelihood of patients’ engaging in

SDM and the formation of an informed, patient-centered decision.

7.4: Future Research
We believe that this program theory acts as the first step towards unpacking the

complexities of SDM. Future research can confirm and refine this program theory by testing the
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applicability of the program theory in different contexts. Our team has begun exploring decision-
making in the context of Saskatchewan Indigenous populations — specifically, by examining how
the historical trauma experienced by this group may affect trust and world view for decision-
making in the context of Western medical health care systems. We anticipate testing the program
theory within this context as well as with prostate cancer and mental health patients. We hope
that other research teams will be able to use this program theory and test it within their local

contexts.

We have formed testable hypotheses through each CMOC presented in this thesis. Each
hypothesis may represent a potential research project that could be undertaken to further
understand the nuances of SDM. Future projects will further refine the program theory and
enhance implementation of SDM, allowing for a wider breadth of applicability. Further
exploration of each CMOC will allow researchers to expand our knowledge of what works, as
well as for whom, in which situations, and why. An example of a specific project derived from a
CMOC could be as follows: “When faced with a medical decision of moderate difficulty, for
whom does the mechanism of anxiety facilitate improved engagement within SDM”? This could
include exploring smaller aspects of this question: “How do individuals (both HCPs and patients)
assess difficulty of decision”, for example, or “How do patients react when faced with decisional
conflict resulting in increasing anxiety?” Such questions could be produced for each individual

CMOC presented in chapter six.

Future research may explore SDM tool development at both the educational and the
implementation levels. The Revised Program Theory can be applied to training programs to help
explain the complexity and nuances within medical decision-making. However, this body of
research did not attempt to determine how the interconnected key mechanisms influence one
another. Further research into this area will help educators form tools with which to train HCPs
in effective SDM implementation. Implementation tools may also be developed to help HCPs
succeed in their use of SDM. The literature presented in chapter two discussed the influence of
preference-matching on patient satisfaction outcomes. The development of tools to determine
patient preferences for SDM as a precursor to the Revised Program Theory may increase HCPs’

ability to successfully engage in SDM.
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7.5: Chapter Summary
By adapting Molnar’s steps for realist syntheses and following RAMESES guidelines, we

have conducted a realist synthesis and evaluation of SDM. To our knowledge, this is the first
realist synthesis of SDM and thus the first investigation into the mechanisms of SDM and how
they inhibit and facilitate positive SDM implementation through patient and health care provider
engagement. The use of realist synthesis as the methodology for this project presented the best
opportunity for us to explore SDM at a systems theory level. The knowledge gained from this
research allows us to better understand “In which situations, how, why, and for whom does SDM
between patients and health care providers contribute to improved patient-centered decision? ”
We formed a program theory depicting key mechanisms that can be personalized by HCPs to
tailor their consultation process to each individual patient. Through the identification of
facilitators and barriers to SDM engagement, patients and HCPs will be able to navigate this

process to engage in informed, patient-centered decision-making.
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9.3: C: All EA statements

Generated explanatory accounts

If physicians find continuing professional development interesting, enjoyable and

professionally stimulating, then they are more likely to engage in such training.

If training programs are in alignment with prior trainee needs and daily practices,
then the training program is more likely to change the trainees behaviour.

If training programs are interactive, physicians are more likely to want to attend.

If training programs are perceived to be taxing (i.e. a lot of work), physicians are less

likely to participate in training.

If patients have difficulties understanding information from health professionals, then

SDM is more difficult to achieve.

If patients suffer emotional distress from their diagnosis and/or treatment options,

then SDM is harder to optimally implement.

If health care providers adjust their delivery of treatment options to the needs and
experience level of each patient, then the patient is more likely to comprehend their
options and therefore more actively participate in decision-making (if the patient

choses to be active in decision-making).

If nurses and practitioner’s partner together, attending regular debriefing meetings
and both actively involved in the decision-making, SDM in the ICU is likely to

improve.

If patient prefer to receive all information regarding their diagnosis, then patients are

more likely to prefer a Shared Decision-making style of decision-making.

If physicians implement SDM, patients perceive that physicians spend longer with

them.

If SDM is implemented, patients perceive that physicians discuss results and future of
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disease treatment.

If patients perceive an urgency in the decision-making process, there is less vigilance

able to be incorporated into the decision-making process.

If patients have a lower amount of education, they are less likely to want to
participate in decision-making.

If patients are older, they are less likely to participate in the decision-making process.

If patients are of a westernized decent (that is a Caucasian nationality), then they are

more likely to want full disclosure on their disease.

If patients are more actively involved in the decision-making process, then the

decision made will more likely reflect the patient’s needs, preferences and values.

If patients are actively involved in the decision-making process, then patient
outcomes (satisfaction with health care process and decision, patient adherence to
chosen courses of outcomes, patient health) will increase.

If patients perceive the power differential between patient and physician (in terms of
culture variance, education variance, income or gender differences), then the patient

is likely to feel greater anxiety in the exchange.

If women undergoing mammaography screening want the doctor-alone to make the

decision, then the women patients are less apprehensive about the screening.

If women undergoing mammaography screening prefer the doctor-alone to make the

decision, then they are more likely to be older and immigrants.

