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ABSTRACT 
 
 

 This research aimed to conduct a systematic literature review to 

synthesize and evaluate models of shared decision-making (SDM) and identify 

common: goals and objectives of SDM, components of SDM and how these are 

operationalized, and responsibilities assigned to patients and clinicians for 

participating in SDM. This research also aimed to conduct qualitative interviews 

with millennial women residing in Minnesota to examine the role of clinical 

severity and time in the formation of health care decision-making preferences of 

millennial women. The interviews used card sort exercise to examine decision-

making preferences for three scenarios: painful periods, polycystic ovary 

syndrome (PCOS), and recurring ovarian cysts. 

The review findings outline the minimum necessary process steps to 

conduct SDM. I found that six SDM process components were common across 

models. These six components were: acknowledging that there is a decision to 

be made and there are options; patient preferences, values, or goals; information 

delivery/exchange, deliberation; making a decision; and post-decision evaluation 

and follow-up. Based on the available evidence, both the patient and the clinician 

have the responsibility of implementing two components: patient values, 

preferences, and goals and information delivery/exchange. Evidence was 

minimal to insufficient to for SDM goals and objectives and SDM model efficacy.  

The interview findings suggest that millennial women prefer a more active 

approach to health care decision-making for some clinician situations. During the 

interviews, participants preferred a more active form of decision-making for 
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painful periods, but preferred SDM for PCOS and recurring ovarian cysts. For 

more uncertain and severe situations, participants expressed a willingness to 

give more power to clinicians due to their training and expertise, but were rarely 

willing to cede all decision-making power. This is a large shift from the traditional 

medical model and will most likely require investments in training and support for 

clinicians. While participants acknowledged the value of sufficient time with 

clinicians, there was not consensus regarding the role of time in decision-making 

preferences.  
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CHAPTER 1: INTRODUCTION 

 

1.1 Background 

Shared decision-making (SDM) is a process where patients and clinicians 

collaborate to make heath care decisions.1 This practice can be used to improve 

communication between the patient and clinician, holding the promise of better 

health care decisions and patient outcomes.2 Efforts to implement SDM in clinical 

practice have increased over the past decade, as have federal and state policy 

efforts to implement SDM as part of patient-centered care.3 Patient-reported 

outcomes platforms include measurements for SDM and the National Quality 

Forum has released guidance on SDM in health care, with the intention of 

making SDM a standard of care.4,5 

These implementation efforts are concerning given that there is no 

common definition or framework for SDM.6 The use of SDM as a metric for 

quality indicate that clinicians will soon be evaluated on their ability to provide 

SDM. This creates a considerable challenge for health care organizations as they 

are expected to deliver SDM with no common understanding of what it is, what it 

should accomplish, and how it should be implemented.7 This inconsistency 

makes SDM challenging to implement in health care delivery. Community clinics 

and small hospital systems may find it difficult to implement a process that is still 

developing and lacks proof of concept in some areas.2 

In addition, approaches to SDM do not account for the decision-making 

preferences of patients. As a result, not all patients may want to participate in 
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SDM and under some circumstances the patients may prefer to defer to their 

clinician.7,8 Whether or not an individual wants to actively participate in health 

care decision-making can be based on demographic characteristics (e.g., 

gender, race/ethnicity, education) as well as factors specific to the clinical 

encounter such as clinical severity and time available with clinicians.8-10 “Nothing 

about me without me” has long been the motto of advocates for patient-centered 

care and SDM, yet guidance on when to implement SDM infrequently considers 

the patient perspective.11 Prominent SDM models have largely relied the input of 

providers and researchers.12-15  

 

1.2 Purpose of the Study 

This study focuses on the “what” and “when” of SDM.  If the health care 

system is to implement and evaluate SDM, it must understand the defining 

characteristics of the process (the “what” of SDM). Uncertainty about what is 

SDM, the components of SDM, and how it should be implemented are significant 

barriers to practice.16 In addition, the term SDM is inconsistently used in 

literature.17 Researchers can conflate the testing and validation of decision aids 

with the use of a comprehensive SDM framework during clinical encounters.12  

Frameworks for SDM must also account for when patients think it is 

necessary and appropriate (the “when” of SDM). This research will examine 

preferences for health care decision-making from the perspective of millennial 

women. Millennials are now the largest generation in the United States, have a 

high prevalence of chronic conditions compared to previous generations when 
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they were the same age, and are considered industry disruptors.18-22 Yet, the 

health care decision-making preferences of this generation are largely unstudied. 

Studying the preferences of millennial women is especially important given the 

gender bias women face when they seek care.23 Millennial women have also 

become an important and active demographic in discussions about health care 

reform, especially issues related to health care access, which may influence their 

decision-making preferences.24 Examining the decision-making preferences of 

this population will have implications for the health care system for implementing 

SDM and providing care that is responsive to the needs of a large segment of 

current and future patients. 

 

1.3 Research Objectives 

To address the gaps in the current evidence-base, this study examines 

three specific aims: 

 

Aim 1. Synthesize and evaluate models of SDM in the literature to identify 

common: a) goals and objectives of SDM, b) components of SDM and how these 

are operationalized, and c) responsibilities assigned to patients or clinicians for 

participating in SDM. 

 

Aim 2.  Examine the role of clinical severity in the formation health care decision-

making preferences, including the motivation for such preferences. 
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Aim 3. Examine the role of available time with clinician in the formation health 

care decision-making preferences, including the motivation for such preferences. 

 

1.4 Significance 

Aim 1 provides a necessary appraisal of current approaches and 

frameworks for SDM. The lack of consistency in defining SDM and confusion 

about what it involves makes it difficult to execute and to measure its impact.7 

Over the past decade, the field has a seen an increase in SDM publications.25 

The quality of these publications vary, adding additional confusion and 

inconsistency.25 There is no common definition of SDM.26 A 2006 systematic 

review identified 31 different concepts used to describe the process, while a 2019 

systematic review identified 24 components.6,26 Adding to this confusion is the 

development of SDM measures that are not tied to a common definition or 

framework.14,27  

The systematic review evaluates and synthesizes the SDM literature to 

provide clarity to the conceptualization and practice of SDM. This review expands 

the scope of previous work in three ways. First, in addition to the peer-reviewed 

literature, I searched the gray literature for definitions and operational guides for 

SDM. Second, I searched for randomized controlled trials (RCTs), observational 

studies, and qualitative studies with the goal of evaluating the evidence in 

support of the theoretical literature. Third, I addressed concerns about literature 

quality by excluding editorials or thought pieces, using validated tools and rubrics 
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to assess the quality of included publications, and assessing the confidence in 

evidence. 

Aims 2 and 3 examine when SDM is necessary and appropriate from the 

perspective of millennial women residing in Minnesota. Under Aim 2, I identified 

how millennial women’s decision-making preferences change with clinical 

severity. As severity increases, the decisions patients face may become more 

complex and uncertain. Patients may have different preferences for making 

health care decisions for mild conditions like bronchitis than severe diseases like 

cancer.8,28-30 Previous studies have mostly examined patient preferences for 

health care decisions under a specific clinical context (e.g., studies of patients 

making decisions about early-stage cancer treatment).8 Studies examining if 

preferences change as severity changes are primarily survey-based.29-31 This 

provides little insight into why or how these preferences are formed.  

Aim 3 examines the role of time with health care providers in forming 

preferences for health care decision-making. Lack of time is frequently cited as a 

barrier to SDM by both clinicians and patients.16,32,33 Patients who cite time as a 

barrier worry that there is inadequate time during their consultations for SDM or 

that their clinicians are too busy for SDM.32 The potential for patient decision-

making preferences to vary by clinical severity and time creates uncertainty 

about when patients want to participate in SDM. Using a qualitative methodology, 

I was able to examine not only if there are changes in decision-making 

preferences based on these two factors, but also the underlying reasoning 

behind these preferences.  
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This research lays the groundwork for a unified model of SDM by 

evaluating the current evidence-base and identifying commonalities across the 

available literature. As part of my synthesis, I propose a process model for SDM 

based on the common components I identified in the literature. A collective 

approach for SDM based on well-defined and tested frameworks is essential to 

supporting broad implementation and evaluation efforts. Without a common 

understanding, SDM implementation will remain.  The process model is a critical 

step in moving the field towards a collective approach to SDM.  

This study also provides greatly needed context for when and how a key 

segment of the population, millennial women, want to participate in health care 

decision-making when considering the roles of clinical severity and time. The 

qualitative interviews provide information on the underlying factors that drive 

preferences for health care decision-making. This will support health services 

researchers, clinicians, and health care organizations in delivering care to 

millennial women that is responsive to their needs. The interview findings also 

provide information how patients view SDM and when they think it should be 

implemented in clinical practice. 
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CHAPTER 2: LITERATURE REVIEW 

 

2.1 The Patient-Clinician Relationship  

Henderson (1935) defines the dynamic between patient and clinician as a 

social system, emphasizing the importance of communication between clinician 

and patient.34 The literature has defined several approaches within this social 

system: paternalistic, clinician as an agent, shared decision-making (SDM), and 

informed.1 Figure 1 illustrates the relative decision-making power of the patient 

and clinician in each of these models. 

 

Figure 1. Decision-making Power of Patient and Clinician Relationship Models 
 
 

 

The paternalistic model places power in the hands of the clinician who, as 

an expert in medicine and medical care, is the decision-maker for the passive 

patient. In this model, the clinician acts as a warden of the patient by selecting 

and implementing what they feel is best.35 A key assumption of this model is that 

there is enough objective information for the clinician to determine what is best 

with little input from the patient.35 The “clinician as an agent” still places decision-

making in the hands of the clinician; however, effort is made to elicit the 

preferences of the patient.1,36 This model assumes that the clinician has sufficient 

knowledge of the patient’s needs and preferences to act as a “perfect agent” for 

Clinician 
Patient  

Paternalistic  Clinician as Agent  Shared Decision-making Informed 
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the patient.36 The clinician makes decisions for the patient while taking on the 

patient’s point of view.36 This model is of interaction between patient and clinician 

is unrealistic for real-world practice as clinicians are unable to perfectly take on 

the role of the patient.13 However, clinicians may feel that they are practically 

able to understand the needs of the patient to act as a perfect agent. 

Both SDM and the informed model increase the patient’s power. SDM 

requires two-way flow of medical and personal information between patient and 

clinician.12 The patient and clinician jointly deliberate and share decision-making 

power.12,37 Informed decision-making takes this process a step further, with the 

patient as the sole decision-maker.12,36 The role of the clinician is to provide all 

necessary medical information to the patient, but play no role in making 

decisions.12,36 

The medical model has historically been paternalistic, with the role of 

patients limited to passive participation.12 The traditional sick role limits the 

responsibilities of patients to seeking assistance from a competent medical 

professional.38 In the sick role, patients do not have a responsibility to actively 

participate in medical decision making, suggesting that the patient surrenders 

agency to the clinician once they have sought medical treatment.38  

Paternalism in medical care is becoming less acceptable as health care 

stakeholders embrace patient-centered care, which is “…respectful of and 

responsive to individual patient preferences, needs, and values, and [ensures] 

that patient values guide all clinical decisions.”39 Patient-centered care moved to 

the forefront of the US health care system with the passing of the Patient 
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Protection and Affordable Care Act in 2010.40 This change has sparked renewed 

interest in SDM, an important method to delivering patient-centered care.11 

Several policymakers and health care organizations have explored ways 

to implement SDM. In 2007, Washington State created a SDM pilot program and 

partnered with health care organizations to examine and facilitate implementation 

of the process through the use of decision aids.41 Section 3506 of the Patient 

Protection and Affordable Care Act sought to establish a program to facilitate 

SDM, which focused on developing standards for decisions aids.40 Initiatives like 

the Mayo Clinic Shared Decision-Making National Resource Center and the 

Dartmouth-Hitchcock Center for Shared Decision-Making have created resources 

to help implement SDM in clinical practice.42 

There have also been efforts to measure SDM implementation. The 

National Committee for Quality Assurance and the Agency for Healthcare 

Research an Quality have developed a composite measure of SDM for the 

Consumer Assessment of Healthcare Providers and Systems survey and 

Healthcare Effectiveness Data and Information Set.43 Organizations are using 

electronic health records to deliver decision aids to patients.44 In addition, some 

patient-reported outcomes measures include metrics for SDM. For example, the 

International Consortium for Health Outcomes and Measurement standard set for 

primary care for older adults includes questions about clinician communication 

and participation in decision-making.4 

Research and implementation efforts focused on the development of SDM 

resources and measures fail to address important theoretical and practical 
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barriers to implementing SDM.7,45 The field has yet to clearly define the goals and 

objectives of SDM and develop a common framework for the process. It is 

unclear if we have good-quality empirical evidence that support theoretical 

models of SDM. We need to determine if decision-making between patient and 

clinician should be adaptive based on clinical severity. Finally, we have not fully 

examined the role of practical constraints like limited time during consultations in 

guiding patient preferences for health care decision-making.  

 

2.2 Shared Decision-making in the Literature 

SDM is not a novel concept. Early models of the patient-clinician 

relationship include iterations where the patient works in partnership with their 

clinician with variety of terminology.10 Szasz and Hollander (1956) used the term 

“mutual participation” for a model of the patient-clinician relationship where the 

two actors work in partnership.10 Emanuel and Emanuel (1992) outline 

“interpretive” and “deliberative” models of the patient-clinician relationship, both 

of which have overlap with SDM.35 The first significant use of SDM was in 1982 

in a report from President’s Commission for the Study of Ethical Problems in 

Medicine and Biomedical and Behavioral Research.37,46 The report 

contextualized SDM as a process “based upon the mutual respect and 

participation of patients and health professionals” that was essential to 

establishing informed consent.46 In more recent years, SDM has become linked 

to the delivery of patient-centered care and the broader concept of patient 

engagement.11 Since the publication of the report, researchers have attempted to 
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further define SDM, but the literature remains incomplete. The objective of Aim 1 

is to provide clarity to our understanding of SDM.  

 

2.2.1 Previous Efforts to Define Shared Decision-making 

Multiple publications outline steps or components for SDM. Major works 

include Charles et al.’s (1997) four key characteristics,1,12 Towle and Goldophin’s 

(1999) patient and clinician competencies,47 and Elwyn et al.’s (2012) choice talk, 

option talk, and decision talk model.37 There have been previous attempts to 

synthesize the available definitions and models in the literature, the most 

prominent being the systematic review from Makoul et al. (2006).6 The review 

found 76 articles with non-redundant definitions of SDM with 31 separate 

concepts use to explain or define SDM.6 Finding no integrated definition, Makoul 

et al. synthesized a list of essential and ideal SDM elements as well as a list of 

general qualities. Essential elements included defining the problem and patient 

values/preferences; ideal elements included unbiased information and mutual 

agreement; and general qualities included deliberation/negotiation and mutual 

respect.6 Building off of Makoul et al., a recent systematic review  from Bomhof-

Roordink et al. (2019) identified 53 elements in 40 publications, which were 

subsequently clustered into 24 components of SDM.26 

There were several limitations to previous review methodologies.6,26 The 

authors did not consider the quality the available literature. Approximately 14% of 

publications included by Makoul et al. review were editorials or commentaries.6 

The authors aimed to create a definition that was conceptually sound and 
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applicable to clinical practice, but they did not examine whether there was any 

evidence to support or test the models they identified.6 The authors formed their 

list elements by focusing on those that were central to the most frequently cited 

definitions of SDM, assuming prominence would be a reasonable proxy for 

quality.6 The authors also added two elements to the list at their discretion—

discuss patient ability/self-efficacy and arrange follow-up—without a clear 

explanation of the decision-making process behind the selections.6 The proposed 

review aims to address these flaws by evaluating the quality of the included 

literature and examining empirical research to see if there is evidence to support 

the theoretical constructs of SDM. 

In addition, neither Makoul et al. nor Bomhof-Roordink et al. address two 

important issues in conceptualizing the process of SDM: how researchers define 

the goals and objectives of SDM and responsibilities of both patients and 

clinicians within the process.6,26 The goals and objectives of SDM are broadly 

and inconsistently defined. This raises the question of what is the central 

hypothesis behind practicing SDM. Is the incentive patient satisfaction, 

developing patient agency, or reducing clinical practice variation? Are there 

multiple intermediate benefits that contribute to the long-term goal of improved 

patient outcomes? Or is SDM simply a mechanism to reduce decisional conflict 

and reach agreement? Authors frequently scope SDM as a process to improve 

aspects or outcomes of the decision-making process (e.g., patient satisfaction, 

decisional conflict, patient knowledge, patient self-efficacy).1,37,48,49 However, 

there are also discussions of  broader objectives for SDM such as improving 
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patient outcomes, reducing variation and health care utilization, and translating 

evidence-based research into clinical practice.48,50,49  

The extent to which the literature supports these claims is unclear; 

partially due to researchers mischaracterizing studies that test SDM tools as 

studies that comprehensively evaluate the SDM process. Studies of SDM tools 

do not always provide information on the overall or model framework of SDM 

used in the study to guide implementation of the tool and the interaction between 

patient and clinician. While decision aids can help facilitate the SDM process, 

use of an information delivery or discussion tool does not always guarantee that 

SDM will occur (it is dependent on how the tool is used).51 Consequently, studies 

of decision support tools that do not provide a clear process for SDM practice in 

their methods cannot automatically be categorized as studies of the SDM 

process.  

A previous systematic review of randomized controlled trials (RCTs) 

comparing SDM interventions with non-SDM interventions found mixed evidence 

regarding the superiority of SDM interventions in improving patient satisfaction.2 

However, the SDM interventions were primarily decision-aids or other tools and 

authors did not clearly describe implementation of a comprehensive SDM 

process in the methods.2 This highlights the need to not only define and evaluate 

the SDM process, but also distinguish research that examines SDM as a whole 

from research that tests or validates tools that may support the process. A 2015 

systematic review examining the impact of SDM found mixed evidence regarding 
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the ability of SDM to improve patient outcomes.51 While the review considered 

the quality of including studies, it did not consider how studies defined SDM.51  

 Another aspect missing from previous reviews is an examination of the 

responsibilities of the patient and clinician in performing SDM.6,26 In discussing 

the list of SDM elements, the reviewers do not consider who is responsible for 

initiating SDM or ensuring that necessary steps occur. Towle and Goldophin 

(1999) assign both the patient and clinician competencies and responsibilities for 

SDM. 47 This includes a specific competency for patients to first self-assess their 

health, feelings, beliefs, and expectations prior to engaging with their clinician.47 

In contrast, Elywn et al. (2012) outlines a SDM process where the clinician is the 

steward of each step, with guidance on how clinicians can prompt patients to 

think about needs and preferences.37 Outlining the responsibilities of both patient 

and clinician in SDM is an important part of understanding how to implement 

SDM in the health care system. 

 

2.2.2 New Literature on Shared Decision-making 

 A 2014 study of publication trends in 15 high impact journals found an 

exponential growth rate in the number of publications on SDM between 1996 and 

2011. In 2011 alone, there were 165 publications on SDM across the 15 

journals.25 There have been limited efforts to synthesize available definitions of 

SDM since the 2006 review from Makoul et al.26 These efforts have not 

addressed the varying quality of the literature published on SDM over the last two 

decades. The 2014 study found that nearly 64% of SDM literature published 
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between 1996 and 2011 were non-research publications (e.g., letters, comments, 

advocacy/debate or thought pieces).25 There is a need to distinguish publications 

of new or improved SDM models from non-research publications. 

There are sufficient differences between each SDM model and approach 

to SDM to require systematic examination and synthesis. Some models are 

largely clinician driven while others define a clear sharing of responsibilities 

between patient and clinician; some models are more conceptual while others 

focus on proces.1,52 Since Makoul et al., there have been several new 

publications that attempt to define the process of SDM that should to be 

synthesized with previous work. For example, Montori et al. (2006) adapted the 

acute care model outlined by Charles et al. to a model appropriate for chronic 

care.13 Elywn et al. (2012) outlined the choice, option, decision talk model. 37 

Peek et al. (2016) developed a conceptual framework for SDM for African-

American LGBT patients.53 An initial Ovid Medline search for literature on SDM 

published since Makoul et al. literature search in 2003 yields thousands of new 

publications that need to be screened, evaluated, and synthesized.  

While a more recent effort from Bomhof-Roodink et al. (2019) has built 

upon Makoul’s work, it does not take into account key resources in the gray 

literature. 26 The Agency for Healthcare Research and Quality outlined its own 

five-step approach to SDM with accompanying curriculum.54 Health care 

organizations like the Mayo Clinic, Massachusetts General, and Dartmouth-

Hitchcock have developed SDM resources. Any models created by these 

organizations should be examined in a synthesis of SDM definitions. 
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Researchers have difficulty defining SDM and there is not a single widely-

accepted definition or measure of SDM.45,55 While the review under Aim 1 does 

not produce one universal definition of SDM, it identifies where there is common 

ground and proposes a process model of SDM based on the available evidence. 

This work represents an important step in moving the field towards a unified 

definition and conceptual model. It provides an appraisal of the literature that 

examines not only how we have conceptualized SDM (specifically, the goals and 

objectives, the process itself, and the role of patients and clinicians), but also if 

there is evidence to support theoretical frameworks. This is critical to current and 

future SDM implementation efforts because we need a common understanding 

based on the best available evidence to design and evaluate SDM. 

 

2.3 Trends in Patient Preferences for Health Care Decision-making 

Patients can have a range of preferences for how they want to make 

health care decision. A systematic review from Chewning et al. (2012) searched 

for studies on patient decision-making preferences from January 1980 to 2007, 

finding 119 analyses from 115 unique studies.8 The reviewers only included 

empirical studies, but did not assess the quality of included studies. Seventy-five 

out of 119 analyses found that a majority of patients wanted to participate in 

health care decision-making.8 Twenty-five analyses found that the majority of 

patients wanted to delegate decisions to clinicians and the remaining 19 

analyses had mixed findings. The mixed findings were attributed to studying two 

different populations within one study or using scales like the Autonomy 
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Preference Index.8 The Autonomy Preference Index is a validated instrument that 

measures information seeking and decision-making preferences, which presents 

multiple hypothetical scenarios to participants. The mixed results from the 

Autonomy Preference Index-measured studies demonstrate how health decision-

making preferences can be context specific as patient preferences changed 

across different scenarios.8  

The role of clinical context is also reflected in the population-level results. 

The review divided the analyses into four populations: cancer, other chronic 

conditions, invasive procedures, and general population, and examined what 

percentage had patients that favored active participation. The results are 

displayed in Table 1. In 77% of cancer analyses, a majority of patients wanted to 

participate in making health care decisions. A similar percentage was observed 

for invasive procedures. However, only 53% of analyses on the general 

population and 46% of analyses on other chronic decisions found that most 

patients wanted to participate in decision-making. 

 

Table 1. Variation in Decision-making Preferences from Chewning et al. (2012) 

Population 
(Number of Analyses) 

Majority 
Preferred to 
Participate 
(Number of 
Analyses) 

Majority 
Preferred to 

Delegate 
(Number of 
Analyses) 

Mixed 
Findings 

(Number of 
Analyses) 

Cancer (43) 77% (33) 14% (6) 9% (4) 
Other Chronic Conditions (26) 46% (12) 31% (8) 23% (6) 
Invasive Procedures (14) 79% (11) 14% (2) 7% (1) 
General Population (36) 53% (19) 25% (9) 22% (8) 
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The year of the study may have influenced results. Chewning et al. noted 

a distinct time trend finding that studies published after 2000 trended towards 

more patients who wanted to participate in decision-making, while studies 

published pre-2000 trended towards more patients who preferred a passive role.8 

Chewning et al. suggests that this shift is attributable to differences in the 

populations studied overtime.8 This shift may also reflect broader changes in our 

societal expectations of health care and clinicians over the past few decades. 

