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Abstract
Objective—This study investigates how shared decision-making (SDM) is defined by African-
American patients with diabetes, and compares patients’ conceptualization of SDM with the
Charles model.

Methods—We utilized race-concordant interviewers/moderators to conduct in-depth interviews
and focus groups among a purposeful sample of African-American patients with diabetes. Each
interview/focus group was audio-taped, transcribed verbatim and imported into Atlas.ti software.
Coding was done using an iterative process and each transcription was independently coded by
two members of the research team.

Results—Although the conceptual domains were similar, patient definitions of what it means to
“share” in the decision-making process differed significantly from the Charles model of SDM.
Patients stressed the value of being able to “tell their story and be heard” by physicians,
emphasized the importance of information sharing rather than decision-making sharing, and
included an acceptable role for non-adherence as a mechanism to express control and act on
treatment preferences.

Conclusion—Current instruments may not accurately measure decision-making preferences of
African-American patients with diabetes.

Practice Implications—Future research should develop instruments to effectively measure
decision-making preferences within this population. Emphasizing information-sharing that
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validates patients’ experiences may be particularly meaningful to African-Americans with
diabetes.
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1. Introduction
Patient-centered communication and shared decision-making (SDM) have been increasingly
advocated by health care providers and have been recognized as quality of care measures.
The 2001 Institute of Medicine (IOM) report Crossing the Quality Chasm included patient-
centeredness as one of six key components of quality health care and has defined patient-
centeredness as care that “establishes a partnership among practitioners, patients, and their
families to ensure that decisions respect patients’ wants, needs, and preferences and that
patients have the education and support they require to make decisions and participate in
their own care” [1]. Clearly, shared decision-making is at the core of patient-centered care.
SDM recognizes the importance of having patients actively involved in their own care, a
concept which is fundamental to many chronic disease models [2]. Shared decision-making
has also been positively associated with health outcomes such as improved diabetes control,
preventive health services use, lowered blood pressure, and fewer hospitalizations [3–7].

Despite this increased support of shared decision-making, there is currently no clear
consensus about how SDM is defined or its central components; a recent systematic review
found 31 distinct concepts used to describe SDM [8]. However, one-third of papers in the
review utilized the SDM conceptual models based on the work of Cathy Charles and
colleagues, which describe three sequential domains of SDM: information-sharing,
deliberation and decision-making (Figure 1) [9–11].

In addition, there has been limited research exploring how patients conceptualize shared
decision-making, but there is evidence of discrepancies between how SDM is
conceptualized by researchers and how it is understood by patients [12–14]. For example,
one population-based study in Wales compared in-depth interviews about decision-making
preferences in cholesterol testing and diagnostic mammography to patients’ responses on the
Control Preferences Scale (CPS) [15], an instrument measuring patient preferences for
decision-making involvement [13]. The researchers identified several barriers to accurately
measuring patient preferences using the CPS, including heterogeneity in patient definitions
of a “decision” and differences in the rationale for preferences.

Similarly, Entwistle et al. found discrepancies between interviews and survey data on
decision-making preferences among women in the United Kingdom, and suggested that
future research investigate the key features of “participation” in decision-making, as defined
by patients [12]. Charles et al. have acknowledged the potential for different patient
perceptions about SDM and have called for research exploring the sociocultural and illness
contexts in which patients understand and experience shared decision-making [9].

This study sought to investigate how shared decision-making is conceptualized by African-
American patients with diabetes. We were interested in understanding this population for
several reasons. First, there is evidence that disparities in shared decision-making exist
between African-Americans and whites [17–19]. Second, there are significant racial
disparities in diabetes outcomes. African-Americans have worse diabetes control, more
diabetes complications and higher diabetes-related mortality than whites [20–22].
Consequently, understanding and addressing inequities in shared decision-making among
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patients with diabetes has the potential to reduce diabetes-related health disparities. And
finally, because individualized diabetes care requires ongoing treatment decisions, diabetes
management and control may be particularly sensitive to patient/provider decision-making
patterns.

The primary goal of this study was to develop a SDM model based on African-American
diabetes patients’ conceptualization of SDM. Furthermore, to better understand the
relationship between our model and the existing SDM literature, a second aim was to
compare/contrast our findings with the primary elements presented in the Charles SDM
model, which contains the following three key elements:

1. Information-sharing. This model emphasizes the importance of bidirectional
information-sharing, where both patients (and their families) and physicians (and
other health care personnel) actively discuss symptoms, diagnoses, lifestyle issues,
and other issues important in choosing a treatment plan [9–11].