If women undergoing mammography screening want the decision to be shared
equally between themselves and the heath care provider, then they are less likely to

have negative memories associated with their mammogram.

If women undergoing mammography screening want to share the decision-making

equally with their health care provider, then they are more likely to overestimate the
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efficacy of this screening.

If patients are severely ill, then multiple health care providers may be involved in the

treatment decision.

If patient situations vary, then their preference for involvement in decision-making

may also change.

If SDM is to be implemented, then the physician (at minimum) must provide
treatment options and the patient (at minimum) must disclose their preferences and

values.

If SDM is implemented, then a two way information exchange should occur whereby
the physician (at minimum) must inform the patient of treatment options, pros risks
and benefits of these options, and the patient must (at minimum) provide information

on their values, preferences and lifestyles.

If a woman has early stage breast cancer, then she likely emphasizes the importance

of a trusting relationship with their physician.

If SDM is to be successfully implemented, then information exchange, deliberation,

and a decision must occur.

If SDM is implemented allowing for the patient to be involved in the deliberation of
treatment decision, then the deliberation process may become more cumbersome and

time consuming.

If education, income, culture and/or gender differences exist, then the patient may not

feel comfortable enough to express their values and preferences inhibiting SDM.

If only one party (e.g. the patient OR the physician) want to participate in SDM, then

SDM will not be successfully implemented.

If SDM is implemented, then neither the physician nor the patient have autonomy in

decision-making.
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If given the option between SDM and paternalism, the majority of oncologists and

surgeons are more comfortable with SDM than paternalism.

If oncologists report feeling very comfortable implementing SDM, then these feelings
do not necessarily translate into actual SDM implementation.

If a physician is comfortable with SDM, they still may face barriers to
implementation such as time, contradiction between medical professionals,

insufficient information, and/or cultural differences.

If patients have emotional support (present or elsewhere), then the physician is more

likely to feel SDM is possible.

If the patient is perceived to be ready to participate in the decision-making, then the
physician is more likely to feel that SDM can be successfully implemented.

If the physician perceived that the patient understands their disease, then the
physician is more likely to feel that SDM can be successfully implemented.

If the physician perceives that the patient trusts them, then the physician is more

likely to believe that SDM can be successfully implemented.

If patients are asked if they prefer SDM in a positive manner (e.g. after discussion the

decision should be the patients), then the patient will indicate they prefer SDM.

If patients are asked if they prefer delegation of decision power in a positive manner,

then they are more likely to agree with delegation.

If patients are not given sufficient information about illness and treatment options,
then the patient is more likely to be dissatisfied.

If a goal of SDM in breast cancer patients is satisfaction, then patient should be
provided three piece of information: 1) information about likelihood of cure,

information about disease spread, information about treatment options.

If patients are well-informed about prognosis and treatment options, then patients are
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more likely to adhere to their treatment.

If patients are apprehensive about taking responsibility for disease outcome, then they

are more likely to delegate decisional power to the physician alone.

If patients are younger, then they are more likely to want to implement SDM with
their HCP.

If interprofessionality is to be implemented in the health domain, then HCP need to

develop practice methods to accommodate different views and conceptualizations.

If an HCP is to be a competent collaborative practitioner, then their micro (teaching)
/meso (institutional) / and macro (systemic) environment must be in alignment with

this goal.

If interprofessional care is to be successfully implemented, then patient factors on the
micro (interactional), meso (organizational) and macro (systemic) factors must be

fluid and open to this type of care.

If HCP are trained in a collaborative nature, then collaborative practice settings will

develop over time.

If students are taught by an instructor biased against interprofessionality, then the

student is less likely to adapt interprofessionality in the future.

If interprofessionality is adopted, the patient must be at the centre as their outcome is

the main goal for all.

If interprofessionality is implemented, providers will have higher job satisfaction and
a better mental health.

If interprofessionality is implemented, organization costs should reduce as efficiency

should increase.

If mental health patients feel they are not taken seriously in the decision-making

process, then they may be complacent with the decision as they feel they have no
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power.

If mental health patients are not given full information about their treatment options,

then they may feel like they are being controlled.

If mental health professionals wrongly assume patients cognitive ability to participate
in decision-making, then the patient may feel they are being omitted from treatment

discussions.

If the patient does not feel like the physician sees them as a person (but rather sees

them as a "diagnosis"), then the patient may feel disrespected as a person.

If the patient is allowed to express their values and guide meetings with health

professionals, then the patient may feel more self confidence in their abilities.

If physicians are given the choice between SDM, patient-deciding, or paternalism,
then most physicians prefer using SDM.

If time is limited, SDM impacted may be less likely to occur.

If there are competing health priorities, then SDM is less likely to occur.

If HCP are concerned about appointment reimbursement, then SDM is less likely to

be implemented.

- Systematic and patient factors increase in concern from interns/residents to

academic clinicians and community clinicians.

- Physician factors are more likely to play a role with interns/residents.

If physicians have received risk communication, then treatment decisions within a

consultation is more likely to occur.

If physicians receive risk communication training, then they are more likely to

discuss treatment priorities with the patient.

If an interprofessional collaboration occurs, then sharing attributes should occur (e.g.
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shared responsibilities, shared decision-making, shared health care philosophy, shared

values, shared data and shared planning/intervention).