Studies focusing on “patient-centered” behavior have been published since the 

1970s.56 However, rising distrust of clinicians in the decades before 2000 may 

have challenged the validity of paternalism. In particular, the shift to managed 

care and the focus on cost containment created distrust in clinicians and the 

health care system.57 A 1997 study from Lupton found that clinicians believed the 

status of medical professionals had diminished, removing the view of clinicians 

as “god-like figures”.58  In addition, Lupton found that patients were more 

knowledgeable about their care and more assertive with their clinicians.58 

Studies published since 2012 reflect the post-2000 publication time trend 

towards participation in decision-making observed by Chewning et al. Krumholz 

et al. (2013) examined the decision-making preferences of individuals 

hospitalized with an acute myocardial infarction. Of 6,636 patients interviewed for 

the study, 68% preferred an active or shared role. Among those who preferred an 

active or shared role, 40% preferred that the patient be more involved than the 

clinician in making decisions.59 Santema et al. (2017) examined decision-making 

preferences among 67 patients visiting a vascular surgery outpatient clinic.60 The 
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study found that 58% of participants preferred a shared role for decision-making. 

A cross-sectional study of 810 adults visiting ophthalmologists for diabetic 

retinopathy from Marahrens et al. (2017) found that 74% of patients preferred 

shared decision-making. Approximately 18% preferred that the ophthalmologist 

made the decision and 8% preferred that they made the decision 

autonomously.61 Berger et al. (2017) surveyed the preferences of women 12 to 

18 months after they were diagnosed with breast cancer. In both the full sample 

of 873 patients and a subsample 329 chemotherapy patients, approximately 50% 

of respondents preferred SDM for treatment decisions.62 In both the full sample 

and subsample, approximately 19% of patients preferred that clinicians made the 

decision about treatment and approximately 31% preferred to make the decision 

themselves.62 

This literature indicates that a majority of individuals prefer being involved 

in making their health care decisions. However, there remains a considerable 

proportion that prefer to defer to their clinician and a small group that prefers to 

make decisions themselves. Across the literature on patient preferences for 

SDM, there is variation in the proportion of individuals who prefer SDM.8 In 

Krumholz et al. and Maharens et al., 70% of respondents preferred SDM.59,61 In 

contrast, in Berger et al. only 50% of respondents preferred SDM. These studies 

occurred in different settings, under different clinical contexts, and with different 

patient populations. If we are to fully understand patient decision-making 

preferences, we must consider the factors that influence their formation. 
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2.4 Factors that Influence Preferences for Health Care Decision-making 

Eisenberg (1979) outlines four sociologic factors that influence clinical 

decision-making: patient characteristics, clinician characteristics, the clinician’s 

interaction with the health care system, and the clinician’s relationship to the 

patient.63 Patient demographics such as age, income, education, gender, and 

race and ethnicity may influence decision-making preferences.64 Younger 

patients as well as those with higher incomes and levels of education are more 

likely to prefer an active role in health care decision-making.64,65 66-68 Evidence 

regarding the role of gender is mixed. Some studies show that women are more 

likely to want to participate in decision-making than men; however, others have 

found no association between decision-making preferences and gender.64-66,69  

There are also mixed findings about the role of race and ethnicity.64 A 

large, multisite observational study of 2,197 patients with chronic disease found 

no association between race and ethnicity and decision-making preferences.28 A 

population-based survey of 2,765 respondents found that race and ethnicity did 

play a role.68 African American and Hispanic patients were less likely than White 

patients to prefer an active role in medical decision-making.68  

The association between race and ethnicity and decision-making 

preferences may be confounded by the patient-clinician relationship. The patient-

clinician relationship can be an important factor in the formation of decision-

making preferences.64,70 Fear of authoritarian clinicians or being labeled difficult 

may suppress interest in participating in decision-making.71 Variables such as 
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relationships with other medical staff and clinician characteristics (e.g., 

interpersonal skills) can further influence this dynamic.32,64,72,73     

For patients who are part of a minority racial or ethnic group, the patient-

clinician dynamic may discourage patients from participating in health care 

decision-making. Clinicians are more likely to have negative perceptions of Black 

and/or Hispanic patients and are less likely to engage in patient-centered 

communication with non-White patients.74,75 Analysis of the 2001 Commonwealth 

Fund Health Care Quality Survey (n=6,299) found that Black, Hispanic, and 

Asian patients were more likely than White patients to feel that they would 

receive better medical care if they were a different race.76 These patients were 

also more likely to believe that medical staff treated them poorly due to their race 

or ethnicity.76 These experiences disempower patients.77,78 In interviews and 

focus groups with Black diabetes patients, Peek et al. (2009) found that 

participants felt they did not have the right to participate in health care decision-

making.77 Participants believed that clinicians limited their discussions with Black 

patients and that they did not receive the same level of information as White 

patients.77 However, racial concordance between patient and clinician can 

improve patient perception of care and patient-clinician communication.79,80 

The characteristics of the patient and clinician as well as the dynamic 

between patient and clinician are important factors that may affect patient 

decision-making preferences.64 The objective of Aims 2 and 3 are to examine 

how two additional factors influence decision-making preferences: clinical 

severity and time. 
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2.4.1 Severity of Disease/Condition 

The systematic review from Chewning et al. shows that decision-making 

preferences can vary across patient populations with different levels of disease 

severity.8 However, the review does not provide a clear direction or trend for how 

severity influences preferences. In the formation of this research, I reviewed 11 

studies that attempted to address this question through the presentation of 

different clinical scenarios to study participants. Table 2 summarizes the findings 

from these studies. All 11 studies are survey-based; Cheraghi-Sohi et al. (2008) 

is a discrete choice experiment.30,31,67,70,81-87 All of the studies examine specific 

patient populations (e.g., primary care patients, cancer patients), except Smith et 

al. (2016) which is a nationally representative survey.67  

Four studies used the Autonomy Preference Index.30,83,84,86 Three studies 

used the Problem-Solving Decision-Making Scale, a decision-making 

measurement tool that incorporates subscales of the Autonomy Preference Index 

and divides prompts into “problem-solving” (e.g., who should determine what the 

treatment options are?) and “decision-making” (e.g., who should decide what 

treatment options should be selected?) tasks.70,82,87 Both the Autonomy 

Preference Index and Problem-Solving Decision-Making Scale use two to three 

clinical scenarios to elicit decision-making preferences and a five-point Likert-

type scale for decision-making options (see Table 2).30,82 Two studies had scales 

similar to the structure of the Autonomy Preference Index and Problem-Solving 

Decision-Making Scale, using three clinical scenarios and five-point Likert-type 
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scales to measure preferences.31,85 For the discrete choice experiment, 

Cheraghi-Sohi et al. included involvement in decision-making as an attribute, with 

respondents indicating their willingness to pay.81 In the nationally representative 

survey, Smith et al. (2016) presented respondents with six different tasks in 

clinical care (e.g., diagnostic testing, lifestyle changes) and asked respondents if 

they thought SDM was appropriate for each circumstance.67  

 The findings regarding the impact of clinical severity on decision-making 

preferences were mixed. Four studies (N=1,236) found that patients preferred to 

have more involvement in decision-making for mild conditions than severe 

conditions.30,70,83,86 One study (N=535) found that patients preferred to be more 

involved in decision-making for severe conditions.84 Three studies (N=1,690) 

found no difference between decision-making preferences for mild and severe 

conditions.31,81,82 Cheraghi-Sohi et al. (N=1,193) reported no difference between 

the SDM willingness to pay for mild and severe conditions. The willingness to pay 

for an ambiguous clinical condition was higher than either that of the mild or 

severe conditions.81 Derber et al. (N=300) found no difference for decision-

making tasks (SDM was favored across all), but there was a preference towards 

clinician control for problem-solving tasks.82   

 Three studies examined decision-making preferences in terms of the type 

or clinical area of the decision. Both Mansell et al. (2000) (N=255) and Smith et 

al. (N=3,400) provided information on decision-making preferences for types of 

decisions.67,85 Mansell et al. found that patients preferred to be more involved in 

making major decisions than minor decisions.85 Smith et al. found that a majority 
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of patients wanted SDM across six different types of clinical decisions ranging 

from selecting a clinician for referral to choosing between medical and surgical 

treatments.67 Dehlendorf et al. (2010) (N=257) compared decision-making 

preferences for general health and decisions about birth control. The study found 

that the majority of participants preferred autonomous decision-making for birth 

control decisions, but that clinician-led decision-making was favored for general 

health decisions. A similar percentage preferred SDM across both scenarios, but 

SDM was not the most preferred choice in either scenario.87  

There are several possible explanations for why there is no clear trend in 

these studies. As shown in Table 2, there were differences in the populations 

across the studies. Some studies included patient populations who were seeking 

general care while others focused on those that were undergoing treatment for 

severe conditions like end-stage renal disease. In addition, nearly half of the 

studies occurred in international settings. There is a cultural component to patient 

clinical experiences, expectations, and preferences.88-90 The specific structure 

and culture of the health care system in the United States is notably different 

from the systems in other countries, which may partially account for the mixed 

results.  

There was also variation in the conditions used to elicit preferences and 

the amount of information provided to participants about the conditions. Some 

studies provided scenarios that were one to two sentences while others provided 

paragraph-length descriptions. Given that the studies span from 1980 to 2016, 

the time trend towards patient participation in decision-making observed by 
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Chewning et al. may also be a factor.8 The results of subset of studies published 

after 2000 do appear to trend towards a broad preference for SDM compared to 

the older studies. Patient preferences for decision-making may have broadly 

changed as the health system has transitioned from a paternalistic model to a 

patient-centered model. Older studies may not reflect this shift. 

None of the studies provided qualitative data. The lack of qualitative data 

makes it difficult to understand the differences in the results of these studies. 

Respondents can be vocal about justifying their decision-making choices or 

expressing uncertainty to the researcher collecting their responses.29 These 

remarks provide valuable insights into why patients feel a decision-making 

method is appropriate in one circumstance, but not another. Qualitative data 

would help clarify why we observe different results across studies. Yet, current 

studies do not report this type of data. While survey research is useful in 

examining the preference changes in a large sample of patients, a qualitative 

study would provide context for the underlying motivations behind the 

preferences. This information is critical to understanding when and why SDM is 

or is not desired from the perspective of the patient. 



Table 2. Studies on Impact of Clinical Severity on Decision-making Preferences 
 

First Author, 
Year 

Country 
Study Type 

Tool 

Population 
N 

Age 
Sex 

Clinical Scenarios Decision-making Options Findings 

Ende 1989
30

 

US 

Survey 

API 

Primary care 

patients 

N=312  

65% Age 51+ 

62% Female 

1. Upper respiratory 

tract illness 

2. Hypertension  

3. MI 

1. You 

2. Mostly You 

3. The clinician and you 

equally 

4. Mostly the clinician 

5. The clinician alone 

Significant difference in mean 

decision-making score across all 

scenarios (p<0.003) with 75% of 

patients preferring more 

decision-making power for mild 

than severe illness. Remaining 

25% had opposite preference. 
Ende 1990

83
 

US 

Survey 

API 

Patient physicians 

and non-physician 

patients 

N=466 

49.6 (1.01) 

52% Female 

1. Upper respiratory 

tract illness 

2. Hypertension  

3. MI 

1. You 

2. Mostly You 

3. The clinician and you 

equally 

4. Mostly the clinician 

5. The clinician alone 

Decision-making scores were 

below the threshold for SDM. 

For both groups, illness related 

decision-making scores 

decreased as severity increased 

(p<0.01), moving towards 

preference for clinician control. 

Derber 1996
82

 

Canada 

Survey 

PSDM 

Patients 

undergoing 

angiogram 

N=300 

70% Age 51+ 

73% Female 

 

1. Burning sensation 

during urination 

2. Mild chest pain for 

3 days 

3. Difficulty 

conceiving with 

partner (trying for a 

year) 

1. Clinician alone 

2. Mostly the clinician 

3. Both equally 

4. Mostly me 

5. Me alone 

 

Significant difference between 

scores for problem-solving 

(favored clinician control) and 

decision-making tasks (favored 

SDM) (p=0.001). Preference for 

clinician control was higher for 

some tasks for mild chest pain 

than urination or pregnancy. 

Nease 1996
86

 

US 

Cross-sectional 

Survey 

Outpatients with 

benign prostatic 

hyperplasia, back 

1. Upper respiratory 

tract illness 

2. Hypertension  

3. MI 

1. You 

2. Mostly You 

3. The clinician and you 

equally 

Decrease in median decision-

making score as clinical severity 

increased (p<0.0001), moving 
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First Author, 
Year 

Country 
Study Type 

Tool 

Population 
N 

Age 
Sex 

Clinical Scenarios Decision-making Options Findings 

API pain, or mild 

hypertension 

N=167 

59 (24-92) 

25% Female 

4. Mostly the clinician 

5. The clinician alone 

towards preference for clinician 

control. 

Stigglebout  

1997
31

 

Netherlands 

Survey 

N/A 

Radiotherapy 

patients with 

cancer or 

nonmalignant 

surgical 

outpatients and 

the people 

accompanying 

them.   

N=197 

49.5 (16) 

52% Female 

1. Tinea of the foot 

2. Asymptomatic 

gallstones 

3. Laryngeal cancer 

4. Skin Cancer 

1. The clinician should make 

the decisions using all that is 

known about the different 

treatments 

2. The clinician should make 

the decisions, but strongly 

consider my opinion 

3. The clinician and I should 

make the decisions together 

on an equal basis 

4. I should make the 

decisions, but strongly 

consider the clinician’s 

opinion 

5. I should make the 

decisions using all I know or 

learn about the treatments 

No statistically significant 

association between clinical 

severity and decision-making 

preference. 

Mansell 2000
85

 

US 

Cross-sectional 

Survey 

N/A 

VA outpatients 

N=255 

63.2(10.5) 

95% Male 

1. Colon cancer 

2. Acute MI 

3.Diabetes 

1. Only your clinician 

2. Mostly your clinician 

3. You and your clinician 

4. Mostly you 

5. Only you 

 

Preference to share 

responsibility for most colon 

cancer decisions.  Decision-

making preferences for acute MI 

was mixed across the decision 

choices, while more physician 
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First Author, 
Year 

Country 
Study Type 

Tool 

Population 
N 

Age 
Sex 

Clinical Scenarios Decision-making Options Findings 

control was preferred for 

decisions related to diabetes. 

Across all prompts, patients 

preferred to be more involved in 

major decisions (e.g., 

chemotherapy, bypass surgery, 

amputation) than minor 

decisions (p<0.001). 

Kraetschemer 

2004
70

 

Canada 

Cross-sectional 

Survey 

PSDM 

Outpatients at 

either breast 

cancer, prostate 

cancer, or fracture 

clinics. 

N=606 

67% Age 50+ 

51% Female 

1. Current health (the 

condition for which 

they were attending 

the clinic) 

2. Mild chest pain for 

3 days 

1. Clinician alone 

2. Mostly the clinician 

3. Both equally 

4. Mostly me 

5. Me alone 

 

Approximately 67% of patients 

preferred a shared role for their 

current condition (30% preferred 

passive, 3% preferred active). 

Only 49% preferred a shared 

role for the mild chest pain 

vignette (50% preferred passive, 

1% preferred active). 

Cheraghi-Sohi 

2008
81

 

UK 

Discrete Choice 

Experiment 

N/A 

Patients from 

family care 

practices 

N=1,193 

Age 53 (18.1) 

54% Female 

1. Red, sore, 

itchy/flaky patches on 

hand 

2. Heavy cough/cold 

with sharp pain on 

right side of chest 

when coughing 

3. Feeling tired and 

irritable with difficulty 

sleeping 

Attribute: Clinician involves 

you in decision-making  

WTP to be involved in decision-

making for the minor physical 

scenario (itchy hands; $10.55, 

95% CI 7.87, 13.30) was similar 

to WTP for the urgent physical 

scenario (heavy cough/cold; 

$10.98, 95% CI 6.97, 15.21), but 

the WTP for the ambiguous 

scenario (tired/irritable) was 

higher ($15.31, 95% CI 12.12, 

18.68).  
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First Author, 
Year 

Country 
Study Type 

Tool 

Population 
N 

Age 
Sex 

Clinical Scenarios Decision-making Options Findings 

Deheldorf 2010
87

 

US 

Cross-sectional 

Survey 

PSDM 

Women receiving 

abortion care 

N=257 

25 (6) 

100% Female 

1. General health 

(“when you are sick”) 

2. Birth control choice 

1. Clinician alone 

2. Mostly the clinician 

3. Both equally 

4. Mostly me 

5. Me alone 

For general health decisions, 

48% preferred clinician-led, 33% 

preferred shared, and 19% 

preferred autonomous decision-

making.  For contraception 

decisions, 18% preferred 

clinician-led, 32% preferred 

shared, and 50% preferred 

autonomous decision-making. 

Jayanti 2015
84

 

UK 

Survey 

API 

ESRD patients 

N=535 

56 (13.24) 

35% Female 

1. Upper respiratory 

tract illness 

2. Hypertension  

3. MI 

1. You 

2. Mostly You 

3. The clinician and you 

equally 

4. Mostly the clinician 

5. The clinician alone 

Median decision-making scores 

increased with severity with 

higher scores indicating more 

active participation. 

Smith 2016
67

 

US 

Cross-sectional 

Survey 

N/A 

Adult respondents 

N=3,400 

62% Age 41+ 

53% Female 

 

1. Lifestyle changes 

(e.g., diet and 

exercise) 

2. Preventive 

screening tests 

3. Choosing between 

treatment options 

(e.g., medication vs. 

surgery) 

4. Selecting a 

specialist for referral 

5. Choosing between 

medications 

1. Yes (affirmative for SDM) 

2. No (negative for SDM) 

Majority of patients wanted SDM 

for all scenarios: 72% for 

lifestyle changes, 59% for 

preventive screening, 60% for 

treatment decisions, 55% for 

referral, 58% for medication 

choice, and 53% for deciding a 

diagnostic test.  Level of patient 

activation was associated with 

preference for SDM for all 

scenarios except specialist 

referral (p<0.02) 
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First Author, 
Year 

Country 
Study Type 

Tool 

Population 
N 

Age 
Sex 

Clinical Scenarios Decision-making Options Findings 

6. Deciding whether it 

is diagnostic test was 

necessary 

API=Autonomy Preference Index; CI=Confidence Interval; ESRD=End Stage Renal Disease; N/A=Not Applicable; MI=Myocardial Infarction; 

PSDM=Problem-solving Decision-making Scale; SDM=Shared decision-making; WTP=Willingness-to-pay
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2.4.2 Time with Clinician 

Time is an important factor in patient-clinician consultations. Patients 

expect clinicians to provide enough time for them to convey concerns and ask 

questions.91 Individuals who want more time during consultations report lower 

levels of satisfaction and are less likely to comply with clinician 

recommendations.92 Patients may over- or underestimate the amount of time 

they have during clinical visits.92,93 The median length of a primary care 

consultation is around 16 minutes.94 More time may be allotted for consultations 

with specialists.   

Previous studies on the adoption of SDM have suggested that there is not 

a significant difference in time between SDM consultations and non-SDM 

consultations.95 Yet, the perception of time as a barrier to SDM persists in both 

clinicians and patients.16,32,33 A systematic review on patient-reported barriers to 

SDM found that time was the most frequently reported barrier.32 Searching nine 

databases, the review found 44 relevant studies that were either qualitative 

interviews or surveys. Twenty of the 44 studies specifically cited time as a 

barrier.32 Time-associated factors included limited time allocated for clinician 

visits, clinicians appearing too busy or hurried, feelings of guilt for taking up more 

of the clinician’s time, and feeling the need to end appointments early if the 

waiting room was full.32 Time was also directly viewed as a barrier to becoming 

more informed, which in turn discouraged patients from being more active in 

making decisions.32 Patients reported that the feeling that they had adequate 

time allowed for relationship building and more effective communication.32 
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Research shows that individuals may make different choices when under 

time pressure.96 Given that time is considered a barrier to SDM by both patients 

and clinicians, patients may be more interested or willing to participate in 

decision-making if they were given more time with their clinician. Previous work 

shows that patients increase information-seeking behavior when given more time 

with their clinician.97 Studies have not examined if patients would change their 

decision-making preferences based on how much time they have with their 

clinicians. The objective of Aim 3 is to examine the relationship between health 

care decision-making preferences and time, and to probe if respondents 

deliberate adjusting their preferences when considering the time available during 

clinical visits. 

 

2.5. Millennial Women as Healthcare Stakeholders 

Aims 2 and 3 examine the decision-making preferences of millennial 

women in the US.  With a population of 83.1 million, millennials are now the 

largest generation in the US.98 Table 3 shows key demographic differences 

between millennials (born 1982-2000), generation X (born 1965-1980), and baby 

boomers (born 1946-1964).99  

 

Table 3. Demographic Differences Between Three Generations 
 

 Millennials Generation X Baby Boomers 
Part of minority racial or 
ethnic group (%) 

44 38 25 

With at least bachelor’s 
degree at ages 18-33 (%)  

48 38 31 

Never married at ages 18-33 
(%) 

68 56 43 
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Households in poverty 
(millions) 

5.3 4.2 5.0 

 

Millennials are more diverse than previous generations. Approximately 

56% of millennials are White, 21% are Hispanic, 14% are Black, 6% are Asian, 

1% are Native American, and 2% are multi-racial.22 In contrast, 75% of 

individuals age 55 and older in the US are White.22 Despite a higher percentage 

of millennials obtaining bachelor’s degrees, more millennial households are in 

poverty than households headed by generation X or baby boomers.99 This 

generation is often cited as the first generation that is worse off than their parents 

in terms of economic opportunity.100 

Millennials conceptualize health differently than previous generations. 

While over 40% of baby boomers and generation X define being healthy as the 

absence of sickness, only 29% of millennials define being healthy this way.22 

Instead, preventative activities like eating right and exercising are key 

components to millennials’ definition of health.22 Despite this focus on overall 

wellness, many millennials have poor health outcomes. Approximately 27% of 

individuals age 18 to 44 have one or more chronic conditions.101 Millennials have 

higher prevalence of obesity, hypertension, and diabetes than the generations 

that proceed them.18,19 Millennials also report higher levels of stress than older 

generations.102,103 

Millennials are often viewed as “disruptors” of major industries including 

the retail, housing, technology, and automotive industries. They are the first 

generation of digital natives and rely on the accessibility and convenience of the 

internet and social media to gather information, communicate, and guide 
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decisions.22  Due to their economic outlook, millennials also delay traditional 

adult milestones like purchasing a home or car, moving away from their parents, 

and getting married.22 As shown in Table 3, millennials between the ages of 18 

and 33 are more likely be unmarried than previous generations at the same 

age.99   

The millennial workforce is changing the process of medical education and 

training as well as health care delivery. 104-106 Millennial clinicians expect to use 

technology to rapidly gather information and instantly communicate.106 They 

expect that their coworkers and mentors provide them with rapid responses. This 

generation is more collaborative and empowered, challenging the traditional 

hierarchy that guides medical education.106 Millennials are also prone to 

embracing innovations in health care delivery and medicine. Academic 

institutions and health care organizations are learning how to adapt to meet the 

needs and expectations of this generation.106 Health care organizations will also 

need to adapt to suit the needs of the millennial patients, whose expectations 

about how they interact with the health care system may be different than 

previous generations. Like the millennial healthcare workforce, millennial patients 

are prone to using technology for information and communication.107 

Millennial women, in particular, may be patient disruptors. In 2015, 

females age 44 and below accounted for almost 24% of clinician office visits.21 

These women are living through a period of change in the US health care system 

and are very engaged in current discussions about health care reform and their 

access to care.24 A 2017 Skimm/YouGov survey of a nationally representative 
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sample of 500 millennial women found that approximately 64% of respondents 

considered health care the most important policy issue. In addition, 69% of 

respondents were specifically concerned about reduced access to women’s 

health care services.24 These concerns are already influencing the way millennial 

women approach health care decision-making. The Skimm/YouGov survey found 

that 21% of millennial women were considering changing their birth control 

method since the 2016 election. 24 Post-2016 election data shows that some 

millennial women have adopted an informed/active model of decision-making 

about contraception, resulting in an uptick in the demand for long-acting birth 

control.108,109  

Studying the health care decision-making preferences of millennial women 

is especially important given the biases they face when seeking clinical care. 