2. Deliberation. In the Charles model, patients and providers review the pros and cons
of treatment options and discuss patient preferences. For patients with diabetes (and
other chronic diseases), Charles et al. assign a greater weight to patient preferences,
since patients have expertise in judging the feasibility of implementing treatments
within the outpatient setting [11].

3. Decision-making. In this model, decision-making is a joint endeavor in which
patients and physicians agree on a treatment plan. Decision-making is the essential
domain in this model; without active patient participation in the selection of a
treatment plan, SDM has not occurred. For patients with diabetes (and other
chronic diseases), the SDM model was expanded to include a discussion about
implementation, during which patient self-efficacy to perform self-management
tasks is reviewed [9–11].

2. Methods
We conducted 24 in-depth, individual semi-structured interviews and 5 focus groups (n=27)
among African-Americans with diabetes. Consistent with guidelines of qualitative
methodology, data collection and analysis were conducted simultaneously, and enrollment
continued until theoretical saturation was met [23]. Moderators/interviewers experienced in
discussing health topics and interpersonal communication were matched to patients on race/
ethnicity, because research has shown that racial/ethnic concordance in qualitative research
fosters a “safe environment” that facilitates conversation, accurate data collection, and
comprehension of cultural phenomena [24, 25]. Each focus group consisted of 5–6 people
and lasted approximately 90 minutes. Individual interviews lasted approximately 60
minutes.

2.1 Patient recruitment
After receiving approval from the Institutional Review Board (IRB), a letter was sent to
attending physicians in an urban academic Internal Medicine (IM) practice explaining the
study and requesting permission to contact their patients for study participation. All
physicians in the practice gave consent. Study participants were recruited using purposeful
sampling [26]. Eligible patients included African-Americans with diabetes, ages 21 years
and older, who had an established relationship with an attending primary care physician
(PCP) (defined as at least 3 visits over the preceding 2 years with the same attending).
Potential study participants were identified through computer-generated lists created by
searching administrative databases for patient visit information and codes for diabetes from
the International Classification of Diseases, 9th Revision, Clinical Modification (ICD-9-CM)
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(250.00 – 250.91). Patients were randomly identified and up to three attempts were made to
contact them via telephone. In addition, culturally-appropriate, low-literacy recruitment
materials describing the study were posted in the clinic waiting room and examination
rooms. Study participants received a $15 gift card to a local grocery store as an incentive.

2.2 Study Instruments
Topic guides (questions used to guide the interview in a semi-structured route) were created
for the in-depth interviews and focus groups with the goal of exploring the following:
patient definitions and perceptions of shared decision-making, barriers and facilitators of
SDM, and the perceived impact of race/culture on SDM. The guides were created based on
constructs of the Charles SDM model [9–11], the Theory of Planned Behavior (TPB) [27]
and the Ecological Model (EM) [28], pilot-tested, and modified in an iterative way. The
Charles model was used to explore patient definitions and perceptions of SDM; the TPB and
EM were used to explore patient willingness to engage in SDM, perceived SDM barriers/
facilitators and the impact of race on SDM. According to the TPB, behavior is determined
by a person’s intention to perform it, perceived control (self-efficacy) over performing the
behavior, and the weighted relative importance of the behavioral attitudes and subjective
norms [27]. The Ecological Model expands the influences on behavior to include
environmental factors such as institutional influences (i.e. institutional racism) and social
institutions [28].The EM and TPB models have been used previously to explore choice
intentions, consumer behavior and health promoting behavior of African-Americans with
diabetes [27–30]. Although several models were used to inform the development of the
interview guide, our primary focus was to develop a conceptual framework based on
patients’ conceptualization of SDM. Consequently, the overall investigation was guided by a
grounded theory approach [23, 31].

The topic guide for the in-depth interviews began with a single-question instrument about
patient preference for decision-making style: 1. “I prefer to leave all decisions regarding my
treatment to my doctor” (passive) 2. “I prefer that my doctor and I share responsibility for
deciding which treatment is best for me” (shared), or 3. “I prefer to make the final selection
about which treatment I receive” (autonomous). Patients were then asked open-ended
questions about “good” and “bad” decision-making experiences, which were followed with
probes about SDM components, SDM barriers/facilitators and the impact of race on SDM.
Patients were then asked questions based on the TPB and EM models (i.e. What things
affect your ability to “speak up” with your doctor about health matters?). Each focus group
began with an open discussion about patients’ definitions and perceptions of shared
decision-making.