If an interprofessional collaboration is to occur, then an authentic and constructive

partnership must be formed.

If an interprofessional collaboration is to exist, then HCP must be interdependent with

a common goal of addressing the patient's need.

If professionals form an interprofessional collaboration, then synergy will emerge.

If professionals use interprofessional collaborations, then the power in the treatment
must be split between individuals and based upon knowledge and experience rather
than title.

If an interprofessional collaboration is to be successful, the patient must view the
collaborators as a visible team.

If finalization, interiorization, formalization and governance occurs, then

interprofessional collaboration will proceed.

If social exchange theory is incorporated into a collaboration model, then the process
should include assessment and goal setting, determination of collaborative fit,
identification of resources and reflection, refinement and implementation, and

evaluation and feedback.

If interprofessional collaboration occurs, then we expect to have increase quality of

care, innovation of professional practices and increase satisfaction.

If physicians support patient involvement in the decision-making process, then their
support is unlikely to significantly change immediately following risk communication
and SDM training.

If physicians support patient involvement in the decision-making process, then their

support is likely to significantly increase a month following risk communication and
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SDM training.

If the physician is a female, they are more likely to emphasize the importance of

patient participation.

If the physician is a female, they are more likely to feel competent in SDM after the

second training intervention.

If patients are competent in seeking and understanding information, then they are

more likely to seek information outside the medical consultation.

If patients have poor information exchange experiences in past consultations, than the

patient is more likely to seek medical information outside the medical consultation.

If the patient and physician have different cultural ideas of illness and disease, then

the information exchange may be inhibited.

If a patient withholds past experiences in order to feel socially competent, then they
may inhibit becoming fully engaged in the decision-making.

If patients feel that they will receive backlash from informing themselves through the

internet, then the patient is unlikely to fully engage in the exchange.

If physicians have poor knowledge on cultural health beliefs and cultural values, then

the physician may not elicit the appropriate information from the patient.

If women receive a lot of information prior to breast cancer treatment, then they are

still able to feel overwhelmed in postoperative periods.

If women undergoing a surgical operation for breast cancer treatment and are giving
morphine or analgesics, then they made have difficulties retaining information while

under the effects of the medication.

If women feel frightened or pressured into a certain treatment decision, then their
preference for decision-making might not translate into their role in the decision-

making process.

112




If women want to be involved in the decision-making process, they are likely to want
to seek information from family and other medical sources aside from just their

primary physician.

If a women is receiving treatment for their ovarian cancer, then they weigh the

physician’s recommendations strongly.

If individuals have not undergone an SDM interaction, then it is not appropriate to

ask if they would like it.

If patients and/or physicians believe that SDM will improve outcomes, then it may

cause a placebo effect on the outcomes.

If a physician is not totally knowledgeable about a treatment, then they will be unable

to present all information including pros and cons on that option.

If time was not a factor, then the physician may be more likely to engage the patient
in SDM.

If a physician believes that the patient is anxious, then they may decide it is

inappropriate to engage in SDM.

If the physician believes that the patient would have difficulty understanding the

information, then they are less likely to engage in SDM.

If patients hold the knowledge regarding their preferences and physicians hold the

knowledge about treatment, then there is an information imbalance.

If shared decision-making is to occur with patients, then the following characteristics
need to occur: at least two participants, both parties involved in the process,

information is shared, and treatment decision is made.

If SDM is not implemented and poor communication exists, then there may be an

increased chance of non-adherence.

If information exchange is done clearly, questions are elicited from patients,
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willingness to share decisions, and agreeance with patients and doctors is made, then

it is more likely that positive outcomes will occur.

If the patient has a lower education status at the time of the decision-making, then
they are more likely to choose a directing decision-making style rather than shared.

If the patient has a severe illness at the time of the decision-making, then they are

more likely to choose a directing decision-making style rather than shared.

If SDM is used as a mechanism to exchange more information, then patients are more

likely to engage than if the purpose is decision-making involvement.

If any of the following barriers occur, then SDM will be inhibited : time, threatens
power relationship between doctor and patient, continuity of care means that
treatment decisions are often colored by prior experiences of both individuals, lack of
training/experience, lack of sharing, lack of information, lack of skills/tools, patients

may perceive as physician uncertainty.

If SDM is implemented, physicians believe that patient autonomy should be respected

but not enforced.

If multiple treatment options are available, then physicians feel this is an appropriate
time to use SDM.

If physicians are to use SDM, they need to be competent in involving patients,
exploring fears and expectations, portrayal of equipoise and options, identifying and
tailoring information, checking understanding, checking process, making and

discussing a decision, and following up with the patient.

If patients are receiving a new "problem" that they need treatment for, then they most

likely want to receive all possible information.

If patients prefer a paternalistic decision-making approach, then they are likely to be
significantly older.

If patients were undergoing prostate cancer treatment, then they often were told
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multiple treatment options.

If patients were undergoing a heart stent, they often were not given alternative

approaches.

If patients have a higher education level, they are more likely to report a higher

participation level in the decision-making process.

If patients are Caucasian, then they are more likely to participate in the decision-

making process.

If patients have a partner, then they are more likely to participate in the decision-

making process.