Clinicians are more likely to believe that female patients make excessive 

demands of their time than male patients.23 Female patients are also more likely 

to be viewed as emotional during clinical visits.23 Across multiple diseases and 

conditions, the symptoms of women are treated less seriously than those of 

men.110,111  

This can to lead to serious adverse events, especially for younger women 

who may not be taken seriously when presenting with symptoms of a serious 

condition or life-threatening illness. For example, women with endometriosis 

experience a 7 to 12-year gap between onset of pain and diagnosis.112 Data 

suggests that younger women, in particular, experience longer delays in 

diagnosis of endometriosis.113 This is partially attributable to gender bias in pain 



 

 36 

treatment and the trivialization of women’s pain, especially young women.112,114 

In addition, women age 50 and younger are more likely to die from a myocardial 

infarction then men of the same age.115 Using in-depth interviews, a qualitative 

study of 30 women age 30 to 55 hospitalized for acute myocardial infarction 

found that a partial driver of delayed recognition was that health care providers 

were not responsive to their symptoms.116  

Gender bias may impact whether women are able to participate in their 

preferred model of medical decision-making. An observational study of 137 non-

metastatic breast cancer patients undergoing surgery or neoadjuvant therapy 

found that many of the patients experienced a different decision-making process 

than the one they preferred.117 Approximately 40% preferred that the clinicians 

make their treatment decision, 29% preferred SDM, and 31% preferred to make 

their treatment decision themselves. Only 63% of participants had a decision-

making experience that matched their preferences.  Approximately 22% were 

less involved and 15% were more involved than they preferred. Only 31% of 

patients who wanted to participate in SDM engaged in their desired decision-

making style.117  

There are several reasons why studying the decision-making preferences 

of millennial women is important. Millennials may require care for chronic 

conditions at a faster rate than previous generations. If we do not start 

considering how the preferences of this generation differ from that of previous 

generations, health care providers will be poorly equipped to provide patient-

centered care that is responsive to their needs.  This may exacerbate poor health 
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outcomes. A 2019 report from Blue Cross Blue Shield suggests that if current 

trends continue, millennial mortality could increase by over 40% compared to 

generation Xers when they were of similar age.103 Given that health care 

spending per capita increases as the number of chronic conditions increase, a 

lack of responsiveness to the needs of the millennial generation will most likely 

increase health care expenditures.118 Blue Cross Blue Shield projects that a 

greater demand for treatment and the high cost of healthcare would result in 

millennial treatment costs that are 33% higher than what generation X 

experienced at a similar age.103 

Focusing on the decision-making preferences of millennial women may 

help address the issue of gender bias in clinical care. Clinicians may be reluctant 

to factor in the decision-making preferences of young female patients because 

they believe that they are being emotional or simply over-demanding of their 

time.23 This could be especially true of young female patients who want to 

engage in SDM, given the perception that SDM is more time consuming than 

other decision-making models.16 A study that not only examines the decision-

making preferences of millennial women, but also the underlying motivations 

behind these preferences may help dispel negative perceptions of young female 

patients and ultimately improve the quality of care they receive. 

 
2.5.1 Shared Decision-Making and Women’s Health  

Aims 2 and 3 address an important gap in the literature on patient-

centered care and women’s health. Much of the available literature focuses on 

SDM for either maternity care, fertility treatment, or breast cancer.119-128 While 
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SDM for these issues are important, they are not the only reasons women seek 

health care. There is an unmet need for studies of decision-making preferences 

beyond these areas and for discussions of patient-centered care that broadly 

consider the needs of young women. Gynecological health concerns, in 

particular, are important areas to explore the desire for SDM and patient 

decision-making preferences. These decisions often involve important trade-offs 

for the patient and clear communication between patient and clinician.   

Important women’s health issues not often discussed with the context of 

SDM and patient-centered care for women include treatment of painful periods, 

treatment of gynecological issues like ovarian cysts, and management of 

hormonal disorders like polycystic ovary syndrome (PCOS). Treatment for painful 

periods often involves hormonal contraception.129 Approximately 40% of women 

age 15 to 44 in the US are using a form of contraception that requires a 

prescription, a clinical procedure, or clinician supervision (i.e. birth control pill, 

intrauterine device, female sterilization, or Depo-ProveraTM).130 Selecting 

contraception requires consideration of individual needs, potential side effects, 

and the trade-offs of each option. Almost all women will have an ovarian cyst in 

their lifetime.  Management of recurring cysts requires women to consider 

medication management and the potential for surgery.115,116 Approximately 10% 

of women will require surgery to remove an ovarian cyst.131,132 Approximately 

10% of women will also be diagnosed with PCOS, which requires a complex 

combination of medication and lifestyle changes to manage.133 Total national 

health care expenditure for managing PCOS is estimated to be $1.16 to $4.36 
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billion dollars.134,135 This study provides an opportunity to examine decision-

making preferences for these health care concerns and expand our view of 

women in a patient-centered health care system. 

 

2.6 Conceptual Model 

 Figure 2 displays the conceptual model for this research. The model 

illustrates factors that can influence the patient in forming their health care 

decision-making preferences. The health system is included as a contextual 

factor that may influence this relationship. Patient characteristics can be a 

significant factor in determining decision-making preferences.8,64 However, the 

relationship between the patient and their decision-making preferences is also 

influenced by the patient-clinician relationship. 63 This dynamic is represented by 

the lines from clinician to patient and patient to clinician. While family/caregivers 

and members of the care team may participate in SDM (as indicated by their 

inclusion as contextual factors), the model is defined at the patient-clinician dyad 

level. 

The spectrum of patient preferences going from passive to active are 

shown in the “patient decision-making preferences” box. Passive decision-

making represents the paternalistic model of the patient-clinician relationship 

while active decision-making represents the informed model. Patient preferences 

for decision-making may also fall between passive and shared and active and 

shared. Aim 1 focuses on defining the process of SDM and examining the 

evidence in support of current definitions.   
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Aims 2 and 3 focus on additional factors that may influence patient 

decision-making preferences: clinical severity (Aim 2) and time constraints (Aim 

3). Clinical severity precedes time as a factor because severity of the condition 

may determine the desired amount of time with the clinician.94 The possible 

interaction between severity and time is illustrated by the dotted line going from 

severity to time. Information about this interaction may emerge during the 

qualitative interviews. 
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Figure 2. Conceptual Model at the Patient/Clinician Dyad Level 
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CHAPTER 3: SYSTEMATIC LITERATURE REVIEW METHODOLOGY 

 

The literature review under Aim 1 had three key questions (KQs) that 

aimed to define the practice of shared decision-making (SDM). Due to the 

complexities of treating children, the review focused on interactions between 

clinicians and adult patients. For all three KQs, the review documented any SDM 

models relevant to women to support Aims 2 and Aims 3.  

 

3.1 Key Questions 

KQ 1: For clinical encounters between adult patients and their clinicians(s), what 

are the models of SDM in the literature? 

a. What are the common components of SDM across these models and how are 

these components operationally defined? 

b. To what extent have these models been tested by empirical studies? 

 

KQ 2: For clinical encounters between adult patients and their clinicians(s), how 

do models of SDM in the literature define the goals and objects of the process? 

a. Is there a common premise regarding the impact of SDM across these 

models? 

b. To what extent does the empirical research on models of SDM support the 

stated goals and objectives? 
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KQ 3: For clinical encounters between adult patients and their clinicians(s), how 

do models of SDM in the literature outline the responsibilities of patients and 

clinicians? 

a. Are there common responsibilities for patients and clinicians across SDM 

models? 

b. To what extent have empirical studies tested the responsibilities outlined in 

theoretical models? 

 

3.2 Peer-Review and Gray Literature Search  

I searched Ovid Medline, Embase, and PsychInfo, and Cochrane Central 

Register of Controlled Trials to identify reviews and studies published from 1982 

to September 24, 2019. I used 1982 as a limit in order to focus on literature 

published since the President’s Commission report on informed consent, which is 

the first significant use of the term “shared decision-making”.37,46 The search 

strategy included medical subject headings and natural language terms for the 

concepts of SDM and patient decision-making. The librarian at the Minnesota 

Evidence-based Practice Center provided a peer review of the search strategy. I 

also hand searched reference lists of relevant systematic reviews and included 

articles. I supplemented the results from the published literature with a gray 

literature search. This included a search of documents from Agency for 

Healthcare Research and Quality, the Informed Medical Decisions Foundation, 

the Mayo Clinic Shared Decision-Making National Resource Center, the Patient 
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Centered Outcomes Research Institute, and the Dartmouth Hitchcock Center for 

Shared Decision-Making, and select patient-reported outcomes platforms. 

 

3.3 Inclusion/Exclusion Criteria 

The inclusion/exclusion process and criteria were developed in 

consultation with an expert in systematic review methodology from the Minnesota 

Evidence-based Practice Center. I included narrative and systematic reviews, 

randomized and non-randomized controlled trials, observational studies, and 

qualitative studies (including qualitative Delphi studies) on the definition or 

practice of SDM without regard to country of origin.  Table 4 summarizes the 

study inclusion criteria. 

 

Table 4. Study Inclusion Criteria 
 
 Criteria 
Study Enrollment Adults (any health status) 
Study Design • KQ1-3: Narrative or systematic reviews, RCT/CCTs, 

observational studies, qualitative studies, gray literature 
• KQ 1a, 2a, 3a: Narrative or systematic reviews, 

RCTs/CCTs, observational studies, qualitative studies, 
gray literature 

• KQ 1b, 2b, 3b: RCTs/CCTs, observational studies, 
qualitative studies 

Data/Outcomes • KQ1-3: Models of SDM with components, goals and 
objectives of, or responsibilities of patient or clinician  

• KQ 1b, 2b, 3b: Measures of efficacy or effectiveness of 
SDM models (e.g., patient outcomes) or measures of 
SDM outcomes (e.g., satisfaction, decisional conflict)  

Timing No minimum follow-up. 
Publication Type Published since 1982 in peer-reviewed journals and gray 

literature. 
Publication 
Language 

English 

CCTs=Controlled Clinical Trials; KQ=Key Question; RCTs=Randomized Controlled Trials  
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3.3.1 Criteria for Models, Components, Definitions 

For KQs 1-3a, I defined “model” as any definition of SDM that described or 

explained the process and provided steps or components. Definitions could focus 

on SDM for the clinician-patient dyad or care team-patient interaction. 

Publications providing a generic definition of SDM (e.g., SDM is a process of 

deliberation between patient and clinician) with no additional steps or explanation 

were excluded. Operational frameworks and guidance documents were included 

from the gray literature if they provided a clear SDM model. 

I also excluded publications that focused on SDM implementation at the 

organizational level, broadly discussed health care decision-making models, or 

discussed or studied barriers and facilitators or preferences without synthesizing 

findings into a clear SDM model or definition. Publications that focused on 

measures and measure validation were also excluded; however, they were 

examined as part of the hand search to identify any SDM models that were used 

to develop the measures. 

Components were defined as any step or item identified as a critical or 

necessary aspect of SDM within each model. These included process steps 

(e.g., elicit patient preferences) as well as items like respect and trust. Any 

additional detail provided to explain or describe components were accepted as 

definitions (e.g., eliciting patient preferences involves exploring ideas, fears, and 

expectations of the problem and possible treatments). This text was used for the 

qualitative synthesis of operational definitions. 
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3.3.2 Criteria for Empirical Studies 

For KQs 1-3b, I required that included empirical studies clearly stated the 

SDM process used in the study. Included studies needed to either cite existing 

model(s) or outline their unique SDM process. Studies that tested decision aids 

without describing an underlying process for SDM were excluded. I also excluded 

publications focused on validating measures of decision aids. Teaching studies 

(teaching patients, clinicians, or students SDM) were excluded unless they 

clearly described the SDM model being taught and how it was implemented.  

 

3.4 Data Abstraction and Management 

 All search results were downloaded into EndNote and duplicates were 

removed. I screened titles and abstracts based on the inclusion and exclusion 

criteria. Following title/abstract screening, I performed a full-text review of 

publications to ensure that the inclusion criteria were met. Reasons for exclusion 

were documented at full-text review. A second investigator independently 

performed title/abstract and full-text review. All disagreements about inclusion or 

exclusion were resolved via discussion. 

Initial data abstraction included: author, year, population (if relevant), 

setting (if relevant), inclusion of families/caregivers or the care team, if the model 

was clinician-driven (i.e., SDM actions were described as provider initiated), and 

any contextual factors (e.g., patient factors, clinician factors) listed as influencing 

SDM. I also extracted additional data based on the scope of each KQ such as 

SDM components, definitions of components, the goals and objectives of SDM, 



 

 47 

and responsibilities of the patient and/or clinician. A grid-like structure was 

developed so that each new component, goal or objective, and responsibility that 

emerged from the literature could be documented and both quantitively (via count 

data) and qualitatively synthesized. 

For KQ2, I included expected outcomes of SDM as proxy for goals and 

objectives of SDM. For KQ3, I defined responsibilities as tasks assigned to either 

patient or clinician as part of an SDM process. In some cases, the entire SDM 

process was outlined as the responsibility of the clinician. These models were 

categorized as “clinician driven” models. 

For KQ1-3b, I extracted relevant data from empirical studies (or 

systematic reviews of empirical studies) to examine the extent to which SDM 

models have been tested. I included measures that assessed the SDM process 

and patient outcomes (e.g., decisional conflict, satisfaction, quality life, study 

specific clinical outcomes), as well as measures of health care utilization (e.g., 

use of follow-up care). A second investigator was consulted throughout the data 

abstraction process to check the accuracy of abstraction. 

 

3.5 Assessment of Quality of Individual Studies and Reviews 

 I assessed the quality of all included systematic and narrative reviews, 

clinical trials and observational studies, non-Delphi qualitative studies, and gray 

literature. I did not assess the quality of Delphi studies due to a lack of clear 

criteria to evaluate these publications. Overall quality was assessed as high, 

medium, or low based on the synthesis of quality or risk of bias criteria. A second 
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investigator was consulted throughout the assessment process to check the 

accuracy of quality assessments. Given the many study types eligible for 

inclusion, I used several tools to ensure that studies were rated using appropriate 

quality criteria: 

§ For systematic reviews, I used the Assessing the Methodological Quality 

of Systematic Reviews (AMSTAR) 2 checklist.136 The AMSTAR 2 checklist 

includes 16 domains.136  Items for assessment include use of a 

comprehensive search strategy, providing clear inclusion/exclusion 

criteria, conducting screening and data abstraction in duplicate, providing 

study characteristics, assessing risk of bias, and providing a list of 

excluded studies.136   

§ For narrative reviews, I used the Scale for the Assessment of Narrative 

Review Articles (SANARA).137 While this scale is relatively new, I opted to 

use this scale due to concerns that AMSTAR 2 criteria would over 

penalize narrative reviews. Narrative reviews do not typically describe 

provide inclusion/exclusion criteria or assess risk of bias from included 

studies, both of which are critical under AMSTAR 2.136 SANARA uses six 

assessment criteria for narrative reviews: justification of topic importance, 

statement of concern or aims, description of literature search, referencing, 

scientific reasoning, and appropriate presentation of data.137 

§ For RCTs, I used the Cochrane risk of bias tool (version 2.0) to assess 

risk of bias to inform an overall quality rating.138 The Cochrane tool 

assesses potential for bias from five areas: randomization, deviations from 
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intended interventions, missing outcome data, measurement of the 

outcome, and selection of reported results.138  

§ For non-randomized studies, I used the Cochrane ROBINS-I tool to 

assess risk of bias to inform an overall quality rating.139 ROBINS-I 

assesses potential for bias from six areas: confounding, selection of 

participants, classification of interventions, missing data, measurement of 

outcomes, selection of reported results.139 

§ For qualitative studies, I used Lincoln and Guba’s criteria for qualitative 

studies.140 Lincoln and Guba outline four domains for assessment: 

credibility (accurate representation of participant experiences), 

transferability (extent to which the findings are transferable), dependability 

(clear description of process), and confirmability (findings are based on 

data). 

§ For gray literature, I rated gray literature as low quality unless I could 

identify the methodology used to form the model and/or descriptions of the 

models included references that allowed us to identify source material. 

Gray literature sources with an identifiable methodology and/or references 

were rated as medium quality; with the exception of NICE clinical 

guidance which was rated as high quality because it is supported by 

rigorous evidence review. 
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3.6 Data Synthesis 

 Results were summarized into evidence tables and categorized by the 

unique models of SDM identified in the literature. I grouped publications when 

multiple references discussed the same SDM model or clinical trial. For each 

unique model, I examined the components of the SDM process (KQ1a), goals 

and objectives of SDM (KQ2), and any stated responsibilities of the patient or 

clinician (KQ3).  

For the purpose of determining common components, goals/objectives, 

and responsibilities (KQs 1a, 2a, and 3a), I conservatively defined “common” as 

appearing in 50% or more of reporting models. For example, if 20 models 

reported components of SDM then components described in at least 10 of the 

models would be considered “common”.  

Operational definitions for common components (i.e., definitions that 

outline the procedures of executing the component) were determined via a 

qualitative synthesis of SDM models that provided either definitions of the 

components or responsibilities for patient or clinician. For KQs 1b, 2b, and 3b, I 

used RCTs, observational studies, and qualitative studies to examine the extent 

to which SDM models have been tested by empirical research. I synthesized a 

process model for SDM based on the available evidence on common 

components.141 
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3.6 Assessment of Confidence of Evidence 

 I assessed the overall confidence of findings based on GRADE-

CERQUAL criteria. GRADE-CERQUAL outlines four assessment components: 

methodological limitations, relevance, coherence, and adequacy of data.142 

Methodological limitations refers to the extent to which there are flaws in the 

design or execution of the studies that contribute a finding.142 Relevance is the 

extent to which the available evidence is applicable to the question of interest 

and coherence is the extent to which the findings aligns with the trends in the 

available data.142 Adequacy of data indicates the overall level of detail provided 

in the data (the richness of the data).142 The overall confidence of findings were 

rated as high, moderate, low, or very low to indicate the degree to which the 

finding is a reasonable representation of the data based on the four 

components.142 A second investigator was consulted throughout the assessment 

process to check the accuracy of ratings.   
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CHAPTER 4: INTERVIEW METHODOLOGY 

 

The goal of the interviews was to examine the decision-making 

preferences of millennial women when considering the role of clinical severity 

(Aim 2) and time with clinicians during clinical encounters (Aim 3). Well-

conducted qualitative interviews require questions that are clearly stated, open-

ended, and sensitive to needs and perspective of the interviewee.143  This 

research involves individual interviews that use a narrative and semi-structured 

(card sort) methodology. Use of narrative interviews to explore decision-making 

preferences is consistent with qualitative spirit of illness narratives used to 

explore the patient experience.144  Card sort exercises have previously been 

used for qualitative research in health care, including exercises to examine the 

educational needs of patients with heart failure and cancer patients’ preferences 

for their decision-making roles.145-147 In these exercises, participants are given a 

set of cards and are asked to organize them in order of relevance, importance, or 

preference.145,148  Study procedures were reviewed and approved by the 

University of Minnesota (UMN) Institutional Review Board. 

 

4.1 Study Population and Sample Size 

The population for this study was millennial women born from 1982 to 

2000 residing in Minnesota. I used a combination of purposeful and nominated 

sampling for this study.149,150 Eligible participants had to have at least one visit 

with a clinician (e.g., doctor, nurse, nurse practitioner) for any purpose in the 12 
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months prior to recruitment. Eligible women also had to speak English and be 

able to make their own medical decisions. 

 There is no ideal sample size for qualitative interviews.151 The goal is to 

have rich data and reach saturation, the point at which no new themes or 

concepts emerge.149,150 Interviews should be conducted until the data is 

adequate in relevance, completeness, and quantity.150 A small sample size would 

make it difficult to reach saturation, but too large of a sample size would make it 

difficult to conduct a detailed thematic analysis.151 Based on the scope of the 

research questions, I estimated that 15 to 30 interviews were needed to reach 

saturation. I evaluated the nature of the data throughout the collection process 

and interviews were conducted on a rolling basis until saturation was reached. 

 

4.2 Recruitment 

Participants were recruited from the Driven to Discover (D2D) Research 

Facility at the Minnesota State Fair and from the UMN-Twin Cities campus. All 

potential participants were provided information on the interview process 

including a description of the purpose, time commitment, and modality as well as 

information on data privacy. A $20 gift card was offered as a participation 

incentive. 

 The State Fair was selected for recruitment due to the potential to reach a 

wide range of millennial women living in Minnesota. The D2D building is a 2,400 

square foot building in a permanent location at the State Fair that allows 

attendees to participate in research.152 Over the course of the Fair, over 60,000 
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attendees visit the D2D building annually.152 State Fair recruitment occurred on 

August 23 and September 3, 2018 during two shifts at the D2D research facility. 

Via a brief survey, prospective participants provided demographic information 

(age and year of birth, race/ethnicity, education, and zip code), if they had seen a 

clinician in the past 12 months (yes or no response options), and an email 

address or telephone number for scheduling interviews. At the Fair, prospective 

participants were offered an incentive for completing the survey (a UMN 

drawstring backpack). Following recruitment at the D2D facility, eligible women 

were contacted to schedule interviews.   

 In addition to recruitment at the State Fair, I placed flyers around the 

UMN-Twin Cities East Bank campus in multiple locations including Boynton 

Health Services (a clinic and pharmacy at UMN) and Coffman Memorial Union (a 

student union). I also contacted 31 student groups and sororities via email to let 

their membership know about the study. Those who completed interviews were 

invited to pass on the study information within their social networks.  

  

4.3 Guide Development and Testing 

  The draft interview guide used an open-ended interview prompt for the 

first part of the interview and adapted the multi-scenario format seen in tools like 

the Autonomy Preference Index into a qualitative card sort exercise.30 Three 

scenarios describing women’s health conditions with varying clinical severity and 

uncertainty regarding treatment choice were selected for the card sort exercise: 

painful periods, diagnosis of polycystic ovary syndrome (PCOS), and recurring 
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ovarian cysts. The conditions are linked by the use of hormonal contraception as 

a potential treatment/management option. The clinical scenarios were written 

with the aid of clinical guidelines and patient guides.132,153-158 They were also 

reviewed by a practicing gynecologist.  

Successful card sort exercises require choices that are both clear and 

meaningful to participants. Consequently, I adapted the card choices from 

Degner and Sloan’s (1992) five statements on decision-making preferences. The 

card choices and corresponding decision-making styles are shown in Table 5. 

 

Table 5. Card Sort Decision-making Choices 
 

Decision-making 
Style 

Card Statement 

Passive I prefer to leave all decisions regarding my treatment to my 
doctor. 

Passive-shared I prefer that my doctor makes the final decision about which 
treatment will be used, but seriously considers my opinion. 

Shared I prefer that my doctor and I share responsibility for deciding 
which treatment is best for me. 

Active-shared I prefer to make the final decision about my treatment after 
seriously considering my doctor’s opinion. 

Active I prefer to make the final decision about which treatment I will 
receive. 

 

The language of the guide and the structure of the interview were piloted 

with seven volunteers. This process ensured that the narrative prompt was clear 

and not overly broad, all questions were clearly worded, and that the allotted time 

for the interview was reasonable. Guide testing was an iterative process. Each 

test was recorded and transcribed and adjustments to guide content and 

structure were made after each test. Based on the testing, prompts about the role 

of time were modified to have a broader conversation about the role of time in 
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health care decision-making. In addition, a prompt about the role of familiarity 

with clinicians was added to reflect the role of the patient-clinician relationship in 

health care decision-making. Refinement of the guide was done in consultation 

with an expert in qualitative methodology. The final interview guide is available in 

Appendix D. 

 

4.4. Final Interview Format 

The interview format combined narrative and semi-structured interview 

methods. As qualitative research requires trust and respect between participant 

and interviewer, participants were able to ask questions throughout the interview 

and stop the interview at any time.159 The first section was a brief, introductory 

interview about experiences with making health care decisions and general 

preferences for health care decision-making. The second section was a card sort 

exercise where participants were asked to discuss their decision-making 

preferences as the variable of clinical severity changed.  

 

4.4.1 Introductory Interview  

The first part of the interview began with a prompt consistent with narrative 

interviewing methodology. Good quality narrative interviews require that the 

process is participant driven.144,159 The primary role of the interviewer is to be a 

supportive listener while the interviewee shares their lived experience.160 The 

interviewee is telling a story, which represents their subjective perception of their 

experiences.144,161  To encourage participants to tell their stories, I started with an 



 

 57 

open-ended question about previous experiences with health care decision-

making, specifically related to a gynecological issue. After the participant shared 

their initial experiences, I used sub-prompts to further probe what they had 

shared and clarify specific aspects of their experiences.143,162 Following the 

discussion of their previous experiences, I showed the participant the card 

choices for the card sort exercise to determine their baseline preferences for 

health care decision-making.  