2.3 Data Analysis
Because we were interested in understanding how patients conceptualize SDM, we limited
the analysis of in-depth interviews to those patients who stated a preference for shared
decision-making, in response to the single-item instrument about preferences for decision-
making style. Interview transcripts were excluded if participants reported preferring an
autonomous or passive role.

Individual interviews and focus groups were audio-taped, transcribed verbatim and imported
into Atlas.ti 4.2 software for coding. The in-depth interview transcripts were analyzed before
the focus groups were undertaken. Five coders independently reviewed and coded the first
transcript, and then met to discuss the coding, create uniform coding guidelines, and
enhance inter-rater reliability. Subsequently, each transcript was independently coded by 2
randomly assigned reviewers who then met to resolve discrepancies. Outstanding issues
were resolved by the entire group. A codebook was developed using an iterative process
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where modifications were made to the codes, themes, and concepts that arose from new
transcripts [32]. After all in-depth interview transcripts were coded, they were divided
equally among the five reviewers for in-depth review and analysis. Summaries of the final
themes and concepts were discussed by the entire research group in an iterative manner.
These themes formed the basis of the focus group topic guide. The focus groups were
ultimately coded in a similar fashion (using the codebook) and analyzed for additional codes
and themes.

The use of semi-structured, or in-depth, individual interviews afford a deep level of
understanding of individuals’ experiences, beliefs, and values on a circumscribed range of
issues [33]. Focus groups, on the other hand, afford social interactions that stimulate group
members to confirm, refute, or expand on other group members’ reports [34]. Because focus
groups allow exploration of interaction on a given topic and provide evidence for similarities
and differences in participants’ opinions, our focus groups enabled the elicitation of broader
cultural experiences [32]. Thus, our follow-up focus groups provided a validation ground for
themes extracted and used (in the topic guide) from the individual data.

We then compared the dominant SDM domains that arose from our data to those from the
Charles SDM model. To further compare differences between how SDM has been
conceptualized by researchers and how it is understood by patients, we categorized each
transcript (by participants who all had reported preferring a shared role) as passive, shared or
autonomous based on the following assessment: Patients who reportedly followed their
physician’s advice regardless of their stated personal preference were categorized as passive;
patients who reportedly agreed/disagreed openly with physician advice and patients who
reportedly decided to adhere/non-adhere to physician advice were categorized as having a
shared role in decision-making because these patients relied on their personal preferences to
make a decision about treatment plans; those patients who selected a treatment plan
themselves from several physician-described options were classified as autonomous. A
single coder (MP) reviewed and categorized each of the transcripts, and the categorical
assignments were subsequently reviewed by the research team until consensus was reached.

3. Results
3.1 Sample

Of the 24 originally conducted in-depth individual interviews, 21 persons (88%) reported
preferring a shared role with their physicians, based on the single-question instrument about
decision-making preferences (3 reported preferring an autonomous role; no participants
reported preferring a passive role). Transcripts from these 21 persons were retained for this
study. There were 27 persons who participated in the focus groups, thus increasing our total
sample size to 48 participants.

Patient characteristics—The majority of study participants were female (85%), three-
quarters were unmarried, and approximately half were 40 to 65 years old (Table 1). Sixty
percent of study participants had received “some college” or more education; nearly half the
study participants were retired and half had private health insurance.

Shared Decision-Making—All patients in this study reported wanting to be involved in
the decision-making process about health issues and “have a say”. Many reported wanting
an equal relationship with their physicians. Participants in both the in-depth interviews and
focus groups consistently expressed opinions that indicated a preference for shared decision-
making.
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“I think that it should be a ‘fifty-fifty’ process … where both should decide. I
think maybe he should tell me and I should explain to him why I should get the
treatment I think I should get. So maybe it should be ‘fifty-fifty’.”

“You should be very much involved in the decisions that are made about your
health care…You know the possibilities and the effects, in terms of what is
suggested you should do versus what you would want to do according to your own
principles and beliefs.”

“They may be the doctor, but it is your body and you know it better then they do.
They are only going by what you are saying in the first place. I want to be totally
involved.”