If a patient is seeing an urologist, they are more likely to be recommended for PSA

testing than if they saw a radiation oncologist.

If a patient sees an urologist, then they are more likely to be told that radical
prostectomy has a better survival rate than external beam radiation than if they say a

radiation oncologists.

If a patient sees a radiation oncologists, then they are more likely to be told that
brachytherapy and external beam radiation have a survival benefit than if they saw an

oncologist.

If a patient accesses the internet for their disease, then they are able to access a
support group to disseminate information and obtain information about treatment and

physicians.

If physicians disagree about treatment courses, then they likely feel that treatment

outcomes vary.

If the goal of a treatment decision should result in the most desirable outcome for the
patient, then active participation and engagement is required from both the physician

and the patient.
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If patients are aged 20 to 39 years, then they are highly (87%) likely to want to
participate in SDM.

If individuals are 40 to 59 years of age, then they are less likely (62%) to participate
in SDM than their younger counterparts.

If patients are over 60 then they are even less like (51%) to want to participate in
SDM.

If diabetic patients are low-income, then they are unlikely to want to participate in
SDM.

If patients have a severe disease, their desire to participate in decision-making decline

as severity increase.

If physicians lack the communication skills, then it less likely that SDM will be

implemented.

If patients want to participate in SDM, then they feel that the physicians must be
willing to engage to initiate SDM.

If patients perceive that the physicians do not want engage in SDM, then the patient

will likely avoid engaging in order to be the "good patient".

If patient’s preferences for involvement in decision-making is matched with their
experience, then patients are more likely to experience decreases anxiety following

their consultation.

If patient’s preferences for involvement in decision-making is matched with their

experience, then patients are more likely to feel satisfied with their consultation.

If patient’s preferences for involvement in decision-making is matched with their
experience, then patients are more likely to feel satisfied with the amount of

emotional support and the amount of information they received.

If undergraduate students are trained in communication skills, they should be able to
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implement SDM better and reduce conflict with the patient.

If time is limited, then SDM may be more difficult to implement

If the physician does not feel that SDM applies to the patient, then it is less likely that
SDM will be implemented.

If the physician perceives that the patient does not want to participate in SDM, then
SDM is less likely to be attempted.

If the physician does not want to ask the patient their preference for participation in

the decision-making process, then they are less likely to implement SDM.

If the health professional is motivated to use SDM, then they are more likely to

implement SDM.

If the health care professional perceives that SDM will lead to positive impacts on the

clinical process, then they are more likely to implement SDM.

If the physician perceives that SDM is useful and practical, then SDM is more likely
to be implemented.

If patient preferences match an SDM model, then SDM is more likely to be

implemented.

If patients are able to discuss their feelings in an honest manner, then this action will

facilitate SDM implementation.

If patients trust their physician and feel respected, then SDM will be more facilitated.

If psychiatrists believe the patient does not have the decisional capacity, then SDM is

unlikely to be implemented.

If patients have a mental illness, they may feel their interest in participating in the

decisional process is reduced.

If patients are being treated in an acute setting, then they will react different to SDM
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than those in long-term outpatient treatment.

If patients are suffering from end-stage cancer or advanced disease, then their

preferences for decision-making on CPR is unpredictable.

If patients are too ill, then the families wish to make the decision with the physician

regarding CPR.

If patients are being diagnoses with a disease, then they want all possible information

about the disease whether it's good or bad.

If patients are younger, then they are even more demanding on receiving all

information.

If patients are women, then they are even more likely to want all the information.

If patients are being diagnoses with a disease, then they want all possible information

about the disease whether it's good or bad (this is not a duplicate).

If patients are being diagnosed, then they want to receive survival rates.

If patients are being diagnosed with a serious disease, then the majority want to make

a decision with their physician.

If a patient is older, then they are more likely to prefer a passive role in decision-
making as they will have low health literacy and numeracy.

If a patient is older, then they are more likely to bring a caregiver to their health

appointment.

If patient information values and preferences are taken into consideration by the
health care provider, then SDM is more likely to be implemented and a mutually

agreed upon decision is likely to be made.

If patients have a caregiver during their cancer, then they are likely to receive more
social support and someone to help translate their treatment options.
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If patients have a caregiver during treatment decisions, then their SDM participation

may be affected as the caregiver may bias the consultation with their own biases.

If health care providers sense time constraints, they may be less likely to implement
SDSM.

If health care providers believe that patient characteristics will inhibit SDM, then they

are less likely to try to implement SDM.

If health care providers think that the clinical situation does not warrant SDM, then

they are less likely to try to implement SDM.

If physicians have a high workload, then they are less likely to use SDM.

If physicians are not trained, then they are less likely to implement SDM.

If a patient is diagnosed with a cancer that has a lot of lay-information available, then

the physician is more likely to implement SDM.

If patient information values and preferences are taken into consideration, then SDM
is more likely to be implemented and a mutually agreed upon decision is likely to be

made.

If physicians are trying to implement SDM, then they can use the following steps:
invite the patient to participate, present options, provide information on benefits and
risks, assist patients in evaluating options based on their goals and concerns, facilitate

deliberation and decision-making, and implement SDM.

If patients are involved in the decision-making process, then they are less likely to

switch physicians.