The purpose of the first section of the interview was to help with the 

execution and interpretation of the card sort exercise. Previous research shows 

that patients can struggle with anticipating their needs or how they will actually 

react to events when they are presented with hypothetical choices.163 

Participants may experience projection bias, where their current state influences 

their projections about future preferences.164 Affective states (e.g., pain, anger, 

sadness, hunger) can influence predictions as individuals can struggle with 

identifying how they will feel in the future about one affective state when they are 

currently in another.164  

  Individuals can experience issues with forecasting when they are asked to 

anticipate their specific health behaviors (e.g., substance abuse patients 

choosing between maintenance treatment or cash) or treatment decisions (e.g., 

end of life care decisions).163-165 In the card sort exercise, participants were not 

asked to choose between treatment options or health behaviors, but were asked 

to anticipate how they wanted to approach decision-making for scenarios 

involving different affective states. The introductory interview allowed participants 
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to express and interpret their previous experiences in health care decision-

making,159 providing an opportunity to briefly explore experiences with decision-

making in other affective states. Centering the participants on previous clinical 

experiences helped them to focus on their “lived experiences” and address the 

potential limitations of forecasting in the card sort interview. The narrative 

interview also provided an opportunity for me to establish a rapport with 

participants prior to the card sort exercise. 

 

4.4.2 Card Sort Exercise 

 Prior to the start of the card choice exercise, participants were told about 

the three scenarios (painful periods, PCOS, and recurring ovarian cysts) and 

specifically asked if they had experience with any of the conditions. They were 

then given a description of the first clinical scenario. To avoid feelings of  “test 

anxiety”, I adapted a conversational tone with participants and reassured them 

prior to the exercise that there were no right or wrong answers.166 I also used 

physical cards in lieu of an online tools to allow for an interactive, tactile 

experience. After reading the scenario, the participant was asked to sort the five 

card choices representing passive, passive-shared, shared, active-shared, and 

active decision-making from most preferred to least preferred. This process was 

then repeated for the second and third scenarios. I shuffled the cards prior to 

each scenario to ensure that they were in a random order when given to 

participants. 
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  A significant challenge in card sort exercises is eliciting the reasoning of 

participants as they make choices.166 To address this, participants were 

encouraged to think out loud as they make selections to gather data on the 

stream of consciousness of the decision-making process.166 I also used prompts 

to probe why they laid the cards out in a particular order and what their most 

preferred and least preferred cards looked like in terms of interaction with the 

clinician. Participants were also asked what the “share responsibility” scenario 

looked like or meant to them. To assess the relationship between time and 

decision-making preference, participants were asked about how time factors into 

their health care decision-making preferences. Participants were also asked 

about the role of familiarity with health care providers. At the conclusion of the 

interview, I offered a brief recap of what we discussed, and asked if there was 

anything additional participants would like to share.   

 

4.5 Participant Preparation and Informed Consent 

To prepare participants, I sent an email prior to the interview asking them 

to consider their experiences with making decisions about health care, 

specifically related to a gynecological issue. This prepared them to engage in the 

open style of the first part of the interview. The email also included a study 

information and consent document that provided information on the purpose of 

the interview, time commitment, and modality as well as information regarding 

data privacy.  
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Prior to the beginning of each interview, written informed consent was 

obtained from each participant. Participants were able to ask questions or raise 

concerns anytime during the interview process. Participants were also free to 

pause or stop the interview at any time. 

 

4.6. Data Collection and Confidentiality 

Each interview was audio recorded using a digital recorder. Written notes 

were not used during the interview to ensure engagement with the participant; 

however, I did complete a written record of card sort choices during the exercise. 

The interview location was a private office at UMN-Twin Cities. Participants were 

able to request an alternative location as long as this location was safe and 

private.  

All interviews were assigned a code for tracking purposes (e.g., Interview 

PA1). To ensure privacy of participants, names or identifying characteristics were 

not used during interviews. To maintain confidentiality, names were changed in 

the reporting of results. Interviews were transcribed and transcripts were checked 

against audiotapes to ensure accuracy. All audio-recordings and transcripts were 

stored in a secure location for the duration of the study.  

 

4.7. Data Analysis 

Preferences for decision-making for each clinical scenario were 

quantitatively summarized. I calculated the most preferred decision-making style 

(based on the card that was most frequently ranked first for each scenario) and 
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the average ranking for each card by scenario. I used conventional content 

analysis to qualitatively analyze both parts of the interview. This involves reading 

transcripts for each interview while examining the main aspects of each story and 

looking for common thematic elements.159,167 For conventional content analysis, 

the codes were derived from the data and defined during the analysis process.167 

For both sections, I first read all transcripts to re-familiarize myself with the 

content of the interviews. A draft codebook was developed after a second 

reading of all transcripts using open coding. This allowed me to identify broad 

themes to form initial categories.167,168 Additional codes were added as new 

elements and themes emerge from the text during subsequent readings.167 

To ensure accuracy, a second reviewer followed the same process of 

reviewing transcripts and used open coding to identify themes using the draft 

codebook. The second reviewer identified additional themes as needed. The 

second reviewer and I then discussed our findings to form consensus on major 

themes. After completing open coding, I grouped together related codes as 

appropriate and developed definitions of each code and category in consultation 

with the second reviewer.167 NVivo software was used for the analysis.  

I separately examined the introductory and card sort interviews. The 

introductory interview analysis examined previous experiences with making 

health care decisions and baseline preferences for health care decision-making. 

the card sort interview analysis examined if a trend emerges in the selection of 

decision-making preferences across the scenarios and the motivations/thought 

process behind the ordering of cards.167.  
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4.8. Reflexivity and Quality Criteria 

Throughout the analysis process, I used reflexivity to address personal 

preconceptions (such as a personal preference towards SDM) that could 

introduce bias.169 Reflexivity allowed me to reflect on preconceptions and 

personal experiences by asking what did I notice, why did I notice it, how can I 

interpret what I observed, how do I know that my interpretation is correct.159,169 

This process allowed for self-reflection and reduced the possibility of introducing 

my personal biases or experiences in the interpretation of data.169 

The quality and rigor of the study was assessed using Lincoln and Guba’s 

(1985) criteria: credibility, transferability, dependability, and confirmability.140 

Table 6 outlines the meaning of each criterion and the steps I took to meet them. 

To address credibility, a second investigator participated in the coding and 

analysis process ensure consensus about the interpretation of the data. 

Transferability was addressed by providing detailed descriptions so that readers 

and other investigators may consider if the findings can transfer to other types of 

participants or settings.140,159 Dependability and confirmability were addressed by 

a clear audit trail with a transparent and detailed description of the steps taken 

for recruitment, data collection, and analysis.140,159  

 

Table 6. Quality Criteria for Assessing Study 
 

Criteria Study Methods 
Credibility: The extent to which the 
investigator accurately represents the reality 
of the participant and the meaning of their 
experiences. 

A second reviewer participated in 
coding and analysis. 
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Transferability: The extent to which the 
findings are transferable (context of the 
original narratives should be preserved) 

Reporting provides detailed 
descriptions. 

Dependability: Research should be 
consistent and accurate, with a clear 
description of the process. 

Reporting provides an audit trail that 
includes the research protocol and 
detailed methodology for data 
collection and analysis. 

Confirmability: Reader should be able to 
understand how the investigator came to the 
findings included in the study.  Reader 
should be able to evaluate that the findings 
are based on the data and not pre-
conceptions. 

Reporting provides an audit trail that 
includes the research protocol and 
detailed methodology for data 
collection and analysis. A second 
reviewer participated in coding and 
analysis.  
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CHAPTER 5: DEFINING SHARED DECISION-MAKING 
 

The goal of Aim 1 was to identify shared decision-making (SDM) models 

in both the peer reviewed and gray literature and synthesize the evidence to 

determine: 1) the common components of SDM, 2) operational definitions of 

these components, 3) the goals and objectives of SDM, 4) and the 

responsibilities of both patients and clinicians during the process. I also aimed to 

examine the extent to which models in the literature had been empirically tested, 

potentially linking the theoretical literature to empirical studies. The review 

findings are summarized below.  

 

5.1 Search Results 

The bibliographic database search identified 5,423 unique references 

(Figure 3). Title and abstract screening yielded 314 references for full text review. 

Hand searching identified one additional reference. Full text review yielded 49 

references from the published literature eligible for our review. I also identified 

four additional references in the gray literature, resulting a total of 53 references. 

The most common exclusion reason was publications focused on other aspects 

of SDM such as measure validation studies or studies on stakeholder 

preferences. Appendix C provides a list of excluded publications.  
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Figure 3. Literature Flow Diagram  
 

 
 

5.2 Models of Shared Decision-making 

I identified 45 unique SDM models from 53 references.1,6,12,13,15,37,47,52,170-

214 Table 7 summarizes the characteristics of the identified models by publication 

type. The majority of models (36%) were from narrative reviews. Nearly all (96%) 

included models outlined components for the SDM process. The three models 

that did not provide components outlined SDM steps in the context of clinician or 

patient responsibilities.47,187,203  

Twenty-three models considered the inclusion of family or caregivers 

and/or a care team in the SDM process. However, most models only briefly 

acknowledged that SDM could involve more than just the clinician-patient dyad. 



 

 66 

Only one publication specifically presented an SDM model designed for a care 

team.185 An additional publication examining SDM in care for dementia patients 

considered the perspectives of patients, caregivers, and members of the care 

team.177 Seventeen models (38%) were categorized as “clinician driven”, 

meaning that all of the steps of SDM were clinician 

initiated.15,37,52,176,178,184,185,187,193,194,197,199-201,204,206-209,214  Empirical data on the 

efficacy of SDM was only available for ten models. All reported measures related 

to the SDM process. Fived reported patient outcomes and seven reported health 

care utilization.  

Nine models were rated as high quality,15,177,179,180,190,191,198,206,209,211 22 

were rated as medium,1,12,13,37,47,52,170-172,174,175,178,184-186,189,192,193,195-

197,204,208,210,212,213 and 12 were rated as low.6,173,176,181-183,188,194,201-203,205,207,214 

Two were not assessed for quality because they were Delphi studies, which did 

not have clear quality criteria for assessment.187,199,200  

 

Table 7. Summary of Included Models by Publication/Study Type 
 
 SRs NRs RCTs* CCTs Obs Qual Delphi Gray Total 
Models 3 16 7 1 2 10 2 4 45 

SDM Elements 
Components 3 15 7 1 2 9 1 4 42 
Definitions 1 15 2 1 1 8 1 3 32 
Goals or 
Objectives 1 5 2 0 0 0 0 1 9 
Clinician 
Responsibilities 0 9 2 0 1 4 2 3 21 
Patient 
Responsibilities 0 5 0 0 0 3 0 0 8 

Model Characteristics 
Includes 
Family/Caregivers 2 11 1 0 0 5 1 3 23 
Includes Care 
Team 1 8 5 0 1 4 1 3 23 
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Provider Driven 0 5 4 0 1 2 2 3 17 
Outcomes Measured 

SDM 0 0 6 1 1 1 0 0 9 
Patient 0 0 6 1 0 0 0 0 7 
Health Care 
Utilization 0 0 3 1 0 1 0 0 5 

Quality Assessment 
High 1 1 1 0 0 5 0 1 9 
Medium 1 13 2 0 1 4 0 1 22 
Low 1 2 4 1 1 1 0 2 12 
Not Assessed 0 0 0 0 0 0 2 0 2 
*Includes clustered RCTs  
CCT=Controlled Clinical Trial; Gray=Gray Literature; NR=Narrative Review, Obs=Observational 
Studies; RCT=Randomized Controlled Trial; Qual=Qualitative; SR=Systematic Review 
 

5.2.1 Clinical Context and Other Factors 

Table 8 summarizes the clinical context/setting of the identified SDM 

models. Some studies covered multiple populations and/or settings. Fourteen 

(31%) models did not focus on a specific clinical population or setting when 

outlining SDM. The remaining models focused on a range of clinical contexts 

including mental health care (20%), care specific chronic conditions (13%), and 

outpatient/primary care (11%). While one model was in the context of maternity 

care, there were no models broadly focused on SDM and young women. Two 

publications specifically examined SDM with African American patients.  

 

Table 8. Clinical Context by Publication/Study Type 
 
 SRs NRs RCTs* CCTs Obs Qual Delphi Gray Total 
None 
Specified 1 8 0 0 0 1 0 4 14 
Acute Care 0 1 0 0 0 0 0 0 1 
Chronic 
Condition 
Care 0 2 1 0 0 3 0 0 6 
Outpatient/ 
Primary Care 0 1 1 0 1 2 0 0 5 
Inpatients/ 0 1 0 0 0 0 0 0 1 
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Hospitals 
Nursing Care 1 0 0 0 0 0 0 0 1 
Mental Health 
Care 0 1 4 1 1 2 0 0 9 
Maternity 
Care 0  0 0 0 0 1 0 1 
Cancer 0 1 1 0 0 2 0 0 4 
Neurologic 
Condition 0 1 0 0 0 1 0 0 2 
African 
American 
Patients 1 0 0 0 0 1 0 0 2 
LGBTQ 
Patients 1 0 0 0 0 0 0 0 1 
Older Adults 0 0 0 0 0 1 1 0 2 

*Includes clustered  
CCT=Controlled Clinical Trial; Gray=Gray Literature; NR=Narrative Review, Obs=Observational 
Studies; Randomized Controlled Trial; Qual=Qualitative; SR=Systematic Review 

 

Eleven models (28%) discussed additional contextual factors that could 

influence the SDM process.1,12,13,15,171,173,174,178,184,185,189,191,195,196,198-200 These 

included patient factors (e.g., beliefs, emotions) and clinician factors (e.g., 

receptiveness) as well as factors related to the clinical encounter and the health 

care system. Available time was mentioned by five models as a contextual 

factor.1,12,13,15,198-200 Additional details on characteristics of the models including 

factors potentially influencing the SDM process are provided in Appendix B. 

 

5.3 Components of Shared Decision-making Models 

Forty-two models from 50 publications outlined components of the SDM 

process.1,6,12,13,15,37,52,170-186,188-202,204-214 Ten models were assessed as high 

quality, 21 were medium, and 10 were low. One was not assessed for quality 

because it was a Delphi study (no clear quality criteria for assessment). I 

identified 20 unique components of the SDM process. Figure 4 shows each 
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component and the frequency of the component across the 42 models. The 

dotted red line indicates the point at which a component is defined as “common” 

(included in at least 50% of the 42 models). SDM components by model are 

provided in Appendix B. 

Six components were common: acknowledging that there is a decision to 

be made and there are options; patient preferences, values, or goals; information 

delivery/exchange, deliberation; making a decision; and post-decision evaluation 

and follow-up. The most frequently mentioned component was information 

delivery/exchange, followed by deliberation. Notably, six models did not explicitly 

include a specific step for discussing patient health care preferences, values, or 

goals, a step which is typically considered to be a hallmark of SDM. However, 

these models did include a step for information exchange where patients could 

share concerns.172,189,190,195,196,198  
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Figure 4. Frequency of Components in Shared Decision-making Models 
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5.4 Definitions of Common Components 

Definitions for the six common components were synthesized from 32 

models in 38 publications.1,12,13,15,37,52,170-174,176-178,181-185,188,190-192,195-

202,204,205,207,209-211,213 Eight models were assessed as high quality, 16 as medium, 

and 7 as low. One was not assessed for quality because it was a Delphi study 

(no clear quality criteria for assessment). Table 9 provides the operational 

definition of each component, and the number of models contributing to each 

definition. While the definitions are written in terms of a patient-clinician dyad, 

components may involve family members or caregivers as well as multiple 

members of the care team.  

 

Table 9. Operational Definitions for Common Components 
 

Component 
(Number of 

Models) 

Operational Definition 

Acknowledging that 
there is a decision 
to be made and 
there are options 
(N=22) 

-Both patient and clinician recognize that they have reached a 
decision point; clinician may need to initiate.  
-Clinician states that there are multiple options available to 
patient and lays out all relevant options (including the option to 
do nothing when appropriate). 
-Clinician asks/invites patient to participate in decision-making 
process. 

Patient 
preferences, 
values, or goals 
(N=27) 

-Patient states preferences and values based on decision-point 
and initial discussion of options; clinicians may need to initiate 
and ask about preferences. 
-Patient and clinician discuss patient’s goals for care, including 
patient’s expectations, fears, and priorities.  

Information 
delivery/exchange 
(N=31) 

-Clinician shares technical information about options and risks 
and benefits of options with patient.  
-Information is delivered in the patient’s preferred format and 
tailored based on their preferences and values (decision support 
tools may be used) 
-Patient shares additional information on preferences, values, 
and goals based on technical information provided.  
-Both clinician and patient ask questions to clarify information as 
needed. 
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Deliberation (N=30) -Patient and clinician engage in joint discussion of options while 
considering the potential benefit and harms and the preferences 
of the patient. 
-Patient and clinician negotiate a mutually satisfactory decision. 

Making a decision 
(N=25) 

-Patient or clinician initiate finalization of a decision/plan. 
-Mutually acceptable decision/care plan is determined (including 
the option to do nothing when appropriate) or decision is 
deferred.  

Post decision-
evaluation and 
follow-up (N=22) 

-Clinician checks if patient is comfortable with decision (if not 
comfortable, more time and deliberation may be required). 
-Patient and clinician determine timeline for follow-up. 
-Patient and clinician adjust decision/care plan as needed.  

N=Number 

 

5.5 Goals and Objectives of Shared Decision-making 

 Nine models from 11 publications provided information on goals and 

objectives of SDM.1,12,170,186,189,191,196,197,201,204,212 One model was assessed as 

high quality, 6 were medium, and 1 was low. One was not assessed for quality 

because it was a Delphi study (no clear quality criteria for assessment). For all 

models, projected outcomes and benefits of SDM were taken as proxy for goals 

and objectives of the process. Discussion related to these concepts was limited, 

and none of the models extensively reviewed the conceptual link between SDM 

and projected outcomes or benefits.  

Figure 5 lists the frequency of goals and objectives in the literature. I 

identified 12 unique goals and objectives. Three goals and objectives were 

common across models: improve patient outcomes, improve patient adherence, 

and increase patient acceptance or satisfaction. Three goals and objectives were 

included less than 50% of the time but were found in 44% of the models: improve 

patient-clinician relationship, reduce decisional conflict or regret, and improve 

patient knowledge or understanding.  Nearly all of the models focused largely on 
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benefits to patients after engaging in SDM, with the exception of one which 

included improved clinician job satisfaction as a potential goal of SDM.189 Goals 

and objectives by model are provided in Appendix B. 
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Figure 5. Frequency of Goals and Objectives in Shared Decision-making Models 
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5.6 Responsibilities for Shared Decision-making 

5.6.1 Clinician Responsibilities  

 Twenty-one models from 25 publications provided information on clinician 

responsibilities for SDM.1,12,15,37,47,52,170,176,178,184,185,187,193-197,199-201,203,204,206,207,209 

Three models were assessed as high quality, 11 were medium, and 5 were low. 

Two were not assessed for quality because they were Delphi studies (no clear 

quality criteria for assessment). I identified 22 unique clinician responsibilities, 

which are listed in Figure 6. The clinician responsibilities encompass the entire 

process of SDM, including the six common components. As previously noted, 

38% of SDM models were clinician-driven, outlining the entire SDM process in 

terms of tasks for clinicians (e.g., clinician initiates conversation, clinician elicits 

preferences, clinician provides information). Only two responsibilities were in at 

least 50% of models reporting clinical responsibilities: eliciting patient health care 

preferences and sharing information (including information about options) with 

patients. These responsibilities align with the common components of patient 

values, preferences, and goals and information delivery/exchange. Clinician 

responsibilities by model are provided in Appendix B. 

 

5.6.2 Patient Responsibilities  

Eight models from nine publications provided information on patient 

responsibilities for SDM.1,12,47,170,172,195,196,203,209 One model was assessed as 

high quality, six were assessed as medium, and one was assessed as low. From 

these models, I identified 10 unique responsibilities for patients. The relative 
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infrequency of patient responsibilities compared to clinicians is most likely a 

consequence of 38% of the identified models being provider driven. As shown in 

Figure 7, only one patient responsibility was common: share information (e.g., 

symptoms, personal history) and health care preferences with clinicians. The 

overlap between patient and clinician responsibilities suggest that the SDM 

components of information exchange patient preferences/values/goals are joint 

obligations of both clinician and patient. Patient responsibilities by model are 

provided in Appendix B.  
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Figure 6. Frequency of Clinician Responsibilities in Shared Decision-making Models 

 
 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 

 78 

Figure 7. Frequency of Patient Responsibilities in Shared Decision-making Models 
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5.6 Empirical Studies of Shared Decision-making Models  

There was insufficient evidence to assess the efficacy of SDM models and 

the extent to which the components, goals/objectives, and responsibilities are 

supported by empirical evidence. Ten studies from 13 publications tested the 

efficacy of SDM models.175,179-181,183,186,188,194,201,202,208,212,214 Seven studies were 

RCTs (of which four were clustered RCTs), one study was a CCT, one study was 

an observational study, and one study was qualitative. Study quality was a 

significant concern. Five clinical trials and the observational study were rated as 

low quality due to concerns about risk of bias from attrition, selection, or selective 

reporting.181,183,188,194,201,202,214 

All of the studies used SDM models that were created or adapted by study 

investigators and not based on a single existing SDM framework. Consequently, I 

was unable to match these models with other theoretical frameworks. All of the 

clinical trials compared SDM to usual care. One RCT also compared SDM to 

clinician-led decision-making. Six studies focused on SDM in the context of 

mental health care; three in inpatient mental health clinics, 179-181,183,202 and three 

in a community mental health clinic.175,186,212,214 Sample sizes were small to 

moderate size, ranging from 24 to 408 participants.  

None of the identified studies compared different SDM models to each 

other or examined the importance of individual components. Nine studies 

reported SDM process-related outcomes (e.g., satisfaction, knowledge), seven 

reported patient health outcomes, and five reported health care utilization. 

However, there was little overlap between the measures used. Overall, findings 
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were mixed with some studies finding no difference between SDM and usual 

care groups in most outcomes measured. Only one CCT found differences 

favoring SDM in nearly all outcomes measured; however, the study was 

assessed as low quality due to potential bias from participant selection and 

attrition, and selective reporting.202 Appendix B provides information on the 

findings for each study. 

 

5.7 Assessment of Confidence in Evidence and Process Model for Shared 

Decision-making 

Table 10 summarizes the assessment of confidence in findings. While 

there is moderate confidence in findings for the common components identified in 

the literature, there is only low confidence in the findings about the 

responsibilities patient and clinicians have in SDM and very low confidence in the 

findings about the goals and objectives of the models. Study quality was a 

moderate concern for all findings as most models were assessed as medium 

quality. There were moderate to serious concerns about relevance, coherence, 

and adequacy of data for the findings on goals/objectives and responsibilities due 

to variation in the evidence base and limited reporting in the literature.  

 

Table 10. Assessment of Confidence in Evidence 
 

Finding Overall Assessment 
The common components of SDM 
are acknowledging that there is a 
decision to be made and there are 
options; patient preferences, 
values, or goals; information 
delivery/exchange; deliberation, 

Overall Assessment: Moderate confidence 
 
Methodological Limitations: Moderate 
concerns due to quality assessment of 
relevant studies. 
Relevance: No to very minor concerns.  
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making a decision; and post-
decision evaluation and follow-up. 

Coherence: Minor concerns due to variation in 
the literature. 
Adequacy: No to very minor concerns.  

The primary goals and objectives of 
SDM are to improve patient 
outcomes, improve patient 
adherence, and increase patient 
acceptance or satisfaction. 

Overall Assessment: Very low confidence 
 
Methodological Limitations: Moderate 
concerns due to quality assessment of 
relevant studies. 
Relevance: Serious concerns as findings are 
based on limited subset of evidence base. 
Coherence: Serious concerns due to variation 
in the literature. 
Adequacy: Serious concerns due to lack of 
reporting in literature. 

In SDM, clinicians have the 
responsibility to elicit patient health 
care preferences and share 
information, including information 
about options, with patients. In 
SDM, patients have the 
responsibility to share information 
(e.g., symptoms, personal history) 
and health care preferences with 
clinicians. 