Despite the general consensus about preferences for shared roles, there was heterogeneity
among the group. When the 21 in-depth interview transcripts were analyzed, they were
categorized by the research team as having the following decision-making preferences:
passive roles (52%), shared roles (33%), and autonomous roles (14%). Diversity in SDM
role preferences were further confirmed in the focus groups.

Three conceptual domains of shared decision-making were identified in this study:
information-sharing, physician recommendations, and decision-making (Figure 2). Although
the domains in our model were similar to the findings presented by Charles et al., we found
important differences in how SDM was conceptualized by the African-American patients in
our study.

3.3.1 Information-Sharing: Information-sharing was the most frequently discussed domain
among all participants, regardless of whether they were ultimately classified as passive,
shared or autonomous.

“To me, [SDM] means two-way communication. You tell the doctor your
problems, your story, and the doctor tells you what’s wrong. You’ve got to have
both sides talking to one another. Sharing information.”

Many patients, particularly those categorized as passive, defined SDM exclusively on the
existence of information-sharing. Consistent with the Charles model, our sample of African-
American diabetes described information-sharing as a central SDM domain. Patients
indicated that information-sharing is important for both physicians and patients. Physician
information-sharing behaviors were primarily defined as those that facilitated clear,
understandable communication “in layman’s terms” (Table 2, Section 1a).

Patients described information-sharing behaviors of patients as those that allowed them to
“tell their story” (Table 2, Section 1b). More important than mere symptom reporting was
the need to interact with physicians in such a way that patients’ experiences were “heard”
and validated. Even the most passive patients, who were not able to describe an active role
for themselves, wanted the sense of “having a say” with their provider.

3.3.2 Physician Recommendations: A second major SDM domain that emerged from our
data is that of physician recommendations. Key to sharing in decision-making is a
knowledge of, and physician recommendation for, treatment options.

“I prefer that my doctor and I share responsibility for deciding which treatment
is best for me… I should know my choices and then along with my doctor, if I
trust my doctor, then I think that she would give me good advice.”

Patients were interested in reviewing treatment options and often wanted to feel as though
they “had choices”, even if they weren’t willing to actually choose among the available
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options. For some patients, having a doctor describe the options felt the same as having the
doctor actually offer a range of options. In contrast to the Charles model, patients in our
study did not describe deliberation over options or discussions about patient preferences.
Rather, they described receiving final recommendations about treatment plans from their
physicians (Table 2, Section 2).

However, a few patients were so unaccustomed to having more than one treatment plan
described, that the concept of multiple, acceptable treatments was a new and confusing
concept. There were a few patients who reported physician equipoise about treatment
strategies, but these were usually accompanied by a single recommended treatment plan.

3.3.3. Decision-Making: Decision-making was the final major SDM domain that emerged
from our data. Many participants considered the process of selecting, and acting upon,
treatment options to be crucial to SDM.

“[SDM] is all about who gets to decide and how. See, it’s my body, so I want to
decide what medicines I have to take every day. But the doctor, he knows more
about the medicines, the side effects and all. So he wants to decide, too.”

Patients in this study described a process of decision-making wherein physicians would
offer a treatment plan and patients would respond to the recommendation in one of several
ways: following the recommendation regardless of the patient’s personal preferences,
agreeing/disagreeing openly with the recommendation based on their personal preferences,
or deciding to adhere or non-adhere to the recommendation once at home (Figure 2).
Patients who described using adherence/non-adherence often noted that they would agree to
the treatment plan in the doctor’s office, even if they were not sure about intentions to
adhere to the plan. In those cases where multiple treatment options were presented to
patients along with a recommendation, patients described responding by selecting their own
treatment plan based on personal preferences, agreeing/disagreeing with the physician
recommendation based on their personal preferences, or deciding to adhere or non-adhere to
the recommendation once at home (Figure 2). This multi-pronged approach to decision-
making provides a complex framework for understanding how decision-making actually
occurs within clinical encounters, and helps us better define decision-making roles, based on
patient definitions, for passive, shared and autonomous patients (Table 2, Sections 3a, 3b,
and 3c). This domains contrasts with the Charles model, wherein physicians and patients
mutually agree upon a treatment within the context of the clinical encounter.