If physicians are seeing a large quantity of patients (high workload), then they are less

likely to implement SDM.

If physicians are cardiologists, general internists, family practice physicians, or

endocrinologists, then they are more likely to participate in SDM.
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If physicians are trained in primary care-track program or had interviewing skills

during residency, then they are more likely to implement SDM.

If patient’s preference for decision-making is matched or is not matched, then the

patient rating of quality of care is not effected.

If patients perceive that physicians do not share the decision power, then they are

likely to rate the physician lower in quality.

If patients are receiving a diagnosis, then they want to receive as much information as

possible on their illness, treatment options, and expected recovery.

If patients receive their preference match for decision-making style, then they are

more likely to have positive patient outcomes.

If patients are less educated, then they may feel very well educated about treatment

options regardless of what is shared.

If patients are better informed and more engaged in treatment decisions, then health

outcomes will be improved.

If patients do not receive their preferred decision-making match, then it is likely they
will have negative patient outcomes such as satisfaction and emotional well-being

along with treatment effectiveness.

If SDM is to be implemented, then physicians need to recognize a decision needs to

be made and that the patient is a partnership.

If SDM is to be implemented, physicians need to adapt the information to the level of

the patient.

If an interprofessional approach is taken to SDM, then the quality of decision support

provided to patients in team-based primary care practices will be improved.

If an interprofessional approach is taken to SDM, then patient-centered care will truly

be valued
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If IP-SDM is implemented then sharing the common goal of achieving quality health
decisions that are informed and based on patients' values; (b) having a sense of trust
among the different professionals participating in the process by which the decision is
made; (c) being governed by leaders that value SDM; and (d) having organizational

structures to facilitate implementing SDM within the processes of care

If an interprofessional perspective is used in primary care settings, then SDM will be

enhanced.

If an interprofessional approach to decision-making occurs, then health care system
factors have had an influence.

If health care professionals are familiar with each other’s expertise, roles, and

responsibilities, then collaboration and enhancement of SDM is possible.

“Patient follows a structured process to make an informed, value-based decision in

concert with a team of health care professionals”.

If patients perceive that health professionals have adopted shared decision-making as
indicated by degree of agreement with the statement: My doctor and | made the
decision together (also Control Preference Scale and COMRADE), then SDM is more
likely to occur.

If interventions are created at the level of both the health professional and the patient,

then shared decision-making is more likely to occur.

If physicians’ attitudes about SDM are positive, then their patients’ and their own

willingness to engage in shared decision-making is enhanced.

If patients perceive the physician-patient consultation to involve shared decision-

making, then SDM is more likely to translate into routine clinical practice.

If there are variations in sex, race, age, and health status, then preferences for SDM

will vary.

If patients are male, non-white, older (45+), and have poorer health status, then they
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tend to prefer physician-directed decision-making.

If patients experience barriers such as lack of confidence in asking questions,
difficulty in understanding information and failure to understand that there is a
choice, their active participation in treatment decision-making will be jeopardized.

If older patients defer to (i.e., trust) clinical expertise and knowledge of health
professionals, it may provide them with an opportunity to conserve personal

resources.

If SDM is to be successfully implemented, then the following generative mechanisms
of Normalization Process Theory must exist: coherence (HPs sharing same
understanding of SDM principles, how SDM differs from existing approach, and
willingness to adopt SDM into routine); cognitive participation (engaging team
members in SDM intervention development); collective action (leaders initiate, each
team member understands their roles/responsibilities, all levels have buy-in); and
reflexive monitoring (examining data collected from patient decisions leads to
monitoring SDM impacts and sustained implementation).

If SDM is to be normalized, then intensive work to ensure teams have a shared

understanding of the purpose of involving patients in decisions is required.

If SDM is to be normalized, then there needs to be attitudinal shifts among many

health professionals.

If physicians are provided with content/training for enhancing skills for involving
patients in the decision-making process and with disease specific guidelines for best
practice (depression), then patient participation in decision-making is higher and

patient satisfaction is higher than those who do not receive the intervention.

If education and training in inter-professionalism and SDM is provided and there is
mutual knowledge and understanding of disciplinary roles, then the patient will
receive essential elements as they move through the decision-making process [doesn't

say what these elements are].
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If there is high uncertainty in medical circumstances, then SDM is practiced less

often.

If patients lack past experiences with medically uncertain situations, then they
experience increased anxiety in respondents’ answers, and an increased desire and
intent to move toward a completely hyper-vigilant information seeking and decision-

making behavior.

If patients were uncertain, then they indicated that they would prefer their physicians
to tell them about the uncertainty and to let them know the options and concerns, but
the final decision should be made by the physician.

Key aspects of patient’s intent to engage in SDM: 1) an individual’s representation of
medical uncertainty, 2) how the individual copes with medical uncertainty, and 3) the
individual’s behavioral intent to seek information and participate in shared decision-

making during times of medically uncertain situations.

If physicians can help patients increase appropriate control over their health by
emphasizing the importance of information exchange during medical encounters
(information exchange also closes the competence gap created by knowledge

disparities), then patient decision-making competencies will be fostered.

If physicians accurately perceive the information they are providing to patients, then

communication with patients should improve.