Overall Assessment: Low confidence 
 
Methodological Limitations: Moderate 
concerns due to quality assessment of 
relevant studies. 
Relevance: Moderate concerns as findings 
are based on limited subset of evidence base. 
Coherence: Moderate concerns due to 
variation in the literature for both patient and 
clinician responsibilities.  
Adequacy: Serious concerns due to lack of 
reporting on patient responsibilities. 

SDM=Shared Decision-Making 

 

I was not able to assess the extent to which SDM models and their 

component components, goals/objectives, and responsibilities are supported in 

the empirical literature; however, there is sufficient confidence in evidence 

regarding the identification of common components to inform a process model of 

SDM. Figure 8 depicts an SDM process made of the six common components I 

identified in the literature. The process is defined within the clinician-patient dyad 

as only one publication explicitly outlined a team-based model of SDM. However, 

as noted by the majority of models found in the literature, care team members 

and family/caregivers may participate in the SDM process. Both are listed as 

contextual factors within the model. 
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Based on the operational definitions (Table 9), the discussion of patient 

preferences, values and/or goals; information delivery/exchange; and 

deliberation are depicted as non-linear as these processes may feed into one 

another (e.g., information delivery from clinician may cause patients to express 

additional preferences, deliberation may result in in more information exchange). 

Post-decision evaluation and follow-up may lead to re-engaging in the process of 

deliberation (and consequently discussion of preferences and information 

exchange/delivery). The process is housed within a broader set of contextual 

factors (from the patient, clinician, caregiver/supports, clinical encounter, and 

health system); all of which may influence the process.  

Given the limitations of the data related to goals/objectives I have not 

included any expected outcomes for the process. However, with the overlap 

between patient and clinician responsibilities related to information exchange and 

patient preferences, values, and goals, the model includes a notation that these 

steps are the shared responsibility of patient and clinician. 
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Figure 8. Common Component Process Model for Shared Decision-making 
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CHAPTER 6: PREFERENCES OF MILLENNIAL WOMEN  
  

The purpose of the interviews was to examine the health care decision-

making preferences of millennial women when considering the variables of 

clinical severity (Aim 2) and time with clinicians (Aim 3). I conducted 35 

interviews with millennial women residing in Minnesota. Ten of the 35 women 

were recruited from the Minnesota State Fair. The remaining women were 

recruited from the University of Minnesota-Twin Cities campus. A qualitative 

methodology was used to determine preferences and understand the underlying 

motivations behind these preferences. The findings from the interviews are 

summarized below. 

 

6.1 Participant Characteristics 

The characteristics of interview participants are provided in Table 11. The 

mean age of participants was 25. Approximately 29% of the participants 

identified as non-White and 9% were of Hispanic ethnicity. Almost 50% of 

participants had a bachelor’s degree. All of the participants with a high school 

diploma or some college were in the process of obtaining a bachelor’s degree. 

The mean interview length was 46 minutes (range: 29 to 71 minutes). Of the 

three clinical conditions used for the card sort exercise, the most commonly 

experienced condition was painful periods (57%). Few participants sought 

medical care for painful periods, instead opting to use over-the-counter 
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medication. There was limited experience with polycystic ovary syndrome 

(PCOS) and ovarian cysts among participants.   

 

Table 11. Participant Characteristics 
 

Mean Age (Range) 25 (18-36) 
Race % (N)  
  White 71% (25) 
  Black or African American 3% (1) 
  Asian 17% (6) 
  Multiracial 3% (1) 
  Other 6% (2) 
Hispanic Ethnicity % (N)  
  Yes 9% (3) 
  No 91% (32) 
Education % (N)  
  High school diploma or GED 6% (2) 
  Some college, no degree 26% (9) 
  Bachelor's degree 46% (16) 
  Graduate or professional degree 23% (8) 
Clinical Experiences % (N)  
  Painful Periods 57% (20) 
  PCOS 3% (1) 
  Ovarian Cysts 11% (4) 

 

6.1.1 Previous Health Care Decision-making Experiences  

The introductory interview asked participants about their previous health 

care decision-making experiences. The purpose of this was to prepare 

participants to forecast their preferences in the card sort exercise. This also 

allowed me to establish a context for decision-making preferences identified 

during the card sort. 

During the narrative interview, 12 participants (34%) discussed 

experiences related to birth control, including the insertion or removal of 

intrauterine devices, and 4 (11%) discussed experiences related to pap smears, 
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including having an abnormal pap smear. Two participants discussed 

experiences related to ovarian cysts, and one shared an experience related to 

PCOS. The remaining participants discussed a range of clinical issues (e.g., 

vaginal infection or discomfort, chronic pelvic pain, amenorrhea). 

  When asked about the decision-making process for the experience they 

shared, 21 participants (60%) stated that they had made the decisions, 11 (31%) 

stated that the clinician had made the decisions, and 3 (9%) stated that the 

decisions were shared between them and the clinicians. Twenty-three 

participants (66%) felt that they had sufficient time with their clinician. 

Participants’ expectations of clinicians during these encounters included that the 

clinician treat them with respect, be free of judgement, listen to and address their 

concerns, and provide accurate clinical information.  

 

6.1.2 Baseline Health Care Decision-making Preferences 

 In the first part of the interview, participants were also presented with the 

card sort choices to determine their baseline health care decision-making 

preferences (without considering a specific clinical scenario). The card 

statements (shown in Table 5) represented passive, passive-shared, shared, 

active-shared, and active decision-making styles. When presented with the 

choices, the majority of participants (25, 71%) selected active-shared as the 

decision-making style that best reflected their preferences in general. Of these 

25, 7 participants stated that shared decision-making (SDM) was also a preferred 

decision-making style. Agency over one’s body and health care decisions was a 
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primary motivating factor. Participants voiced the desire to make decisions over 

their own bodies. As one participant indicated:  

“Since these are decisions about my body and I'm the one who 
knows my body, I should be making the final decisions.”  

Kristy, Age 22 (PA14) 
 

Past experiences and mistrust of clinicians also played a role in forming a 

strong sense of personal agency in participants. Participants cited poor previous 

experiences when seeking medical care as a reason to retain control over their 

health care decisions. Dawn, who had an experience where a male clinician 

dismissed her pain stated: 

“Well, I've had some bad experiences with doctors, so I don't 
always trust their like final treatment plan. So, if I feel like more 

needs to be done, I probably trust my own opinion more and try and 

fight for it. If I don't feel like they're doing it right.” 
Dawn, Age 19 (PA 27) 

 

However, participants also recognized the expertise of clinicians and the 

importance of receiving medical information from them. Those who favored the 

active-shared approach, generally viewed the role of a clinician as providing 

information so that patients could make informed decisions.  In explaining the 

role of the clinician, one participant commented: 

“I think just the idea that I'm the one deciding what happens to my 

body or what goes into my body or anything like that. I would I want 

to be the decision maker, but I do know that I'm not an expert and so 

I you know, I think the role of a doctor is, or any health care 
provider, is to inform their patients and educate and, you know, 
give the patient's all the information that they need to know to 
make that decision.”  

Stacey, Age 25 (PA18) 
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6.2 Decision-making Preferences and Clinical Severity (Aim 2) 

The goal of Aim 2 was to examine how decision-making preferences were 

influenced by clinical severity. Table 12 shows the five decision-making styles 

(active, active-shared, shared, passive, passive-shared) and the number of 

women who preferred the style (ranked the choice first in the card sort) for the 

clinical scenarios. For painful periods, 25 women (71%) selected active-shared 

as their most preferred decision-making style. This was consistent with the 

discussion of baseline health care decision-making preferences during the 

introductory interview. 

However, for both PCOS and recurring ovarian cysts, the more preferred 

decision-making style was SDM. This indicates that as the scenarios became 

more severe some participants were willing to share power with clinicians and 

shift away from their baseline preference. However, most participants do not 

want to give most (passive-shared) or all (passive) decision-making power to 

clinicians. 

Preferences became more diffuse as clinical severity increased from 

painful periods to PCOS. For painful periods, 32 women (91%) preferred either 

active-shared or SDM. For PCOS, 28 women (80%) preferred active-shared or 

SDM, three preferred active (9%), and four (11%) preferred passive-shared. 

From PCOS to recurring ovarian cysts, preference for active-shared or shared 

increased, with 30 women (86%) preferring one of the two decision-making 

styles. The number of women who preferred active decision-making decreased 
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to one (3%). One participant most preferred a passive decision-making approach 

for recurring ovarian cysts, the only instance where any participant ranked 

passive decision-making as most preferred.  

 

Table 12. Number of Women Who Preferred Each Decision-Making Style by 
Scenario 

 

 
Active 
 N (%) 

Active-Shared 
N (%) 

Shared 
N (%) 

Passive-Shared 
N (%) 

Passive 
N (%) 

Painful Periods 2 (6%) 25 (71%) 7 (20%) 1 (3%) 0 (0%) 
PCOS 3 (9%) 11 (31%) 17 (49%) 4 (11%) 0 (0%) 
Recurring Ovarian 
Cysts 1 (3%) 14 (40%) 16 (46%) 3 (9%) 1 (3%) 

 

During the card sort exercise, each decision-making style was ranked 

from 1 to 5, with a ranking of 1 indicating that the decision-making style was most 

preferred. Examining the mean rankings provides insight into the deliberation of 

participants. As shown in Table 13, there is an inflection point at participants’ 

third preference where they are choosing to either retain all decision-making 

power or cede some power to clinicians. For painful periods, participants most 

preferred active-shared followed by SDM. When faced with the choice of making 

the decision themselves or ceding some power to clinicians, participants ranked 

active decision-making third over passive-shared. This changes when clinical 

severity is increased. For both PCOS and recurring ovarian cysts, participants 

ranked passive-shared third, opting to share power with clinicians over making 

decisions themselves. Passive decision-making was the least preferred choice 

for all three scenarios. 
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Table 13. Mean Ranking for Each Decision-making Style by Scenario  

 
 Active Active-Shared Shared Passive-Shared Passive 

Painful Periods 3 1 2 4 5 
PCOS 4 2 1 3 5 
Recurring Ovarian 
Cysts 4 2 1 3 5 

 

In examining the motivations behind decision-making preferences, a 

central tension emerged: the trade-off between personal agency and information 

asymmetry as clinical severity increased. These themes were consistent 

regardless of age and previous clinical experiences. Below I discuss participant 

views on both personal agency and information asymmetry, and how participants 

considered the trade-off between these factors as clinical severity increased. 

 

6.2.1 Role of Personal Agency 

Consistent with the themes that emerged during the discussion of general 

decision-making preferences, all participants expressed the importance of 

personal agency. Control over one’s body and health care decisions were central 

themes across interviews. Participants felt that health care decisions were 

personal and that they were in the best position to determine was best for them. 

For example, one participant discussed the personal nature of decisions around 

birth control: 

“But, I think, especially when you're talking about birth control, 
it's a very personal thing and it kind of depends on what you're 

comfortable with, and how you can follow a treatment regimen.”  
 Claudia, Age 27 (PA 2, Painful Periods) 
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Another participant commented on the personal nature of making health 

care decisions and the importance of having control over their own body: 

“Yeah, again, I think all health, but women's health in particular, and 

actually nutrition, lifestyle stuff in particular is, I just think is so 

personal. People should always have control or input on their 
own bodies and their own health.”  

Mary Anne, Age 34 (PA 15, PCOS) 
 

The importance of personal agency over decisions was emphasized in the 

consideration of potential side effects and lifestyle changes. Participants stated 

that since they were the ones experiencing the side effects, they should be active 

participants in health care decision-making. Likewise, participants frequently 

discussed that they would be responsible for implementing any lifestyle changes 

and that they knew best what they could manage. One participant commented on 

the importance of being in control if there was potential for negative side effects: 

“…I want to be the one who's in control of that especially if it's 
a potentially negative side effect, and I know my doctor would of 

course want to minimize that, but I still know my body better because 

I'm in it.”  
Stacey, Age 25 (PA 18, Painful Periods) 

 

Another participant spoke to the responsibility required for patients make 

lifestyle changes: 

“And anytime lifestyle changes is a recommendation, that 
requires the patient to take on a whole lot of responsibility. 
Either responsibility for making lifestyle changes or responsibility for 

acknowledging that there's been medical advice given that you're not 

following or choosing not to do or unable to do for a whole host of 

reasons...”  

Mallory, Age 35 (PA 12, PCOS) 
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For many respondents, mistrust of clinicians was also an underlying factor 

in the desire to maintain control over health care decisions. This mistrust 

sometimes stemmed from a previous negative experience where the participant 

felt diminished by a clinician. Jessi who discussed that she felt dismissed by 

clinicians when trying to discuss mental health and period-related pain shared: 

 “And this doctor, whenever I would try to discuss about women's 

health, like painful periods, cramping, and like heavy flow, once in a 

while I also miss a period, they just would brush it off and be 

insensitive…And it's actually really traumatizing for me because 
I actually have nightmares sometimes, and it makes me really 
nervous to go to a new provider…” 

Jessi, Age 23 (PA20, Painful Periods) 
 

Several participants also expressed that their mistrust was rooted in the 

historic barriers and stigma women have faced when seeking care. Kristy 

who did not have direct experience with PCOS, but had read about 

women’s difficulty with seeking care for PCOS commented: 

 “I personally feel like the medical field has failed women with 
PCOS, so I wouldn't be really interested in sharing much 

responsibility because of that previous knowledge in my head.”  

Kristy, Age 22 (PA14, PCOS) 
 

Like Kristy, Abby spoke to a general understanding of the difficulty and 

barriers women may face when seeking health care, specifically 

commenting on pain management:  

“I know women historically are not believed when they're in 
pain, and so with the leaving pain management up to my doctor, just 

seems like something that I would not want to do in this case.” 
Abby, Age 21 (PA23, Recurring Ovarian Cysts) 

 



 

 93 

6.2.2 Role of Information Asymmetry 

While participants desired agency over their health care decisions, all but 

one also acknowledged the importance of clinician expertise. Communication 

with clinicians to receive health care information was considered essential, even 

when participants did not want to yield most or all decision-making power to 

clinicians. Participants who preferred active-shared or shared saw their role as a 

decision-maker to filter and contextualize the information clinicians provided in 

terms of their personal needs and preferences. For example, one participant 

acknowledged the importance of obtaining a clinician’s opinion given that they 

were not an expert in gynecological issues: 

“…I feel like gynecological issues is not an area of my expertise. 
And so, I would want their opinion knowing that there would be 

side effects for each I would want to weigh those side effects against 

what side effects I could handle.” 

Shannon, Age 34 (PA8, Painful Periods) 
 

Another participant commented that the objective of seeking medical care 

was to get the expertise of medical professionals: 

“I guess because this is just a more complicated case, where if you 

aren't knowledgeable about what you were just diagnosed with and 

how to treat it, then I think the reason that you go to the doctor 
is to get their expertise.” 

Blair, Age 23 (PA5, PCOS) 
 

6.2.3 Tradeoff Between Personal Agency and Information Asymmetry 

The theme of a tradeoff between a desire for agency over decisions and 

the information asymmetry between patient and clinician also emerged during the 

discussion of preferences. Severity played a significant role when considering 
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this trade-off. Participants viewed painful periods as a less severe situation and 

consequently valued retaining agency over decisions. For example, Serena who 

had previous experience with painful cramps and heavy menstrual bleeding 

commented on the relative low severity of painful periods: 

“Okay. I think I put the fact that I want the final decision about this 

treatment, specifically, is that like I said, I don't really, like I said, I 
could be wrong, but I mean, painful periods suck, but they're 
not life-threatening.”  

Serena, Age 22 (PA1) 
 

Another participant indicated retaining agency over health care decisions 

was preferred for the painful period scenario due to the low severity and 

focus on pain management: 

“Placing the final decision on me, I feel a lot more comfortable with 
situations like this because it's not life or death. It's only going 
to be about my pain which of course is important to manage but 
it's not a huge weighted decision I have to make. I don't feel it's 

necessarily for my doctor to share responsibility for that decision.” 

Jenny, Age 27 (PA6) 
 

Moving from considering decisions for painful periods to decisions 

regarding PCOS, there was a shift towards wanting more input from clinicians. 

Participants were concerned about the dual diagnosis of PCOS and pre-diabetes 

and spoke about the fear and anxiety that they would feel. For some, this 

resulted in moving from active-shared to passive-shared, giving clinicians most of 

the decision-making power. The largest shift, however, was towards a preference 

for SDM. Participants expressed a greater desire for discussion with clinicians 

and collaboration to form consensus about treatment under the PCOS scenario 

than under the painful period scenario. SDM remained the most preferred choice 
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for recurring ovarian cysts. Participants cited the importance of communication 

and collaboration to merge their viewpoint with that of the clinician. One 

participant commented on the importance of having consensus and clinician 

agreement, stating: 

“I think the share responsibility was just I really want to be able to 

kind of get to a consensus about what the issue is. I feel a little bit 

less powerful in this matter, just because I feel the consequences are 

so severe. I want to make sure that the physician agrees with 
that decision, and we just get to the best treatment option for 
me together.”  

Georgina, Age 24 (PA25) 
 

Another participant discussed the importance of open communication and 

understanding respective viewpoints:  

“…I still think I'm sharing the responsibility is the best here, that 
open communication and really understanding where each 
other are coming from in our opinions.”  

Vanessa, Age 20 (PA22) 
 

A number of participants also preferred active-shared decision making for 

the recurring ovarian cysts scenario; choosing to retain more decision-making 

power than clinicians. However, while participants had a favorable view of 

making decisions with input from clinicians, there were less favorable towards 

making the decisions completely by themselves when discussing recurring 

ovarian cysts. Concerns about information asymmetry and surgery made it less 

likely for participants to want to participate in active decision-making for ovarian 

cysts compared to painful periods or PCOS. One participant commented the 

importance of acknowledging their lack of personal knowledge about ovarian 

cysts: 
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“And then the very last one is that I prefer to make the final decision, 

because I know nothing. And I still have to recognize that I know 
nothing about this.”  

Serena, Age 22 (PA1) 
 

Another participant discussed that they would not want to leave all 

decisions to the clinician, but the possibility of surgery did require clinician 

input: 

“I would not leave all decisions regarding my treatment to the doctor. 

But I think with this one actually I would put the bottom one as I 

prefer to make the final decision about what treatment I will receive, 

partly because I can't make an informed decision about surgery. 
I always need to have doctors involved with that.”  

Mallory, Age 25 (PA 12) 
 

 

6.3 Decision-making Preferences and Time (Aim 3) 

The goal of Aim 3 was to examine how decision-making preferences were 

influenced by time with clinicians. There was not consensus amongst participants 

regarding the role of time in the formation of decision-making preferences; 

however, all participants emphasized the importance of time across all three 

clinical scenarios. Sufficient time was viewed as necessary component of a 

satisfactory and informative clinical encounter that allows patients to participate 

in health care decision-making. More complex and severe clinical situations 

underscored the importance of time to facilitate patient involvement in health care 

decision-making. Samantha, a participant who had previous experience with an 

ovarian cyst, commented on the role of time in making her feel like she was 

equally involved in decision-making:  
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“…I wish there was more time with health care providers, because 
when they do have more time…my experience walking away 
from the appointment is so much better, and I feel like I've had 
a more equal share in my health care decision-making versus 
when I feel that appointment was rushed. I don't feel like my 

questions were answered, and I feel like ultimately, I have to decide 

based on some literature maybe they printed out for me, what I'm 

going to do. And I don't have as much of an equal conversation that 

I would like…”  
Samantha, Age 29 (PA33) 

 

The idea of have insufficient time during an appointment did not usually 

change participants preferred decision-making style. Participants maintained a 

desire to participate in health care decision-making regardless of time. However, 

insufficient time did change their expectations for how the clinician would 

approach decision-making with them. Participants stated that with limited time 

they would feel pressured to give more power to the clinician and give less time 

to their own needs and preferences; forfeiting their personal agency. This was 

especially a concern when considering severe clinical conditions like recurring 

ovarian cysts. For example, one participant commented that insufficient time 

would give clinicians the power to create a treatment plan without her input: 

“My guess would end up that my doctor would make the final decision 

and seriously consider my opinion because of the time crunch. 

Because my guess is that they'd be pressuring me to do it and they'd 

be like, ‘Well, let's do this. I hear that you're saying this, but let's try 

this.’ So, I feel like with the time it makes me have less time to 
think about my decision that I would want to make and it gives 
them...that provider that power to say, ‘No, this is what we're 
going to do.’”  

Shannon, Age 34 (PA8) 
 

Another participant stated that insufficient time would force her to make decisions 

for complex situations without considering her preferences:  
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“I think because the situation is really complex, it's going to take time 

for the doctor to explain this to me and for the doctor to lay out 

possible plans, possible treatments to me. If we don't have enough 

time for the appointment, I may not be able to express my own history 

and my preference. I would kind of be forced to choose from one 
of the options without setting my own needs and without 
communicating effectively with the provider to come up with 
something that suits me the most.”  

Felicity, Age 24 (PA34) 
 

While time was valued regardless of preferred decision-making style, it 

was considered especially important to those who preferred SDM. There was 

consensus that a shared approach would require sufficient time with clinicians in 

order to be successful due to the level of discussion required. Without sufficient 

time, participants stated that they would not be able to communicate their needs 

or preferences to clinicians. Kirsten, a participant who had a previous experience 

where a clinician did not fully inform her of her treatment choices, emphasized 

time pressure as a barrier to sharing responsibility for health care decisions:  

“Like the shared responsibility and being able to control your 
treatment, is only possible if the doctor's not pressing you for 
time, or the doctor is not pressed for time. Like, yeah. So, there's 

less control when the doctors rushed, and you don't feel like you can 

really have a say in things, when there's no time to discuss what 

those options are.”  

Kirsten, Age 26 (PA11) 
 

Abby, a participant who stated that she would feel less satisfied with her decisions 

if there was insufficient time, noted the importance of time to support a shared 

approach:  

“I think in this case. it would be again hard like the longest 
conversation is the shared responsibility that places a lot of 
time burden on the discussion, but that would ultimately be really 

important to me to have the shared responsibility.”  
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Abby, Age 21 (PA23) 
 

As the clinical severity of scenarios increased, participants considered 

how they would work around the barrier of a time-limited clinical encounter to 

achieve their preferred decision-making style. Several participants stated that 

they would address the issue of time pressure by scheduling follow-up 

appointments or going home to think about options before making decisions. One 

participant discussed that she would make a second appointment if she did not 

fully understand her diagnosis or treatment options:  

“I feel like this is a…slightly more serious situation. I think I will still 

take my time and then make sure that I'm understanding, I'm fully 

understanding the situation, and I'm understanding the diagnosis 

that's given to me. So yeah, time does play a factor but think 
regardless…I would be, if I need to, I will make a second 
appointment to actually understand the syndrome and the kind 
of complications and the treatment, the possible treatments.”  

Molly, Age 25 (PA26, PCOS) 
 

Another participant indicated that she would pursue multiple follow-up 

appoints if there was insufficient time for discussion:  

“I think the less time that I had in any particular appointment, the 
more appointments I would have to come in for really because I 
think I would need time to really thoroughly discuss that with my 
doctor… Yeah, if any one appointment wasn't long enough, I would 

have to come back because I would need time to be able to have a 

full discussion with them.”  
Kit, Age 22 (PA13, Recurring Ovarian Cysts) 
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6.4 Additional Factors Influencing Decision-making Preferences 

In addition to clinical severity and time, the interviews highlighted three 

additional factors that could influence preferences for health care decision-

making: familiarity with clinician, clinician gender, and race and ethnicity.  

 

6.4.1 Familiarity with Clinician 

The interview guide included a probe about clinician familiarity. There was 

mixed response regarding the role of familiarity with clinicians in forming health 

care decision-making preferences. For some participants, familiarity was 

considered useful because it fosters trust, but was not a factor in terms of their 

decision-making preferences. For example, one participant commented that 

familiarity would make her more comfortable, but she would not change her 

decision-making preferences: 

“It would definitely make me feel more comfortable and I 
definitely have more trust for them, but I would still probably keep 

it in the same order.”  
Melody, Age 18 (PA21) 

  

However, for others, the trust created from familiarity would make them 

more willing to share some, but not all, decision-making power with 

clinicians. For instance, Julie indicated that she would consider a shift to 

SDM with clinicians as she became more familiar with them: 

“I think the more familiar I become with a doctor; I would 
probably lay a little bit more trust in them. So, I might consider a 

different event such as potentially shared responsibility or some 

other scenario like that. But it will also depend on the medical 

situation.”  
Julie, Age 21 (PA16) 
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Another participant stated that familiarity with the clinician made her more 

open to sharing decision-making power.  