If patients do not accurately perceive information provided by physicians (re: risks of
prescribed medication), then they may leave the consultation with an illusion of
[decision-making] competence.

If SDM is to occur (essential element), then patients and providers must first define

and/or explain the problem that needs to be addressed.

If SDM is to occur (essential element), then physicians should review options, if

options exist, and patients should raise options of which they may be aware.
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If SDM is to occur (essential element), then physicians and patients should discuss
the pros and cons of options raised, particularly because they may have different
perspectives on the relative importance of benefits, risks, and costs, including

convenience and opportunity cost.

If SDM is to occur (essential element), then there should be the explication of patient
values and preferences — including ideas, concerns, and outcome expectations — as
well as physician knowledge and recommendations in the context of the decision at
hand.

If SDM is to occur, then discussing patients’ ability to follow through with a plan

should be considered (self-efficacy).

If patient preferences are misdiagnosed, then SDM cannot occur.

If patient autonomy is respected, then SDM is more likely.

If the practitioner listens, informs, discusses, decides, and documents, then SDM will

occur.

If physicians perceive patient participation in decision-making as positive, then they

also identify patient autonomy as valuable.

If physicians perceive patient participation in decision-making as positive, then they

also identify patient beneficence as valuable.

If physicians perceive patient participation in decision-making as positive, then they
also value their own self-interest in avoiding legal liability.

If there is a situation with only one medically reasonable choice, then physicians tend

to diminish the role of the patient decision-maker.

If the clinical decision is hysterectomy and cholesteatoma, then patients want more

control and residents want less.

If the clinical situation is hypertension, depression, and prostate cancer, then patients
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want equal roles in decision-making; whereas residents want more control in the

decision.

If patients are from lower classes and are smokers, then they tend to prefer a shared
approach to decision-making.

If patients are "internet" informed, then HP may respond by 1) being defensive and
asserting expertise (HP-centered relationship); 2) collaborating to obtain/analyze
information (patient centered); 3) HP guides pts to reliable websites (Internet

prescription).

If tools, guidelines and professional training exist, then the awareness of patient roles
in SDM is increased among both patient and heath care professional.

If decision-making occurs in chronic care situations (compared to acute care

decisions), then they are more likely to require a more active patient role.

If decision-making occurs in chronic care situations (compared to acute care

decisions), then decisions can be revisited and reversed without important losses

If women trust their clinician, then they make their decisions based on the clinicians'

opinion (what they considered the primary and most influential source of evidence).

If the clinician frames (framing effect) the information presented to the patient in
such a way as to influence the decision toward the preferred clinician's outcome, then
this biases both the perception of the problem and the way that it is processed by the

patient.

If users are viewed by practitioners as 'experts by experience' within recovery-
oriented practice, and their account of subjective experiences ae acknowledged as
essential to judging the impact of medication, then their opinions will considered
valid.

If users are perceived by practitioners to lack capacity or insight, then the validity of

their views can questioned.

125




If practitioners and users fundamentally disagree about when a person is mentally ill

or medication is desirable, then a shared decision may not be achievable.

If users fear coercion, then there is a barrier to their involvement in decisions.

If there are agendas in the broader organizational and social context of mental health
care, then SDM is affected.

If doctors adopt a preference diagnosis, then they adopt a mindset of scientific
detachment; use data to formulate a provisional diagnosis; and engage the patient in

conversation and deliberation.

If patients have access to decision supports (clinical counselling, decision aids and
coaching), then decision quality (informed, values-based choices) and actions (e.g.,
delay), health outcomes, emotions (regret, blame) and appropriate use of health

services will be improved.

If patients ask GPs about their options, then the amount of quality of information GPs

provide increases and physician consideration of patient preferences increases.

If patients ask GPs about the possible benefits and harms of those options, then the
amount and quality of information increases and physician consideration of patient

preferences increases.

If patients ask GPs about the likely benefits and harms of each option, then the
amount and quality of the information improves and physician consideration of

patient preferences increases.

When women view their consultations, they describe their treatment decision-making
process as iterative processes - gathering information from informal and formal
networks and wanting more information from their surgeon in order to engage with

medical oncologist.

If doctors present benefits "a lot", patients may not hear the risks.

If information is counterintuitive and requires integration of complex harms and
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benefits, then user-friendly communications can facilitate comprehension, improve

high-stakes decisions and promote SDM.

If previous beliefs about effectiveness of screening or strong fears about specific
cancers exist, then comprehension and informed decision-making may be

compromised.

If physicians perceive patients to be competent to participate, patients have the desire
to be involved in the process, and patients are informed about their condition, then

physicians are more likely to support SDM.

If physicians perceive scenarios where multiple treatment options exist, where
treatment options were likely to impact the patient's lifestyle/self-image, where there
is severe disease, chronic disease or end of life decisions, where the options carry
significant risks, or where treatment stopping is common, then physicians are more

likely to support SDM.

If the setting is general practice as opposed to hospital based care (i.e., emergency

care), then physicians are more likely to support SDM.

If well-evidenced clinical practice guidelines exist in favor of one treatment, then

physicians tend to be less favorable towards SDM.

If physicians worked under physicians who did not favor SDM, then they are less
likely to favor SDM.

If physicians receive training in SDM related communication skills, then they are

more likely to support SDM.

If physicians don't discuss uncertainty with patients, it may be because they fear that

they may appear incompetent.

If the treatment is accepted, then SDM is mediated by satisfaction with the decision.

If SDM is used, it predicts patient satisfaction.
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If all other factors are equal, people prefer a sure or safe option over a risky one (risk
aversion); sometimes so much that they choose suboptimal treatments because they

are perceived to be less risky.

If patients are given options, they will prefer 'known' probabilities and they respond
to ambiguity by forming pessimistic judgments of risk and avoiding decision-making

(ambiguity aversion).

If advanced cancer patients are facing limited options then they may view ambiguity

as a source of hope (greater outcome variability-that one can 'beat the odds").

If other numbers are presented in context of risk numbers, then those numbers will

also have an influence on decision-making.

If a patient is low in numeracy, then they rely on more non-numerical information
and are more susceptible to heuristics and biases, exhibiting more inconsistent values

and preferences.

If a technology tool is used in combination with behavioral theory and choice

architecture, then SDM will be enhanced.

If patients are seen as too ill to make 'good' decisions, then the interactions will be

asymmetrical and SDM is abandoned.

If psychiatrists perceive that patients will be non-compliant to medication, then they

are more conflicted about sharing the medication’s side effects.

If SDM is delivered to health professionals via clinical vignettes, then SDM has the

potential to be better understood by health professionals.

If GPs perceive that they don't know how to determine whether decisions are shared,

then a barrier to SDM exists.

Even if GPs agree with SDM, they may not practice it due to time constraints and

their perceptions of patients' interests in and capacity for SDM.
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If clinician has created awareness of "equipoise™ then they have made the first and

most important step in SDM.

If SDM has occurred, then a form of partnership that goes beyond rapport and
involves shared responsibility has been built.

If patients are fearful of being assertive, then a good doctor-patient relationships will

be jeopardized and this leads to lower quality of care.

If patients are given time to contemplate decisions outside the consultation that may
benefit the SDM process.

If clinical practice guidelines promoted SDM by highlighting decision points and
suggesting what information to communicate about reasonable options and how to

involve patients, then SDM would be more integrated into health care.

If physician and patient do not share same linguistic background, then there are
barriers to SDM.

If physicians and patients do not share similar ideas about health and illness, then

there is a barrier to SDM.

If physician and patient have prejudices and do not always speak to each other in an

unbiased manner, then there are barriers to SDM.

If physicians and patients do not have similar role expectations, then there are barriers
to SDM.

If physicians perceive lack of time, then putting SDM into practice is challenged.

If physicians lack predisposition and skill, then putting SDM into practice is
challenged.

If patients have inexperience with making treatment decisions, then putting SDM into

practice will be challenged.

If patients feel satisfied with the adequacy of information they are given, then they
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are more likely to feel happy with their level of participation in the overall process of

decision-making.

If patients are elderly and low-educated, then they have less interest in SDM and

receiving information.

If patients are elderly and male, then they are less interested in involving their

families in decision-making.

If the nature of the operation is minor or major, the disease is malignant or benign,

then the impact on SDM, information and family involvement was unaffected.

If patients are treated as an equal partner, then SDM is more likely.

If FIFE is used (Feelings, Ideas, Function, Expectations of Pt), then SDM is
facilitated.

If GPs perceive older patients as having feelings of respect for their profession, then a
barrier to SDM may exist.

If GPs perceive a lack of time, then a barrier to SDM may exist.

If GPs perceive older patients lack experience being involved, then a barrier to SDM

exists.

If GPs perceive possible physical and mental impairments among older patients, then

a possible barrier to SDM exists.

If major choices have low certainty, then patients should be encouraged to be the

primary decision makers, with physician assistance as needed.

IF minor decisions have high certainty, then physicians should be expected to make

them.

If major decisions have high certainty, then they are likely to cause serious conflict
when patients and physicians disagree.
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If patients with poorly controlled asthma share in making decisions about their

treatment, then they tend to show significantly better adherence to medications.

If patients with poorly controlled asthma share in making decisions about their
treatment, then they experience better asthma-related quality of life, fewer asthma-
related medical visits, lower use of rescue medication, higher likelihood of well

controlled asthma, and better lung function.

If decisions are about initiating medication, then they are more likely made by the

providers.

If decisions are about cancer screening, then prostate screen decisions are least likely
to be made by patient alone, whereas breast cancer screen are most likely to be made

by patients.

If patients are seen for depression, knee/hip replacement, lower back surgery, then

they are most likely to be asked their preferences.

If patients are seen for colon or breast cancer testing, they report being asked their

preferences least often.

If patients are confident that their decision is "right” then they see no reason to discuss

other options.