“I would be more interested in sharing responsibility with a 
practitioner that I am familiar with, just overall, because they know 

my history and things of that sort, and we've already created a good 

relationship.”  
Kristy, Age 22 (PA14) 

 

6.4.2 Clinician Gender 

Five participants spoke to the role of clinician gender in influencing their 

ability or willingness to participate in discussions about health care decisions. 

Participants stated that during previous clinical encounters, having a male 

clinician made them feel uncomfortable or awkward when discussing their 

concerns. They felt more comfortable sharing with a female clinician than a male 

clinician. This was partially due to the fact that participants believed that female 

clinicians were in a better position to understand women’s health issues or take 

their concerns seriously. Vanessa, a participant who had a male pediatrician 

shared that she switched to a female clinician when able to select her own 

clinician:  

 “I'm not quite sure if that was just a quirk I had as a kid, if having a 
male doctor freaked me out. But I just never felt comfortable 
with him, I never felt like I could say everything on my mind to 
get the help that I needed. So, I switched to a female provider last 

year.”  

Vanessa, Age 20 (PA 22) 
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Blair, who had a previous experience where a male clinician dismissed her pain, 

commented that she would not be able to share as much with a male clinician 

compared to a female clinician:  

“Especially personally, like with a male doctor, I would not be able 
to share as much. Even if I told myself I was going to, I would not 

be able to share as much about my concerns as I could if it was a 

female doctor who could actually physically understand what that is 

like, I guess.”  

Blair, Age 23 (PA5) 
 

Dawn also spoke to feeling more comfortable sharing information with a female 

clinician and stated she felt that female clinicians were more likely to believe her 

pain:  

“Like when I'm trying to choose a physician, I definitely prefer 
women, because I feel like they understand more...like they're 
more likely to be…like believe you or your pain.”  

Dawn, Age 19 (PA27) 
 

6.4.3 Race and Ethnicity 

Two participants specifically spoke to the biases they faced as Asian 

women seeking care and how those biases inform their decision-making 

preferences. Both participants stated that previous experiences with racism in 

clinical encounters or anticipated racial bias made them want to have more 

control over their health care decisions. One participant shared that she would 

not want a clinician to make decisions for her because of a previous experience 

where a clinician made race-based assumptions about her diet:  

“Because sometimes like doctors will be biased based on their 

patient population…Actually like one particular doctor that basically 

was like, ‘All my patients need this vitamin,’ or whatever. And that's 
based on the assumption that all Asians eat rice…”  
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Jessi, Age 23 (PA20) 
 

The second participant spoke to the bias women of color face in general when 

seeking care: 

“I don't like to put all my eggs in one basket…especially because a 
lot of times women, especially brown women's perspective, is 
ignored and I've experienced that before where if I say one thing, it's 

just overlooked…”  

Julie, Age 21 (PA24) 
 

6.5 Participant Views on Shared Decision-making 

As part of the card sort exercise, each participant was asked to describe 

what SDM looked like for each clinical scenario. Descriptions of SDM largely 

aligned with the common components identified in Aim 1. When asked to 

describe what sharing responsibility for health care decisions looked like, most 

participants described a process where their opinions were considered with those 

of clinicians. This included discussion where there would be information 

exchange and a weighing of options. When it came to a final decision, there 

would either be consensus or a compromise where both parties felt comfortable. 

For example, Serena described SDM as discussing all options and making 

decisions together with the clinician: 

“I feel like us making a shared decision and having shared 

responsibility would be, like, laying all the options out, talking about 

these options…us talking about possible pros and cons…I think 

having them state the pros, but then I also state what might be 

difficult for me to actually accomplish, that would be kind of the 

shared responsibility…I think just kind of deciding that together, 
of course, is what I really think of when I think of that card.”  

Serena, Age 22 (PA1) 
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Another participant described SDM as a back and forth discussion between patient 

and clinician, resulting in a compromise: 

“I guess I see that one, it's more of a conversation. A little bit more 
back and forth between me and the doctor in terms of what the 
treatments entail. I also see that one I think as kind of coming 
to a compromise if need be.” 

Caroline, Age 18 (PA16) 
 

A third participant described SDM as a longer, detailed conversation where the 

doctor and patient act as a team and discuss the risks and benefits of treatment 

options.  

“I would envision this being a longer conversation. Where I'm asking 

a lot of questions. The doctor's also giving me a lot more details on 

what all this means. What are the risks and benefits of the 

medications and treatment versus doing nothing. So, I guess I just 

envision this being a longer detailed conversation, where all my 

options are laid out. All the risks and benefits are laid out. And I feel 
more like my doctor and I are a team and deciding a middle 
ground of the best option for me.”  

Samantha, Age 29 (PA33) 
 

However, while many preferred SDM across the scenarios, there was also 

concern about losing power with a shared approach. The idea of splitting 

decision-making power evenly between patient and clinician did not appeal to 

some participants. For instance, Claudia spoke with some reluctance about 

having an equal split in decision-making power with clinicians: 

“I think it's such a personal thing that I would want to have a bit 
more control than kind of splitting it 50/50, I guess.”  

Claudia, Age 27 (PA2) 
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Feeling pushed or pressured to agree with clinicians during SDM was also a 

concern. One participant indicated that sharing decision-making power would still 

put the clinician in a position to be forceful about decisions: 

“…A little bit more pushy. Still giving me room to make the decision, 

but enforcing it a little bit more. Which I think would make me feel 
like I didn't have as much of a choice…” 

Blair, Age 23 (PA5) 
 

6.6. Participant Descriptions of Active-Shared Decision-Making 

Participants were asked to describe active-shared decision-making when 

they identified it as their most preferred decision-making style during the card 

sort exercise. Similar to the descriptions of SDM, descriptions of active-shared 

decision-making involved a step for information delivery from clinicians, including 

receiving recommendations from clinicians. As one participant described, 

“So, to me it would mean getting all the necessary information 
for my doctor, from my doctor, and then potentially getting an 
opinion on what perhaps he or she would do in my situation.” 

Caroline, Age 18 (PA16) 

 

However, compared to SDM there was less emphasis on information exchange 

or joint deliberation between patient and clinician. For example, Georgina 

described the active-shared interaction as having a conversation with their 

clinician about the decision and the available options and then making a decision 

based on what they felt was best for them,  

“I've discussed these are the things that are happening, these are 

my symptoms, and then we've had a conversation about what that 

what the symptoms might mean, what could be possibly the health 

issue that I'm having. Then from there, having all that 
information and [giving] me all these different options of what I 
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could do, and having that conversation. Then I'd be able to be 
like, "Okay, that's the one that I think would fit the best with 
the life that I'm living at the moment."  

Georgina, Age 24 (PA 25) 
 

Another participant echoed the idea that in active-shared decision-making, they 

would receive information from their clinician, including any recommendations, 

and make the decision based on their own needs, stating: 

For me, it would be my doctor telling me what they think is best 
for me and everything that's going on, but I would make like the 
final decision about what treatment option I would go for, 
because I would know what's best for me in this situation 
specifically.” 

Dawn, Age 19 (PA27) 
 

 

While clinician recommendations were identified as an important part of 

information delivery, participants noted that they could choose to not follow these 

recommendations. Final decisions are based on the patient’s assessment of their 

own needs. This is distinct from SDM as a shared process emphasizes at 

minimum a mutually acceptable decision for both patient and clinician, and 

ideally consensus. As one participant described, 

“…we'd go through the different options, and then probably narrow 

it down hopefully to a few, and then maybe talk about the pros and 

cons…And then, I feel like they'd give a final recommendation 
of what they were thinking, and then based on, of course, the 

final few little ones that we might have narrowed it down to, I'd 
either confirm their recommended one or go along with one of 
the other ones that I was feeling a little bit better about.” 

Serena, Age 22 (PA1) 
 

 
These descriptions provide an initial outline for an active-shared model of 

decision-making. Figure 9 illustrates the active-shared decision-making process 
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based on participant descriptions. Like the SDM process outlined under Aim 1 

(Figure 8), active-shared decision-making begins with acknowledging there is an 

issue to discuss. The next step of the process is information delivery from the 

clinician to the patient, which feeds patient deliberation. This can be a cyclical 

process as patient deliberation leads to more questions from patients and 

recommendations from clinicians about what option is best for the patient. 

Following information delivery and patient deliberation, the patient chooses to 

accept the clinician recommendation or reject the recommendation. Distinctive 

from SDM is that the patient is making the decision based on what they believe is 

best for them and the decision does not have to be mutually acceptable to the 

clinician. 

 
Figure 9. Active-Shared Decision-making Process 

 

 
 

 
6.7 Influence of Previous Experiences on Observed Themes 

Themes regarding the role clinical severity were consistent regardless of 

participant characteristics or previous clinical experiences. While older and 

younger millennials could be at different life stages, I did not observe differences 

in preference motivation between them. I also did not observe differences in 

preference motivation between participants who had limited interactions with 
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clinicians and participants who had more wide-ranging experience with the health 

care system (e.g., chronic conditions, surgical procedures).  

The importance of personal agency, in particular, was consistent 

irrespective of previous clinical experiences. During the interviews, women who 

indicated they had limited experience making health care decisions during the 

introductory interview were just as likely to value agency over their bodies as 

women who indicated they had significant experience making health care 

decisions. Nearly all participants also spoke to the tradeoff between personal 

agency and information asymmetry when discussing their decision-making 

preferences. In addition, all participants valued additional time during clinical 

encounters to support participation in health care decision-making. 
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CHAPTER 7: DISCUSSION 

 

The past decade has brought renewed attention to shared decision-

making (SDM). SDM holds great promise, but there are clear research gaps that 

need to be addressed to advance implementation. The goal of this research was 

to address two gaps in the current evidence-base: 1) the “what” of SDM by 

conducting a literature review of SDM models, and 2) the “when” of SDM by 

examining the health care decision-making preferences of millennial women.  

 

7.1 Defining the Process of Shared Decision-making 

The systematic review executed under Aim 1 is a critical step forward in 

outlining the practice of SDM. The review represents an update and expansion of 

previous work.6,26 I conducted a comprehensive search of the peer-review and 

gray literature, which allowed me to include models not considered in previous 

reviews such as those developed by both the Agency for Healthcare Research 

and Quality and NICE. I also assessed the quality of the SDM evidence-base as 

well as the confidence in findings. Findings for SDM components reached a 

moderate level of confidence in findings. There was low to very low confidence in 

findings for responsibilities and goals/objectives, and insufficient evidence to 

assess the efficacy of SDM models. 

While there were limitations to the available evidence, I was able to 

propose a process model for SDM based on common components across 

models. I identified 20 unique components in 45 models. Previous reviews from 
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Makoul et al. (2006) and Bomhof-Roordink (2019) identified more components 

for SDM. These differences may be attributed to study methodology. The review 

from Makoul used less stringent exclusion criteria and included editorials and 

think-pieces.6 The review from Bomhof-Roordink used Makoul’s categorization as 

a starting point and then either combined and separated elements into different 

groupings.26 Consequently, process components like information 

delivery/exchange where divided into multiple subcomponents like clinician 

expertise and patient questions. 

Overall, I found that six SDM process components were common across 

models. These six components are: acknowledging that there is a decision to be 

made and there are options; patient preferences, values, or goals; information 

delivery/exchange, deliberation; making a decision; and post-decision evaluation 

and follow-up. Based on the available evidence, both the patient and the clinician 

have the responsibility of implementing two components: patient values, 

preferences, and goals and information delivery/exchange. 

 

7.1.1 Implications for Shared Decision-making Policy and Practice  

SDM should be adaptive to different circumstances, contexts and 

problems.215 Hargraves et al. (2019) suggests that there are different modes of 

purposeful SDM that should be responsive to the problems of patients.215  While 

there is not be a single one-size fits all approach to SDM, there needs to be 

consensus regarding the primary steps of the process if we are to measure 

quality of implementation and patient outcomes. The synthesis of SDM models in 
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Aim 1 is essential to making the practice accessible to the broader provider 

community. Lack of familiarity with SDM is an important barrier to implementing 

the process into routine clinical practice.16 Smaller organizations and community 

clinicians may find SDM challenging, given the abundance of SDM publications 

and the variable quality of these publications. The findings from Aim 1 help 

address this barrier to uptake by outlining the minimum necessary process steps 

to conduct SDM for clinicians, health care organizations, and policymakers. The 

operational definitions synthesized as part of this review provide guidance on 

how each process step should be executed. By identifying common components, 

the Aim 1 findings also provide a foundation for developing a unified model of 

SDM for patient-centered care. A unified model is necessary as both 

implementation and evaluation require clear agreement within the field about 

what the process entails. 

 

7.1.2 Review Limitations and Challenges 

There are limitations to this review. While they are represented in the 

process model, I did not consider contextual factors that may influence SDM due 

to limited discussion of these factors in included models. I was also not able to 

include the expected outcomes of the SDM process. The SDM evidence base 

appears somewhat disjointed. There is literature on how contextual factors 

influence decision-making, but these factors are not discussed in the formation of 

SDM models. Similarly, studies considering SDM-related outcomes often focus 

on the use of decision aids, but do not link to a specific model or theory of 
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practice for SDM. Without more attention to linking theoretical or process models 

to outcomes, it is unlikely that SDM implementation will reach its potential. In 

particular, clinicians can be skeptical about the evidence supporting SDM.16 

Consequently, it is important to demonstrate the value of the full SDM process, 

and not just tools used during information delivery/exchange. Health care 

organizations and clinicians may choose not to continue to invest in SDM 

processes as part of patient-centered care if we are unable to clearly link the 

practice to improved outcomes. 

I encountered several challenges when examining the SDM literature. 

More transparency is needed in how SDM models are created and defined. A 

large proportion of the available literature on SDM models is narrative reviews. 

While these reviews are informative, there is a potential for bias due to non-

systematic selection of included publications.  

The research community also needs to better differentiate between 

studies that test a comprehensive SDM process and studies that test or validate 

decision aids in clinical settings. In some publications, study title and objectives 

suggested they were testing an SDM process, but the methods showed they 

were actually testing or validating a decision aid. If the intention is to promote 

SDM, studies should embed the testing of decision aids within a broader SDM 

process. Furthermore, publications that test an SDM process need to provide 

sufficient information on the model or process used. Lack of information on SDM 

in empirical studies of decision aids, in particular, hindered my ability to assess 

the efficacy of SDM models.  
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7.1.3 Future Research on Shared Decision-making 

The systematic review provides a much-needed synthesis of SDM models 

available in the peer-reviewed and gray literature. This process should be 

considered iterative and periodic surveillance of the SDM literature should be 

conducted to determine when new updates are needed. Future empirical 

research efforts should include studies that not only compare SDM to usual care 

or other decision-making models, but also compare SDM models with different 

components. For example, SDM with asking patients about decision-making 

preferences compared to SDM without asking about preferences. There are 

clearly common components across available models, but the question remains 

whether the additional components identified would have added value to the 

SDM process and improve patient experience and outcomes.  

 A large proportion of included models were found to be clinician-driven, 

meaning that the process was outlined in terms of clinician actions (e.g., the 

clinician elicits preferences, the clinician provides information). If SDM is 

supposed to be a joint process between patient and clinician, we must move 

away from defining the process exclusively from the clinician viewpoint. Outlining 

the steps of SDM in a clinician-driven way reinforces a patriarchal view of the 

clinical encounter.  

A critical step in moving away from this will be to more frequently include 

patients in the development of SDM models. SDM cannot support patients to 

make decisions and respect their perspectives if models remain focused on 
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clinicians. Current studies on patient attitudes about and preferences for SDM 

may not provide sufficient evidence to derive a patient-driven SDM model without 

additional synthesis as well as patient focus groups or Delphi-process.  

 

7.2 Millennial Women and Health Care Decision-making 

 The lack of patient perspectives represented in the literature identified in 

Aim 1 and the lack of SDM models specifically tailored to the needs of women 

highlights the value of the research conducted under Aims 2 and 3. It is important 

to incorporate patient perspectives into the discussion of how we implement and 

practice SDM. A patient-centered heath care system must consider the needs of 

all its patients, including young women.  

A previous systematic review indicated that patient preferences for health 

care decision-making were shifting towards SDM in studies published post-

2000.8 My findings on the decision-making preferences of millennial women 

suggest that this trend may eventually progress towards a more active model of 

decision-making. Active-shared decision-making was the preferred decision-

making style amongst interviewees at baseline and for painful periods. This 

suggests that the three-level model of decision-making preferences frequently 

used in research (passive, shared, active) is outdated.8   

Active-shared decision-making is a hybrid decision-making model. The 

descriptions from participants were sufficient to outline key aspects of the 

process from the perspective of patients. In active-shared decision-making, 

participants wanted information from their clinician and a discussion of options, 
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indicative of shared decision-making. However, they also wanted to keep 

decision-making power and were willing to reject clinician recommendations, 

indicative of active decision-making. Participants also appeared less invested in 

a deliberative process with clinicians compared to SDM. The findings from this 

research provide initial insight into what an active-shared process entails; 

however, additional research is needed to fully detail the active-shared model 

from the patient perspective and understand what contextual factors influence 

the process. 

As clinical scenarios became more severe and complex, participant 

preferences moved from active-shared to SDM. Few participants wanted 

clinicians making their health care decisions and all participants spoke about the 

importance of being heard by their clinicians. The desire for agency for health 

care decisions was consistent across participants regardless of age or previous 

experiences. In addition, some participants were hesitant when discussing SDM. 

They expressed that clinician expertise was necessary, but wanted more power 

than the clinician over their health care decisions. This is may be indicative of a 

cultural shift in terms of expectations for clinical encounters amongst millennial 

women compared to previous generations that preferred to leave decisions in the 

hands of their clinicians.30 More research is needed before we can fully 

determine the extent to which this shift occurs amongst millennial women. 

There was not consensus amongst participants regarding the role of time 

in forming their decision-making preferences. Participants often commented that 

their decision-making preferences would remain the same regardless of time. 



 

 116 

However, time is an inherent structural barrier to patient participation in health 

care decision-making. Participants noted that insufficient time would mostly likely 

force them to defer to their doctor and potentially ignore their own values and 

preferences. This is the antithesis of patient-centered care delivery. Several 

participants spoke about making follow-up appointments or phone calls if they 

had insufficient time during clinical encounters. Consequently, insufficient time 

during appointments may lead to greater health care utilization, among a sub-

group of patients who are willing to attend multiple appointments to participate in 

health care decisions. 

 

7.2.1 Implications for Clinical Practice 

The findings from Aims 2 and 3 will help researchers and health care 

providers better understand not only how patient preferences may change under 

varying circumstances, but also why. This is especially important, as clinicians 

may dismiss the needs and preferences of patients if they feel that the underlying 

motivations are not important. This is especially true of female patients whose 

concerns tend to be taken less seriously.23 While qualitative and preference-

based research has limitations, my findings will ultimately help the health system 

better anticipate the needs of millennial women and interact with them in a way 

that is respectful to their decision-making preferences.   

The interview findings indicate that clinicians need to prepare for not only 

SDM, but also active-shared decision-making. Efforts to identify best practices for 

SDM have increased over the past few years, especially with funding from the 
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Patient-Centered Outcomes Research Institute. However, there is little evidence 

that clinicians are prepared to encounter more actively engaged patients, 

especially when considering the continued resistance to SDM implementation 

amongst some clinicians.16 Patients who favored active shared decision-making 

viewed clinicians as deliverers of information, not primary decision-makers. This 

is a large shift from the traditional medical model and will most likely require 

investments in training and support for clinicians.  

It is possible that millennial clinicians will be more responsive to the needs of 

their generational peers and more open to patient participation in health care 

decision-making, given the current shifts created by millennial trainees.106 This 

would allow for greater receptivity of active-shared decision-making within the 

medical community. None of the participants discussed the role of provider age 

or generation in discussing their health care decision-making preferences. More 

research is needed to determine if millennial clinicians view SDM or active 

patient engagement more favorably than other generations. Further research is 

also needed to determine if millennial patient-clinician concordance is more likely 

to facilitate SDM and active-shared decision-making.  

The findings regarding the role of time and decision-making preferences 

shows that health care organizations need to find new ways to circumvent the 

barrier of time. In most health care organizations, it is extremely difficult to allot 

more time for clinical visits. Allowing patients to more easily email follow-up 

questions to clinicians may be one way to reduce time pressure during clinical 

encounters. For non-urgent situations, encouraging patients to go home and 
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think about options may give patients the ability to remain in charge of their 

health care decisions even when there is not sufficient time during their 

appointments.   

 

7.2.2 Study Limitations and Quality 

There are limitations to this study. The accuracy of forecasting 

preferences amongst participants is unclear. However, the use of a qualitative 

methodology allowed for an in-depth examination of previous experiences and 

preference motivation, potentially correcting for forecasting errors. Interviewees 

self-selected to participate in interviews. Consequently, participants might have 

been predisposed to actively participate in health care decision-making. 

Outreach efforts to student groups were unsuccessful in increasing the 

enrollment of Black women, Native American women, and women of Hispanic 

ethnicity. In addition, non-college-educated women recruited at the Minnesota 

State Fair choose not to participate in interviews. Additional qualitative research 

is needed to understand the decision-making preferences and motivations of 

millennial women within these groups. 

The use reflexivity and a second reviewer provide credibility and 

confirmability to my findings. Reflexivity allowed me to consider my role as both a 

millennial woman and a health services researcher and reflect on how these 

influenced the conduct and analysis of interviews. For example, I could often 

empathize and identify with participant experiences. I understood participants’ 

fear of clinicians who dismissed their symptoms and their pain, having had 
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experiences where my symptoms were not taken seriously by a clinician. In using 

reflexivity, I was able to consider whether my personal experiences were 

influencing my interpretation of data related to negative clinical experiences and 

mistrust of clinicians. 

Likewise, as a health services researcher, I have encountered clinicians 

who are enthusiastic about patient-centered care and working with patients to 

make health care decisions. I have also encountered clinicians who question the 

ability of patients to participate in making health care decisions. Reflexivity 

allowed me to consider whether these clinician encounters and my role as a 

researcher influenced my interpretation of participants’ experiences and attitudes 

about the health care system. My personal experiences and preferences towards 

active involvement in health care decision-making could have potentially 

influenced the interpretation of results. Using a second reviewer reduced the 

potential for bias in the identification and interpretation of themes and ensured 

that findings were not based on my personal preconceptions.  

 

7.2.3 Future Research on Decision-making Preferences 

 The decision-making preferences of millennial women have not been 

extensively explored in the literature. Millennials are now the largest generation 

in the US.22 Their health care needs and preferences should be a focus of future 

research, especially when considering the potential consequence of chronic 

disease prevalence for this population.103 Millennial women should be a focus in 

future research given the gender bias they may face when seeking care. 
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Additional research is needed to determine the extent to which the themes 

identified in the interviews are applicable to non-college-educated millennial 

women. Patients with higher levels of education are more likely to prefer an 

active role in health care decision-making.64,65 66-68 All of the study participants 

valued personal agency in making health decisions. This theme did not vary 

between those who were recent high school graduates and those who had 

completed graduate education. Future research should focus on understanding 

how different socioeconomic variables including education intersect within the 

millennial generation and contribute to health care decision-making preferences. 

 Further research is also needed to explore the intersection between race, 

gender, and generation to form health care decision-making preferences. Only 

two participants spoke to the issue of race during the interviews. Both indicated 

that they were more likely to participate in health care decision-making because 

they anticipated experiencing racial bias in clinical encounters. Previous studies 

have shown that experiencing racial bias in clinical encounters can disempower 

patients.77,78 Future research should examine the degree to which anticipation of 

bias may motivate millennial women of color to participate more in health care 

decision-making. 

 New research on decision-making preferences should also further explore 

the role of provider gender. Previous research suggests that women may prefer 

female gynecologists because female clinicians more often use a more patient-

centered communication style.216 Participant comments regarding clinician 

gender suggest that the desire for a female clinician may involve multiple factors 
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including comfortability, previous negative experiences with male clinicians, and 

fear of being dismissed by male clinicians. 