9.4: D: EA Thematic Groups by Category

Health Care Provider Specific EAs

Sub-heading Theoretical Empirical Total
IP-SDM 27 3 30
Specialty Specific 0 27 27
Perception 9 17 26
SDM Training 10 15 25
Willingness 4 10 14
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Time (Barrier) 5 6 11
Location 7 0 7
Patient-centered Care 7 0 7
SDM Delivery 1 4 5
Fee-for-service 0 5 5
Preference 0 4 4
Communication 2 2 4
Knowledge 1 2 3
Bias 2 1 3
Involvement 2 0 2
Outcomes 2 0 2
Competence 0 2 2
Implementation 0 1 1
Satisfaction 1 0 1
Gender 0 1 1
Total 80 100 180
HCP and PT EAs
Sub-heading Theoretical Empirical Total
Information Exchange 24 30 54
Mutual Decision 12 10 22
Deliberation 3 0 3
Knowledge 1 0 1
Power Differential 1 0 1
Total 41 40 81

132




Non-individual specific

Sub-heading Theoretical Empirical Total
Theories 3 1 4
System Influence 2 0 2
Efficacy 1 0 1
System Cost 1 0 1
Overall Outcomes 1 0 1
Implementation 1 0 1
Total 9 1 10

Patient Specific EAs
Sub-heading Theoretical Empirical Total
Preference 22 31 53
Disease Specific 13 37 50
Perception 12 18 30
Involvement 15 11 26
Gender 5 18 23
Age 7 17 24
Disease Severity 12 7 19
Comon : : s
Ethnicity / Culture 5 8 13
Knowledge 5 8 13
Satisfaction 5 7 12
Support 6 4 10
Information Seeking 4 6 10
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Education 6 3 9
Engagement 7 3 10
Anxiety 3 4 7
Preference Matching 3 4 7
Outcomes 5 1 6
Trust 3 3 6
Adherence 3 2 5
SES 3 1 4
Autonomy 2 2 4
Multiple Health

Concerns and 0 4 4
Uncertainty

Communication 1 1 2
Efficacy 1 1 2
Quiality of Care 1 1 2
Participation 1 0 1
Readiness 0 1 1
Environment 1 0 1
Family involvement 0 1 1
Total 160 214 374

9.5: E: Theories Identified in SDM Literature Review.

Theories identified in SDM literature
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Theory

Paper identified in:

Theory type

Normalization Theory

Lloyd et al, 2012

Patient and health care

professional orientated

Social Exchange Theory

D’ Amour et al, 2008

Patient and health care

professional orientated

Theory of Planned Behaviour

Allaire et al, 2012

Maffei et al, 2012

Patient and health care

professional orientated

Theory of Interpersonal Complementarity

Kiesler and
Auerbach, 2006

Patient and health care

professional orientated

Cognitive-Affective Processing System

Theory

Alden et al, 2014

Patient and health care

professional orientated

Theory of Situation Cognition

Alden et al, 2014

Patient and health care

professional orientated

Cultural Task Theory

Alden et al, 2014

Patient and health care

professional orientated

Regulatory Fit Theory

Alden et al, 2014

Patient orientated

Coupled Systems Theory

D’Amour et al, 2014

Health care

professional orientated
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9.6: F: All Identified Mechanisms

Health Care Provider Specific Mechanisms

HCP perception of patient competency/capacity

Physician perception of severity of illness/urgency of treatment

Physicians perception of patient as too ill to make good decisions

Physician perception of older pts feelings of respect for profession

Physician belief that patient is anxious

Physician perception of patient trust

Physician perception of patient preference for involvement/engagement

Physician perception of patient support (external)

HCP perception of treatment options

HCP perceive treatment impacts pts lifestyle/self-image

Physician perception of likelihood of compliance + treatment

Physician perception of quantity and quality of information available

Physician perception of workload

Physician perception of time available <-> time required for SDM

Physician perception of level of effort involved in training programs

HCP comfort with implementing SDM

Physician concern about reimbursement

Physician support of patient involvement

Physician belief that patient autonomy should be respected but not enforced
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Physician considers FIFE - feelings, ideas, function, expectations of PATIENT

Physician perception in the effectiveness of SDM

HCP has perception of value of patient centered care

HCP perceives patient as equal

HCP considers Patient values/preferences

HCP recognize a decision needs to be made

HCP perceive they don't know how to determine SDM

Physician emphasis of importance of information exchange

HCP preference for engagement

Physician perception of appropriateness of SDM for situation

Physician competence <-> ability to “hear” patient preference

Physician dissonance: prior beliefs interfere with ability to accept and understand info

Fear of prosecution / loss of credentials

Decreased HCP anxiety

Patient Specific Mechanisms

Patient perception of lack of power/ not being taken seriously

Patient sense of being respected

Patient trust in individual HCP-person + professional

Patient perception of physician disclosure
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Patient fear of backlash / upset physician

Patient perception of own knowledge

Alignment between eventual decision and patient values/aspirations

Patient efficacy for SDM

Patient capacity to understand and process information (diagnosis, options, etc.)

Patient dissonance: prior beliefs interfere with ability to accept and understand info (Cultural

beliefs / world view)

Patient anxiety

Fit between patient desire for participation <-> experience in “this shared decision” experience

Patient preference for engagement

Patient desire for information

Patient desire to please — good patient — compliance

Patient expectations of physician

Increased treatment efficiency

Health Care Provider — Patient Interaction Specific Mechanisms

Physician — patient communication — physician ability and willingness to bring the patient

capacity gap

HCP and PT Enhanced awareness and education of SDM

Perception of partnership (authentic and constructive)
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System Specific Mechanisms

Influence of training environment on HCP

System support
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9.7: G: Expanded IP-SDM Mechanism Map
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