 In addition, larger scale studies are needed to fully understand the extent 

to which the themes identified in this study are broadly applicable to all millennial 

women. Future research should include mixed-methods studies that combine 

survey methods with qualitative research. In addition, intergenerational studies 

will help determine the extent to which there are generational shifts in decision-

making preferences among women. 

 

7.3 Conclusion 

SDM has the potential to improve the delivery of patient-centered care and 

ensure that patients are equal partners in health care decision-making. However, 

a common understanding of what the process entails and how it should be 

implemented is needed if we are to fully incorporate SDM in clinical practice as 

part of a patient-centered health care system. The systematic review in Aim 1 

moves us closer to this goal by proposing a common component process model 

for SDM. However, the lack of studies focused on implementing an SDM process 

in clinical care is concerning given the investments made in SDM and patient-

centered care research. It is likely that a large proportion of these resources have 

been used to study tools that support information delivery/exchange in SDM 

instead of SDM models. We must invest in studies that examine the impact of 

executing SDM in clinical care. Research examining implementation of SDM 

models will not only provide information on the ability of SDM to improve patient-
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outcomes, but also may provide a roadmap to successfully carrying out SDM 

across the health care system. 

The prevalence of clinician driven SDM models is also concerning. SDM is 

a partnership between patient and clinician, yet existing models often do not 

consider the patient’s role in implementing the process or patient decision-

making preferences. Aims 2 and 3 provide valuable insight into the decision-

making preferences of millennial women and their views on SDM. This is a 

significant contribution to the literature on patient decision-making preferences 

given the size of the millennial population. Millennial women are subject to 

generational (e.g., high potential for chronic disease, poor economic outlook, 

industry disruptors) and gender-based (e.g., bias) factors that make them a 

critical population for patient-centered care delivery. Clinicians and health care 

organizations will soon need to consider the needs of this population, if they are 

not already. Based on my findings, a major factor in the patient-clinician dynamic 

for this population will be the ability of clinicians work with patients who want 

more control over their health care decisions. Researchers and clinicians should 

take the preferences of millennial women seriously, as the goal of patient-

centered care is to delivery care that is respectful of and responsive to individual 

needs of all patients. 
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APPENDIX A: LITERATURE SEARCH STRATEGIES 
 
Database: OVID Medline 
1. Shared decision*.ti.  
2. (involv* or consult* or prefer* or engage* or participat*).ti.  
3. *Physician-Patient Relations/ or *Patient Participation/ or *Decision-making/ or 
*Clinical Decision-Making/ 
4. (patient decision* or decision making or informed decision*).ti.  
5. (model* or framework* or process* or defin*).ti.  
6. 2 and 3 and 5   
7. 4 and 5  
8. 1 or 6 or 7  
9. limit 8 to (english language and yr="1982 - 2019") 
10. limit 9 to (addresses or autobiography or bibliography or biography or case 
reports or clinical conference or comment or congresses or consensus 
development conference or consensus development conference, nih or dataset 
or dictionary or directory or editorial or "expression of concern" or festschrift or 
guideline or historical article or interactive tutorial or interview or lectures or legal 
cases or legislation or letter or news or newspaper article or periodical index or 
personal narratives or portraits or validation studies or video-audio media or 
webcasts)  
11. 9 not 10  
 
Database: OVID EMBASE 
1. Shared decision*.ti. or *shared decision making/  
2. *Patient Participation/ or *patient decision making/  
3. (patient decision* or clinical decision* or informed decision*).ti.  
4. (model* or framework* or defin*).ti.  
5. 2 or 3   
6. 4 and 5   
7. 1 or 6   
8. limit 7 to (english language and yr="1982 - 2019")  
9. limit 8 to (abstract report or books or "book review" or chapter or conference 
abstract or "conference review" or editorial or letter or note or patent or reports or 
short survey or tombstone or book or book series or conference proceeding or 
trade journal)  
10. 8 not 9  
 
Database: PsychInfo 
1. (*decision making/ or *client participation/) and (involv* or consult* or prefer* or 
engage* or participat*).ti.  
2. (model* or framework* or defin*).ti.  
3. 1 and 2   
4. (Shared decision* or patient decision*).ti. 
5. 3 or 4  
6. limit 5 to yr="1982 - 2019"  
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7. limit 6 to (abstract collection or bibliography or chapter or clarification or 
"column/opinion" or "comment/reply" or dissertation or editorial or encyclopedia 
entry or interview or letter or obituary or poetry or publication information or 
review-book or review-media or review-software & other)  
8. 6 not 7  
9. limit 8 to english language  
 
Database: CENTRAL 
Precise search on shared decision-making terms 
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APPENDIX B: CHARACTERISTICS OF INCLUDED LITERATURE 
 
 
Table B1. Characteristics of Included Articles 

First Author 

Year 

PMID 

Country 

Article Type 

Population and/or 

Clinical Setting 

 

Factors Influencing SDM Model Includes 

Families or 

Caregivers 

Includes 

Care 

Team 

Clinician 

Driven 

Quality 

AHRQ 2016 
US 
Gray Lit 

None specified § None reported Yes Yes Yes Medium 

Ballard-Reisch 1990 
US 
Narrative 

None specified § None reported Yes Yes No Medium 

Berger-Höger 2019 
30925280 
Germany 
Cluster RCT 

Ductal carcinoma in 
situ with treatment at 
breast care centers 

§ None reported No Yes Yes Medium 

Bomhof-Roordink 
2019 
30346076 
Netherlands 
Qualitative 

Oncology § None reported Yes No Yes High 

Callon 2018 
29550295 
US 
Qualitative  

None specified § Holistic and respectful 
interpersonal emotional 
environment 

Yes No No Medium 

Charles 1997 
9032835 
Charles 1999 
10452420 
Canada 
Narrative 

Acute care § Time constraints 
§ Clinician financial incentives 

Yes Yes No Medium 

Clayman 2017 None specified § None reported Yes No No Medium 
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First Author 

Year 

PMID 

Country 

Article Type 

Population and/or 

Clinical Setting 

 

Factors Influencing SDM Model Includes 

Families or 

Caregivers 

Includes 

Care 

Team 

Clinician 

Driven 

Quality 

27780646 
Multi-Country 
Narrative 
Elwyn 2012 
22618581 
Elwyn 2017 29109079 
Multi-country 
Narrative 

None specified § None reported Yes No Yes Medium 

Elwyn 2000 
11141876 
Multi-country 
Qualitative 

General practitioners § Time constraints No No Yes High 

Elwyn 2014 
25175366 
Multi-country 
Narrative 

None specified § Emotional state of participants 
§ Resources, constraints, and 

capabilities 
§ The range and accessibility of 

alternatives 
§ Social norms shaping the 

construction of preferences 

No No No Low 

Entwistle 2006 
16875797 
UK 
Narrative 

None specified § Patient's views/feelings about 
clinician 

§ Clinician's view/feelings about 
patient 

No No No Medium 

Etingen 2019 
30901448 
US 
Qualitative 

PTSD for veterans § None reported Yes Yes No Medium 

Goscha 2015 
25033796 
US 
Qualitative 

Medication decisions 
for severe and 
persistent chronic 
mental illness 

§ None reported No Yes Yes Medium 

Grad 2017 None specified § None reported No No Yes Low 
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First Author 

Year 

PMID 

Country 

Article Type 

Population and/or 

Clinical Setting 

 

Factors Influencing SDM Model Includes 

Families or 

Caregivers 

Includes 

Care 

Team 

Clinician 

Driven 

Quality 

28904031 
Canada 
Narrative 
Groen van de Ven 
2017 
28238420 
Netherlands 
Qualitative 

Dementia care § None reported Yes Yes No High 

Hamann 2014 
25756970 
Germany 
Narrative 

Patients with severe 
mental illness in 
mental health 
settings 

§ Best-choice decision-making (a 
better option clearly exists but also 
poses a risk that the patient will 
refuse) 

No No Yes Medium 

Informed Medical 
Decisions Foundation 
2012 
US 
Gray Lit 

None specified § None reported No No Yes Low 

Ishii 2017 
28166757 
Ishii 2014 26666295, 
Japan 
RCT 

First-admission 
inpatients with 
schizophrenia at a 
psychiatric hospital 

§ None reported No Yes No High 

Joosten 2008 
19920974 
Joosten 2009 
19468259 
Joosten 2011 
21370962 
Netherlands 
Cluster RCT 

Inpatients with 
substance-related 
disorders  

§ None reported No Yes No Low 

Joseph-Williams 2019 
31351787 

Routine clinical 
practice for kidney 

§ None reported Yes Yes No High 
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First Author 

Year 

PMID 

Country 

Article Type 

Population and/or 

Clinical Setting 

 

Factors Influencing SDM Model Includes 

Families or 

Caregivers 

Includes 

Care 

Team 

Clinician 

Driven 

Quality 

UK 
Qualitative 

disease and breast 
cancer 

Legare 2011 
20795835 
Legare 2011 
20695950 
Multi-country 
Narrative 

Interprofessional 
SDM for clinical 
primary care 

§ Social norms (cultural values, 
routines and policies within 
society, the health care team, and 
the patient-family team) 

§ Organizational routines (activities 
that exhibit four characteristics: 
memory, adaptation, values and 
rules) 

§ Institutional structure (state-level 
policies that constrain 
organizations and individuals, 
including elected officials, 
government agencies, the public 
administration, the legislature and 
the legal system) 

Yes Yes Yes Medium 

Makoul 2006 
16051459 
US 
SR 

None specified § None reported Yes No No Low 

Metz 2015 
26666295 
Metz 2019 
30151651 
Netherlands 
Cluster RCT 

Mental health care 
organizations 

§ None reported No Yes Yes Medium 

Minnesota Shared 
Decision-Making 
Collaborative 
US 
Gray Lit 

Patients with serious 
mental illness in 
psychiatric hospitals 

§ None reported Yes Yes No Low 
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First Author 

Year 

PMID 

Country 

Article Type 

Population and/or 

Clinical Setting 

 

Factors Influencing SDM Model Includes 

Families or 

Caregivers 

Includes 

Care 

Team 

Clinician 

Driven 

Quality 

Montori 2006 
16436159 
US 
Narrative 

Patients with poorly 
controlled asthma 

§ Encounter environment (should 
allow patients to point out the 
clinician’s shortcomings or failures 
in understanding the patient’s 
context) 

§ Time constraints 
§ Appointment availability 

Yes Yes No Medium 

Ng 2019 
31099120 
Malaysia 
Narrative 

Multi-morbidity § None reported No Yes No  Medium 

NICE 2012 
UK 
Gray Lit 

Patients with chronic 
conditions 

§ None reported Yes Yes Yes High 

Nieuwenhuijze 2014 
25008286 
Netherlands 
Delphi Study 

Maternity care § None Reported No No Yes Not 
Assessed 

Paudel 2018 
28378300 
US 
Obs Study 

Inpatients with 
substance-related 
disorders  

§ None reported No Yes No Low 

Peek 2016 
27008649 
US 
SR 

African American 
LGBT patients 

§ Physical (e.g., location, 
infrastructure, resources) and 
social (e.g., cultural, political) 
context in which people live, 
including service quality in health 
systems and interactions with 
clinicians.  

§ Environment (society, community, 
and clinic) 

§ Social identity 

No No No Medium 
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First Author 

Year 

PMID 

Country 

Article Type 

Population and/or 

Clinical Setting 

 

Factors Influencing SDM Model Includes 

Families or 

Caregivers 

Includes 

Care 

Team 

Clinician 

Driven 

Quality 

§ Perceptions of others 
§ Individual decision-making 

preferences 
§ Patient/clinician trust in each other 

and existing patient/clinician 
relationship 

Peek 2008 
18684581 
US 
Qualitative 

African Americans 
with diabetes 

§ None reported No No No High 

Raue 2019 
30967321 
US 
RCT 

Elderly depressed 
patients  

§ None reported No Yes Yes High 

Rennke 2017 
29073314 
US 
Narrative 

Hospital inpatients § Provider/team: Individual and 
team-based factors such as 
cognitions, behavior, and social 
features; includes both personal 
and professional characteristics. 

§ Patient/family: Personal 
characteristics (beliefs, attitudes, 
emotions, behaviors), illness 
history, and social features (e.g., 
culture, education, literacy, social 
supports).  

§ Medical context: Factors related to 
the disease and the potential ways 
to evaluate or manage it. 

Yes Yes Yes High 

Rubin 2014 
24233814 
US 
Narrative 

Neurologic critical 
care 

§ None reported Yes Yes No Medium 
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First Author 

Year 

PMID 

Country 

Article Type 

Population and/or 

Clinical Setting 

 

Factors Influencing SDM Model Includes 

Families or 

Caregivers 

Includes 

Care 

Team 

Clinician 

Driven 

Quality 

Rusiecki 2018 
29068819 
US 
Obs Study 

Internal medicine 
residents 

§ None reported No No Yes Medium 

Sanders 2018 
29954333 
Netherlands 
Cluster RCT 

Inpatients addicted to 
psychoactive 
substances 

§ None reported No No Yes Low 

Shay 2014 
25097150 
US 
Qualitative 

Primary care patients § Ongoing, trusting relationship 
between patient and provider 

No No No Medium 

Siminoff 2005 
16045427 
US 
Narrative 

Patients with cancer § Sociodemographic characteristics 
(gender, age, ethnicity, and social 
status) 

§ Personality traits 
§ Communication competence 
§ Communication climate: Real-time 

situational facts, perceptions, 
thoughts, and emotions during 
consultation. Consists of 
expressed emotional, cognitive, 
and decisional preferences of the 
communicators. 

Yes No No Medium 

Stiggelbout 2015 
26215573 
Netherlands 
Narrative 

None specified § None reported Yes No Yes Medium 

Towle 1999 
10488010 
Canada 
Narrative 

None specified § None reported Yes Yes No Medium 
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First Author 

Year 

PMID 

Country 

Article Type 

Population and/or 

Clinical Setting 

 

Factors Influencing SDM Model Includes 

Families or 

Caregivers 

Includes 

Care 

Team 

Clinician 

Driven 

Quality 

Truglio-Londrigan 
2018 
29456779 
US 
SR 

Nursing in all health 
care settings 

§ Patient's emotional state, 
friends/family, home, community 
supports, and networks 

§ Patient age, gender, spiritual and 
cultural beliefs, education, life 
experiences, race 

§ Clinician's readiness and 
receptiveness to explore a 
patient's feelings and preferences, 
work environment  

§ Time constraints 
§ Acute or chronic illness 
§ Health system 

Yes Yes No High 

van de Pol 2016 
26763871 
van de Pol 2017 
28027017 
Netherlands 
Delphi Study 

Frail older patients 
with multiple 
morbidities 

§ Time constraints Yes Yes Yes Not 
Assessed 

Wilson 2010 
20019345 
US 
RCT 

Patients with serious 
mental illness at a 
community mental 
health center 

§ None reported No Yes Yes Low 

Zoffmann 2008 
18223158 
Denmark 
Qualitative 

Patients with poorly 
controlled diabetes 

§ None reported No No No Low 

Zisman-Ilani 
29393685 
Israel 
CCT 

Patients with non-
chronic low back pain 
seeing general 
practitioners 

§ None reported No No No Low 
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AHRQ=Agency for Healthcare Research and Quality; CCT=Controlled Clinical Trial; LGBT=Lesbian, Gay, Bisexual, or Transgender; 
Lit=Literature; Narrative=Narrative Review; Obs=Observational; RCT=Randomized Controlled Trial; SDM=Shared Decision-making;  
 

 

Table B2. Components Shared Decision-making Models: Six Common Components 

Author  

Year 

PMID 

Country 

Article Type 

Quality 

Acknowledge 

decision 

needs to be 

made 

Patient health 

care 

preferences, 

values, and/or 

goals 

Information 

delivery and 

exchange 

Deliberation Make decision Post-decision 

evaluation and 

follow-up 

AHRQ 2016 
US 
Gray Lit 
Medium 

x x x x x x 

Ballard-Reisch 1990 
US 
Narrative 
Medium 

 
x x x x x 

Berger-Höger 2019 
30925280 
Germany 
Cluster RCT 
Medium 

x x x  x x 

Bomhof-Roordink 2019 
30346076 
Netherlands 
Qualitative 
High 

x x x x x  

Callon 2018 
29550295 
US 
Qualitative  
Medium 

x x x x x 
 

Charles 1997 
9032835 

x x x x x 
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Author  

Year 

PMID 

Country 

Article Type 

Quality 

Acknowledge 

decision 

needs to be 

made 

Patient health 

care 

preferences, 

values, and/or 

goals 

Information 

delivery and 

exchange 

Deliberation Make decision Post-decision 

evaluation and 

follow-up 

Charles 1999 
10452420 
Canada 
Narrative 
Medium 
Clayman 2017 
27780646 
Multi-Country 
Narrative 
Medium 

  
x x x x 

Elwyn 2012 
22618581 
Elwyn 2017 29109079 
Multi-country 
Narrative 
Medium 

x x x x x x 

Elwyn 2000 
11141876 
Multi-country 
Qualitative 
High  

x x x x x x 

Elwyn 2014 
25175366 
Multi-country 
Narrative 
Low 

x x x x 
  

Etingen 2019 
30901448 
US 
Qualitative 

 x x x x x 
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Author  

Year 

PMID 

Country 

Article Type 

Quality 

Acknowledge 

decision 

needs to be 

made 

Patient health 

care 

preferences, 

values, and/or 

goals 

Information 

delivery and 

exchange 

Deliberation Make decision Post-decision 

evaluation and 

follow-up 

Medium 
Entwistle 2006 
16875797 
UK 
Narrative 
Medium 

x x x x 
 

x 

Goscha 2015 
25033796 
US 
Qualitative 
Medium 

 x x x x x 

Grad 2017 
28904031 
Canada 
Narrative 
Low 

x x x x 
 

x 

Groen van de Ven 2017 
28238420 
Netherlands 
Qualitative 
High 

x x x x 
 

x 

Hamann 2014 
25756970 
Germany 
Narrative 
Medium 

x x x x 
  

Informed Medical Decisions 
Foundation 2012 
US 
Gray Lit 

x x x x x x 
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Author  

Year 

PMID 

Country 

Article Type 

Quality 

Acknowledge 

decision 

needs to be 

made 

Patient health 

care 

preferences, 

values, and/or 

goals 

Information 

delivery and 

exchange 

Deliberation Make decision Post-decision 

evaluation and 

follow-up 

Low 
Ishii 2017 
28166757 
Ishii 2014 26666295 
Japan 
RCT 
High 

 x x x   

Joosten 2008 
19920974 
Joosten 2009 
19468259 
Joosten 2011 
21370962 
Netherlands 
Cluster RCT 
Low 

x x  x x x 

Joseph-Williams 2019 
31351787 
UK 
Qualitative 
High 

x x x x x x 

Legare 2011 
20795835 
Legare 2011 20695950 
Multi-country 
Narrative 
Medium 

x x x x x x 

Makoul 2006 
16051459 
US 

x x x x x x 
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Author  

Year 

PMID 

Country 

Article Type 

Quality 

Acknowledge 

decision 

needs to be 

made 

Patient health 

care 

preferences, 

values, and/or 

goals 

Information 

delivery and 

exchange 

Deliberation Make decision Post-decision 

evaluation and 

follow-up 

SR 
Low 
Metz 2015 
26666295 
Netherlands 
Cluster RCT 
Medium 

 x x x x x 

Minnesota Shared Decision-
Making Collaborative 
US 
Gray Lit 
Low 

x x x x x x 

Montori 2006 
16436159 
US 
Narrative 
Medium 

 x x x x x 

NICE 2012 
UK 
Gray Lit 
High 

 x x x x  

Ng 2019 
31099120 
Malaysia 
Narrative 
Medium 

 x x x x x 

Paudel 2018 
28378300 
US 
Obs Study 

 x x x  x 
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Author  

Year 

PMID 

Country 

Article Type 

Quality 

Acknowledge 

decision 

needs to be 

made 

Patient health 

care 

preferences, 

values, and/or 

goals 

Information 

delivery and 

exchange 

Deliberation Make decision Post-decision 

evaluation and 

follow-up 

Low 
Peek 2016 
27008649 
US 
SR 
Medium 

  
x x x 

 

Peek 2008 
18684581 
US 
Qualitative 
High 

  
x 

 
x 

 

Raue 2019 
30967321 
US 
RCT 
High 

x x x  x x 

Rennke 2017 
29073314 
US 
Narrative 
High 

 
x x x x x 

Rubin 2014 
24233814 
US 
Narrative 
Medium 

x x x x x 
 

Rusiecki 2018 
29068819 
US 
Obs Study 

x x x x x x 
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Author  

Year 

PMID 

Country 

Article Type 

Quality 

Acknowledge 

decision 

needs to be 

made 

Patient health 

care 

preferences, 

values, and/or 

goals 

Information 

delivery and 

exchange 

Deliberation Make decision Post-decision 

evaluation and 

follow-up 

Medium 

Sanders 2018 
29954333 
Netherlands 
Cluster RCT 
Low 

x x   x x 

Shay 2014 
25097150 
US 
Qualitative 
Medium 

  
x 

 
x 

 

Siminoff 2005 
16045427 
US 
Narrative 
Medium 

  
x x x 

 

Stiggelbout 2015 
26215573 
Netherlands 
Narrative 
Medium 

x x x x x x 

Truglio-Londrigan 2018 
29456779 
US 
SR 
High 

x 
 

x x x x 
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Author  

Year 

PMID 

Country 

Article Type 

Quality 

Acknowledge 

decision 

needs to be 

made 

Patient health 

care 

preferences, 

values, and/or 

goals 

Information 

delivery and 

exchange 

Deliberation Make decision Post-decision 

evaluation and 

follow-up 

van de Pol 2016 
26763871 
van de Pol 2017 28027017 
Netherlands 
Delphi Study 
Not Assessed 

x x x x 
 

x 

Wilson 2010 
20019345 
US 
RCT 
Low 

x x x x x x 

Zisman-Ilani 
29393685 
Israel 
CCT 
Low 

x x x x x 
 

FREQUENCY (N=42)* 27 36 40 37 34 29 
PERCENT* 64% 86% 95% 88% 81% 69% 

*Frequency and percent calculations based on all components 
AHRQ=Agency for Healthcare Research and Quality; Lit=Literature; Narrative=Narrative Review; Obs=Observational; RCT=Randomized 
Controlled Trial 
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Table B3. Components Shared Decision-making Models: Other Components  

Author  

Year 

PMID 

Country 

Article Type 

Quality 
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v
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e
ra
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e
 p
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e
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Multi-Country 
Narrative 
Medium 

x 
 

 
          

x 

Elwyn 2012 
22618581 
Elwyn 2017 29109079 
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Grad 2017 
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Canada 
Narrative 
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28238420 
Netherlands 
Qualitative 
High 
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x x 

 
x 
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Narrative 
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Joosten 2009 
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Joosten 2011 
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Joseph-Williams 2019 
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Qualitative 
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 x      x x     x 

Legare 2011 
  

 
   

x 
 

x 
    

x 
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Narrative 
Medium 
Makoul 2006 
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US 
SR 
Low 

  
 x x 

 
x 

 
x x 

 
x 

 
x 

Minnesota Shared 
Decision-Making 
Collaborative 
US 
Gray Lit 
Low 

       x       

Metz 2015 
26666295 
Netherlands 
Cluster RCT 
Medium 

    x          

Montori 2006 
16436159 
US 
Narrative 
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     x  x   x x  X 

NICE 2012        x       
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  x            

Paudel 2018 
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US 
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x   x      x x    

Peek 2016 
27008649 
US 
SR 
Medium 

  
 

       
x 

   

Peek 2008 
18684581 
US 
Qualitative 
High 
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Raue 2019 
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US 
RCT 

             x 
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High 
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Narrative 
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x 

Rubin 2014 
24233814 
US 
Narrative 
Medium 

  
 

   
x 

  
x 

    

Rusiecki 2018 
29068819 
US 
Obs Study 
Medium 

  
 

          
x 

Sanders 2018 
29954333 
Netherlands 
Cluster RCT 
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    x   x       

Shay 2014 
25097150 
US 
Qualitative 
Medium 

  
 

   
x 

   
x x x 
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Narrative 
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x x 

     

Truglio-Londrigan 2018 
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US 
SR 
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 x x 

   
x 

 
x x 

 
x 

van de Pol 2016 
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van de Pol 2017 
28027017 
Netherlands 
Delphi Study 
Not Assessed 

 
x  x x 
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Wilson 2010 
20019345 
US 
RCT 
Low 

  
 

    
x 
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Zisman-Ilani 
29393685 
Israel 
CCT 
Low 

  
 

           

FREQUENCY (N=42)* 2 2 1 5 12 2 9 9 8 7 9 8 1 14 
PERCENT* 5% 5% 2% 12% 29% 5% 21% 21% 19% 17% 21% 19% 2% 33

% 
*Frequency and percent calculations based on all components 
AHRQ=Agency for Healthcare Research and Quality; CCT=Controlled Clinical Trial; Lit=Literature; Narrative=Narrative Review; 
Obs=Observational; RCT=Randomized Controlled Trial 
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Table B4. Goals and Objectives Outlined by Shared Decision-making Models 
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x x x     x  x x x 

Ballard-Reisch 1990 
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x x x     x     

Charles 1997 
9032835 
Charles 1999 
10452420 
Canada 
Narrative 
Medium 

x   x         

Metz 2015 
26666295 
Netherlands 
Cluster RCT 
Medium 

  x  x   x  x   

Peek 2016 
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x x  x x x x   x   
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Low 
Zoffmann 2008 
18223158 
Denmark 
Qualitative 
Low 

      
x 

         
x x 

    

FREQUENCY 
(N=21) 

1 6 1 3 3 7 3 2 17 7 2 13 5 4 2 1 1 1 5 1 6 1 

PERCENT 5
% 

29
% 

5
% 

14
% 

14
% 

33
% 

14
% 

10
% 

81
% 

33
% 

10
% 

62
% 

24
% 

19
% 

10
% 

5
% 

5
% 

5
% 

24
% 

5
% 

29
% 

5
% 

AHRQ=Agency for Healthcare Research and Quality; Lit=Literature; Narrative=Narrative Review; RCT=Randomized Controlled Trial 
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Table B6. Responsibilities of Patients in Shared Decision-making Models  
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Ballard-Reisch 
1990 
US 
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Medium 

  
x x 

      

Bomhof-
Roordink 2019 
30346076 
Netherlands 
Qualitative 
High 

  x    x    

Charles 1997 
9032835 
Charles 1999 
10452420 
Canada 
Narrative 
Medium 

  
x 

       

Clayman 2017 
27780646 
Multi-Country 
Narrative 
Medium 

 
x 

 
x 

 
x 
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Shay 2014 
25097150 
US 
Qualitative 

  
x 
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Medium 
Siminoff 2005 
16045427 
US 
Narrative 
Medium 

    
x 

     

Towle 1999 
10488010 
Canada 
Narrative 
Medium 

x 
 

x 
 

x 
 

x x x 
 

Zoffmann 
2008 
18223158 
Denmark 
Qualitative 
Low 

  
x 

       

FREQUENCY 
(N=8) 

1 1 6 2 2 1 2 1 1 1 

PERCENT 13% 13% 75% 25% 25% 13% 25% 13% 13% 13% 

Narrative=Narrative Review  
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Table B7. Results of Studies Examining Shared Decision-making Interventions: Randomized and Controlled Clinical Trials 

First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

Berger-
Höger 2019 
30925280 
Germany 
Cluster RCT 
Medium 

SDM vs. Usual Care 
N=67 
 
Women with ductal 
carcinoma in situ at breast 
cancer centers 
Age 58 
100% Female 
Race NR 
27% Upper Secondary 
School or Higher 

Multifocal APProach to the sharing‘ IN 
Shared Decision-Making, Patient 
Questionnaire 
Mean (95% CI) 
End of Consultation 

3.87 (3.78, 
3.96) 

3.82 (3.68, 
3.96) 

Cluster mean 
difference (95% CI) 
0.05 (-0.10, 0.20) 
 

Decisional Conflict Scale, Patient 
Mean (95% CI) 
End of Consultation 

6.44 (2.22, 
10.66) 

6.47 (0.00, 
13.37) 

Cluster mean 
difference (95% CI) 
0.03 (-7.24, 7.17) 

Ishii 2017 
28166757 
Ishii 2014 
26666295 
Japan 
RCT 
High 

SDM vs. Usual Care 
N=24 
 
Acute psychiatric ward 
 
Patients with schizophrenia 
with first inpatient admission 
39 years 
32% Female 
Race NR 
Education NR 

Client Satisfaction Questionnaire 
(CSQ-8-J) 
Mean Score (SD) 
Discharge 

23.7 (3.9) 22.1 (3.7) Adjusted Treatment 
Effect (95% CI) 
-0.8 (-4.2, 2.6) 

Drug Attitude Inventory-10 (DAI-10, 
Japanese Version) 
Mean Score (SD) 
Discharge 

3.8 (3.7) 2.3 (4.8) Adjusted Treatment 
Effect (95% CI) 
-1.1 (-4.4, 2.3) 

Global Assessment of Functioning 
(GAF) 
Mean Score (SD) 
Discharge 

55.6 (11.2) 47.8 (18.9) Adjusted Treatment 
Effect (95% CI) 
4.0 (-13.0, 20.0) 

Average Length of Stay 
Mean (SD) 
Discharge 

66.7 (40.4) 66.5 (17.4) Adjusted Treatment 
Effect (95% CI) 
-1.7 (-43.6, 40.9) 



 

 177 

First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

Number of patients who received 
psychiatric treatment within 30 days 
prior to follow-up  
6 months 

8 9 Adjusted Risk 
Difference (95% CI) 
22.1 (-24.9, 70.1) 

Joosten 2008 
19920974 
Netherlands 
Cluster RCT 
Low 

SDM vs. Control 
(motivational interviewing) 
N=227 
 
Inpatient treatment facility 
 
Individuals with substance-
related disorder requiring 
inpatient treatment 
41 years 
24% Female 
Race NR 
11.5 years 

Helping Alliance Questionnaire 
(HAQ), Patient Total 
Mean (SD) 
3 months (end of treatment) 

46.6 (4.7) 47.5 (6.3) p= 0.42 

Helping Alliance Questionnaire 
(HAQ), Clinician Total 
Mean (SD) 
3 months (end of treatment) 

42.6 (4.2) 39.4 (6.0) p=0.01 

Helping Alliance Questionnaire 
(HAQ), Difference between patient 
and clinician scores 
3 months (end of treatment) 

3.7 (5.4) 7.0 (7.3) p=0.02 

Joosten 2009 
19468259 
Netherlands 
Cluster RCT 
Low 
 

SDM vs. Control 
(motivational interviewing) 
N=227 
 
Inpatient treatment facility 
 
 
 

Days of primary substance use 
Mean (SD) 
6 months (3 months post-treatment) 

3.2 (8.6) 3.2 (7.3) p=0.75 

Patients who are substance 
dependent 
%  
6 months (3 months post-treatment) 

52% 48% p=0.68 

EQ-5D Utility Score 
6 months (3 months post-treatment) 

NR NR p=0.98 
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First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

Individuals with substance-
related disorder requiring 
inpatient treatment 
40 years 
28% Female 
Race NR 
11.4 years 

EuropASI Total Score 
Mean (SD) 
6 months (3 months post-treatment) 

NR NR p=0.18 

EuropASI Physical Health Subscale 
Mean (SD) 
6 months (3 months post-treatment) 

1.6 (1.9) 2.0 (2.1) p=0.35 

EuropASI Work, Education and 
Income Subscale 
Mean (SD) 
6 months (3 months post-treatment) 

2.7 (2.0) 2.7 (2.1) p=0.94 

EuropASI Alcohol Subscale 
Mean (SD) 
6 months 

3.1 (2.4) 3.6 (2.5) p=0.1 

EuropASI Drugs Subscale 
Mean (SD) 
6 months (3 months post-treatment) 

1.6 (2.2) 2.3 (2.8) p<0.01 

EuropASI Legal Subscale 
Mean (SD) 

0.2 (0.7) 0.6 (1.4) p=0.70 

EuropASI Family/Social Relations 
Subscale 
Mean (SD) 
6 months (3 months post-treatment) 

2.0 (1.9) 2.7 (2.3) p=0.46 

EuropASI Psychological/Emotional 
Problems Subscale 
Mean (SD) 
6 months (3 months post-treatment) 

3.0 (2.3) 4.0 (2.5) p=0.02 
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First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

EuropASI Gambling Subscale 
Mean (SD) 
6 months (3 months post-treatment) 

0.1 (0.7) 0.1 (0.5) p=0.34 

Metz 2015 
26666295 
Metz 2019 
30151651 
Netherlands 
Cluster RCT 
Medium 

SDM vs. Usual Care 
N=186 
 
Patients at mental health 
care organizations (range of 
diagnoses) 
47 years 
60% Female 
Race NR 
64% Secondary School or 
Higher 

Decisional Conflict Scale  
Mean Score (SD) 
6 months 

33.03 
(19.32) 

33.18 (16.52) p=0.72 
Effect Size=0.07 

Working Alliance Inventory Short 
Form (WAI-S) 
Patient Mean Total Score (SD) 
6 months 

3.54 (0.90) 
 

3.57 (0.89) 
 

p=0.87 
Effect Size=-0.03 

Outcome Questionnaire 
Mean Score (SD) 
6 months 

78.07 
(31.08) 

71.69 (24.73) p=0.83 
Effect Size=-0.05 

Manchester Short Quality of Life 
Measurement 
Mean Score (SD) 
6 months 

4.30 (0.94) 4.35 (0.94) p=0.07 
Effect Size=-0.42 

SDM-Q-9, Patient 
Mean Score (SD) 
6 months 

64.39 
(24.88) 

65.22 (23.94) p=0.83 
Effect Size=-0.03 

SDM-Q-9, Clinician 
Mean Score (SD) 
6 months 

75.78 
(16.22) 

69.61 (18.92) p=0.12 
Effect Size=0.31 

Raue 2019 
30967321 
US 
RCT 

SDM vs. Usual Care 
N=202 
 

Adherence Level 
Mean (SD) 
12 weeks 
 

0.18 (0.03) 0.10 (0.03) p=0.15 
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First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

High Elderly depressed patients 
seeking primary care 
72 years 
81% Female 
55% White 
Education NR 

Satisfaction with Decision Scale 
Mean (SD) 
1 week 

3.06 (0.18) 3.1 (0.34) p=0.93 

24-item Hamilton Depression Rating 
Scale 
Mean (SD) 
12 weeks 

12.9 (0.8) 12.0 (0.9) OR (95% CI) 
Treatment x Time 
0.88 (−2.40, 4.17) 

Sanders 
2018 
29954333 
Netherlands 
Cluster RCT 
Low  

SDM vs. Usual Care 
N=226 
 
Primary Care 
 
Non-specific low back pain 
45 years 
53% Female 
Race NR 
33% College/University 

Involved in Decision-making? 
1=no, 2=mostly no, 3=mostly yes, 
4=yes  
Mean (SD) 
Unclear (post-consultation) 

2.92 (1.12) 2.44 (1.23) p=0.005 
 

Roland-Morris Disability 
Questionnaire 
Mean (SD) 
2 weeks (post-consultation) 

4.1 (5.3) 4.3 (4.8) 0.789 

Roland-Morris Disability 
Questionnaire 
Mean (SD) 
26 weeks (post-consultation) 

2.0 (3.7) 2.0 (3.6) p=0.95 
 
Mean Difference 
(95% CI) 
-0.23 (−1.26, 0.791) 

Pain Visual Analogue Scale  
Mean (SD) 
2 weeks (post-consultation) 

18.9 (21.7) 20.3 (20.9) p=0.68 

Pain Visual Analogue Scale  
Mean (SD) 
26 weeks (post-consultation) 

13.6 (17.3) 16.3 (21.2) p=0.39 
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First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

Mean Difference 
(95% CI) 
-1.12 (-6.13, 3.89) 

Adequate Relief (yes/no) 
N (%) 
2 weeks (post-consultation) 

70 (81%) 62 (81%) p=0.89 

Adequate Relief (yes/no) 
N (%) 
26 weeks (post-consultation) 

35 (66%) 32 (64%) p=0.83 
 
OR (95% CI) 
1.12 (0.51, 1.57) 

Absenteeism (days) 
Mean (SD) 
2 weeks (post-consultation) 

1.47 (3.35) 2.05 (4.03) p=0.34 

Telephone consultations (per patient) 
Mean (SD) 
2 weeks (post-consultation) 

0.35 (0.71) 0.29 (0.60) p=0.57 

Practice consultations (per patient) 
Mean (SD) 
2 weeks (post-consultation) 

 
0.21 (0.51) 

0.11 (0.39) p=0.13 

Practice consultations (per patient) 
Mean (SD) 
26 weeks (post-consultation) 

1.11 (0.45) 1.10 (0.38)  p=0.83 
 
Rate Ratio (95% 
CI) 
1.01 (0.88, 1.17) 

Wilson 2010 
20019345 
US 

SDM vs. Usual Care 
N=408 
 

Fill/refill Adherence 
Continuous medication acquisition 
index 

0.67 0.46 p<0.0001 
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First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

RCT 
Low 

Outpatient Care 
 
Patients with poorly 
controlled asthma 
46 years 
57% Female 
61% White 
37% 4-year College Degree 
or Higher 

12 months 

Asthma-Related Quality of Life 
Five-item Symptom Subscale of the 
Juniper Mini Asthma Quality of Life 
Questionnaire 
Mean 
12 months 

5.5 5.1 p<0.01 

Annual asthma-related Visits 
Mean visits per year 
12 months 

1/year 1.4/year p=0.016 

Asthma Therapy Assessment 
Questionnaire (ATAQ) 
Odds of reporting no asthma control 
problems 
12 months 

NR NR p=0.002 
 

Lung Function 
Adjusted mean percent predicted 
FEV1 
12 months 

76.50% 73.10% p=0.007 
 
OR (95% CI) 
1.9 (1.3, 2.9) 

Wilson 2010 
20019345 
US 
RCT 
Low 

SDM vs. Clinician Decision-
making 
N=408 
 
Outpatient are 
 

Fill/refill Adherence 
Continuous medication acquisition 
index 
12 months 

0.67 0.59 p=0.03 

Asthma-Related Quality of Life 
Five-item Symptom Subscale of the 

5.5 5.4 p=0.33 



 

 183 

First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

Patients with poorly 
controlled asthma 
46 years 
56% Female 
62% White 
38% 4-year College Degree 
or Higher 

Juniper Mini Asthma Quality of Life 
Questionnaire 
Mean 
12 months 
Annual asthma-related Visits 
Mean visits per year 
12 months 

1/year 1.1/year p=0.97 

Lung Function 
Adjusted mean percent predicted 
FEV1 
12 months 

76.50% 75.80% p=0.47 

Patient-Perceived Roles in Treatment 
Decision Making 
5-point scale 
Mean (SD) 
After First Session 

3.1 (0.6) 2.5 (0.9) p<0.0001 

Zisman-Ilani 
29393685 
Israel 
CCT 
Low 

SDM vs. Usual Care 
N=101 
 
Psychiatric hospitals 
 
Patients with Serious Mental 
Illness 
37 years 
43% Female 
Race NR 

SDM-Q-9 
Mean (SD) 
After choosing rehabilitation plan 
(timing unknown) 

87.73 (7.68) 47.11 (25.59) p<0.001  

Decision Self-Efficacy Scale  
Mean (SD) 
After choosing rehabilitation plan 
(timing unknown) 

85.38 (11.0) 49.38 (24.16) p<0.001  

Decision Attitude Scale (DAS)  
Mean (SD) 

4.12 (0.33) 3.09 (0.72) p<0.001  
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First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Comparison 

Baseline N 

 

Setting 

 

Participant Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 

SDM  Comparator p-value 

Summary Statistic 

12.4 years After choosing rehabilitation plan 
(timing unknown) 

Patient Knowledge about the 
Rehabilitation Services and Process 
instrument 
Mean (SD) 
After choosing rehabilitation plan 
(timing unknown) 

11.50 (3.48) 5.36 (3.73) p<0.001  

The Hope Scale 
6-12 months post-discharge 

NR NR p< 0.001  

The Recovery Assessment Scale 
(RAS) 
6-12 months post-discharge 

NR NR p< 0.001 

Use of psychiatric rehabilitation 
services 
N (%) 
6-12 months post-discharge 

35/44 
(79.5%) 

14/40 (35%) p<0.001 

Rehospitalization rate 
N (%) 
6-12 months post-discharge 

1/45 (2.2%) 4/40 (10%) p> 0.05 

CCT=Controlled Clinical Trial; CI=Confidence Interval; EuropASI=European Addiction Severity Index; FEV1= Forced Expiratory Volume, First 
Second; NR=Not Reported; OR=Odds Ratio; RCT=Randomized Controlled Trial; SD=Standard Deviation; SDM=Shared Decision-Making; SDM-
Q-9=9-item Shared Decision Making Questionnaire 
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Table B8. Results of Studies Examining Shared Decision-making Interventions: Observational Trials 

First Author 

Year 

PMID 

 

Country 

Article Type 

Quality 

Intervention 

Baseline N 

 

Setting 

 

Participant 

Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Measure 

Timepoint 
Findings 
 

p-value 

Summary 

Statistic 

Paudel 2018 
28378300 
US 
Obs Study 
Low  

SDM Group Therapy 
Intervention 
N=22 
 
Community Mental Health 
Clinic 
 
Severe and persistent 
mental illness 
45-65 years 
50% Female 
Race NR 
Education NR 

Decisional Conflict 
Scale 
Mean 
12 weeks (post-
intervention) 

Less decision conflict post-intervention:  
Pre-Intervention: 34.77 
Post-Intervention 9.28 

p=0.0001 

Satisfaction Survey on 
SDM (4 questions) 
12 weeks (post-
intervention) 

2/3 of completers believed that SDM was 
helpful 
2/3 disagreed that SDM was too difficult for 
them to understand 
70%+ agreed they had gained something 
important from SDM Majority agreed they had 
learned something 

NR 

NR=Not Reported; Obs=Observational; SDM=Shared Decision-Making 
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Table B9. Results of Studies Examining Shared Decision-making Interventions: Qualitative Studies 

First Author 

Year 

PMID 

Country 

Article Type 

Quality 

Intervention 

Baseline N 

 

Setting 

 

Participant 

Characteristics 

Clinical Condition 
Mean Age 
% Female 
Race 

Timepoint Topic Findings 

Goscha 2015 
25033796 
US 
Qualitative 
Medium  

SDM vs. Usual Care  
N=12 
 
Severe chronic mental 
illness 
45 years 
42% Female 
58% African American 
Education NR 

9 months Goal-Setting Staff reported an increase in involvement in shared 
decision making when the client had a goal he/she 
wanted to achieve via the use of medications. Prior to 
SDM, many of these goals had never been verbalized. 

Client Involvement Clients became more involved in using the SDM and 
participated more in the medication consultation when 
progress toward their stated goal was being made in 
subsequent visits. 

Information Exchange Clients in the SDM group were more likely to disclose 
information with their prescriber such as substance use, 
side effects of the medications, and actual use of the 
medication. 

Interaction with Case 
Manager 

With clients who were highly engaged with SDM, there 
tended to be the presence of a case manager who was 
actively involved in all phases of the shared decision-
making process. For clients who were not actively 
engaged, there seemed to be a between client and case 
manager. 

Medication Use For clients who were actively using personal medicines, 
these were often discussed during the medication 
consultation with their prescriber and incorporated into 
the shared decision to increase options toward goal 
attainment. 

NR=Not Reported; SDM=Shared Decision-Making 
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APPENDIX D: FINAL INTERVIEW GUIDE 
 
GUIDE 
Part I. Introductory Interview (20 minutes) 
1. Thinking about your experiences with doctors or other health care providers 

(e.g., nurse, nurse practitioner, physician assistant, midwife), tell me about a 
situation where you discussed a gynecological issue, specifically about a 
treatment decision or in general. 
a. How long had you seen this medical provider? 
b. Did you have specific expectations when you went to the provider? 
c. How would you describe the decision-making process with the 

provider(s)?  
i. Who would you say made the decision(s) in this situation? 

d. How did time with the provider play a role in this situation? 
i. Did it influence the decision-making process, how you viewed 

the provider, or how you felt about the decision? 
 

2. We have some options about how you could interact with your doctor or 
another health care provider to make decisions. [GO OVER CARDS] 
a. Do you have any questions about the cards? 
b. Just in general, which card or cards do you think best describes your 

preferences? 
i. Tell me more about why you picked this one/these. 

c. So, you selected [X]. Are there any times or circumstances you would go 
towards these other options? 

 
Part II. Card-Sort Exercise (30 minutes) 
1. For the next part, we’re going to discuss three different medical situations: 

painful periods, polycystic ovary syndrome, and recurring ovarian cysts.  
Have you had any experience with any of these? 
a. If YES: What can you tell me about this experience? 

i. Did you seek medical care? 
ii. If yes, what was the process for discussion and making 

decisions with the provider(s)? 
b. If NO: Move on #2 

 
2. I’m going to hand you this card that it has a brief paragraph describing 

[clinical situation: painful periods, pcos/pre-diabetes, recurring ovarian 
cysts]. Take your time and read it over and let me know if you have any 
questions. 

 
3. So, you are thinking about [clinical issue]. Looking at the choices we went 

over earlier, can you order these from the one you prefer the most to the one 
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you prefer the least? Take your time, there are no right or wrong answers. 
And if you feel comfortable, please think out loud as you do it. 
a. It looks like your order of preference is [SAY ORDER OUT LOUD]. 

Starting from your most preferred to least preferred, let’s talk about why 
you selected this order.  [ASK ABOUT PLACEMENT FOR EACH CARD] 

b. [X] is the option you like the best in scenario. Tell me what that looks like 
to you in terms of this scenario. 

c. You put the “share responsibility” option [X] in this order.  Tell me about 
what “shared responsibility” means to you within this scenario. 

d. [X] is the option you like the least in this scenario. Tell me what that looks 
like to you in terms of this scenario. 

e. How would familiarity with the provider and time with the provider during 
the appointment be a factor in your preferences for this situation? 

 
Part III. Wrap-Up (5 minutes) 
We’re almost done with the interview. We’ve talked about your experiences with 
health providers and how you would like to interact with providers to make 
decisions under different circumstances.  Before we end, do you have anything 
else you want to share with about how you make decisions with health care 
providers or role of time in your interactions with them? 
 
SCENARIOS 
Painful Periods 
You have been experiencing painful periods for the past two months. You have 
tried using over-the-counter pain medication and heating pads, but you are still 
experiencing pain. The doctor suggests starting hormonal birth control as a 
potential way to address the pain. Your options include birth control pills, 
patches, or rings. All of these options have different trade-offs, and you may 
experience side effects from each. 
 
PCOS 
You have had irregular periods, weight gain and severe breakouts. The doctor 
diagnoses you with polycystic ovary syndrome (PCOS) and pre-diabetes. 
Women with PCOS often have small ovarian cysts. Lifestyle changes and 
medication can manage symptoms, but PCOS can lead to complications during 
pregnancy or infertility. The doctor recommends that you lose weight and offers a 
referral to a nutritionist. Because you are pre-diabetic, the doctor wants you to 
consider taking medication to lower your blood sugar. You can also start 
hormonal birth control to regulate your period, but you may experience side 
effects from the medication. 
 
Recurring Ovarian Cysts 
You have been diagnosed with an ovarian cyst- a sac filled with fluid or tissue on 
an ovary-for the third time in the past 2 years. The doctor recommends taking 
over-the-counter medication for any pain and starting hormonal birth control to 
prevent cysts from recurring. Birth control will have side effects and will not 
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reduce the size of your current cyst. Given the size of your cyst, the doctor would 
like you to consider a surgical option if it continues to grow over the next 2 
months. If the cyst grows larger, there is a higher chance it will burst, which will 
cause internal bleeding and more pain. 
 
CARD CHOICES 
I prefer to make the final decision about which treatment I will receive. 
I prefer to make the final decision about my treatment after seriously considering 
my doctor’s opinion. 
I prefer that my doctor and I share responsibility for deciding which treatment is 
best for me. 
I prefer that my doctor makes the final decision about which treatment will be 
used, but seriously considers my opinion. 
I prefer to leave all decisions regarding my treatment to my doctor.  
 
 
 