4. Discussion and Conclusion
4.1 Discussion

To our knowledge, this is the first study that explores how shared decision-making is
conceptualized by African-American patients. Our results suggest that African-American
diabetes patients want to actively dialogue with their physicians, “have a say”, and share in
the decision-making process. Nearly all patients reported preferring a shared role with their
physician, and reported that the patient/provider relationship should be “fifty-fifty”.

Yet, patient perceptions of what it means to “share” in the decision-making process differed
significantly from how shared decision-making has been conceptualized in the literature. Of
the 21 patients who said they preferred a shared role with the single-question instrument,
only one-third were categorized as such when their interviews were mapped onto domains of
the Charles model. In the Charles model, the most widely utilized SDM conceptual model,
bidirectional information-sharing, deliberation and decision-making are three domains that
must all be present in order for shared decision-making to have occurred [9–11]. Moreover,
the decision-making domain is seen as the most essential aspect of SDM.
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Although patients described SDM domains that were generally consistent with the Charles
model, key differences existed. First, many patients defined shared decision-making based
on one domain or even a single element of a domain (i.e. the ability to “tell their story and
be heard” by their physician). All domains of the Charles model were not necessary for most
patients to have felt like meaningful sharing had occurred within the clinical encounter. In
addition, information-sharing was the most salient SDM domain to patients in our study.
Information-sharing was discussed more frequently than any other domain and was
described most often as the defining element of shared decision-making. Our research
suggests that information-sharing may be more important to African-American diabetes
patients than helping to select a treatment plan. Such findings may not be limited to African-
Americans, however. In a national survey of U.S. households, Levinson et al. found that
patients had higher preference ratings for information-sharing than for decision-making [35].
Nonetheless, information-sharing may be particularly important to African-Americans, who
typically have higher levels of provider mistrust and may place particular importance on
relationship-building activities such as information-sharing [36, 37].

Although the Charles model has emphasized the importance of bidirectional information-
sharing, physician behaviors (identifying the problem, explaining the disease process,
presenting treatment options, discussing pros and cons of such options, making a
recommendation, and clarifying patient understanding) have generally dominated the
information-sharing domain in the literature [8]. While patients in our study wanted
physician contributions during information-sharing (and stressed the importance of
communicating in “layman’s terms”), they were also interested in patient contributions to
the information-sharing process. Patients described the value of being able to “tell their
story” and “be heard” by physicians. Having providers validate patient concerns and
experiences was an important outcome of patient contributions to the information-sharing
process.

Another important difference exists within the deliberation/physician recommendation
domain. In the Charles model, there is a joint deliberation about treatment options, and
preferences of the patient are discussed. In general, the patients in our study did not report
such a deliberative process. This experience has been substantiated by Entwistle and
colleagues, who videotaped physician consultations and found that few options were
presented to patients during clinical encounters [14]. None of the patients in our study
reported having their preferences sought by their physicians. If multiple treatment choices
were described, patients felt like they had been offered, even if the physician ultimately
proposed only one treatment plan.

Finally, patient descriptions of the decision-making domain differed from the Charles
model. Rather than mutually agreeing upon a decision that results from co-deliberation,
patients reported responding to physician recommendations either verbally (agreeing or
refusing to follow the recommendation) or behaviorally (adhering or non-adhering to the
recommendation). As such, “noncompliance” with treatment plans was often perceived by
patients as an appropriate method for patients to express control and actively participate in
treatment decisions. Moreover, such “decisions” about care often occurred at home, or in
other circumstances outside of the clinical encounter, without the physician’s knowledge.
This was particularly true of patients who felt too disempowered to verbally disagree with
their physician and preferred more passive, non-confrontational expressions of their care
preferences.

4.2 Conclusion
In summary, the vast majority of African-American diabetes patients in our study reported
preferring a shared decision-making role with their providers, although this preference was
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primarily based on a SDM definition that emphasized information sharing rather than
decision-making sharing. Because of such definitional differences, the patients in our study
actually ranged from passive to autonomous, when categorized based on conceptual models
by Charles et al. There were also significant differences in patient definitions of the
decision-making domain, such that non-adherence to treatment plans was often viewed as a
mechanism to exert patient control and act upon patient preferences for treatment,
particularly among passive patients who wanted to avoid physician confrontation.

This study has several limitations. First, the study took place in an urban academic medical
center within the midwest region of the United States; the majority of our patients were
women and nearly half of patients were retired. As such, our findings may not be
generalizable to all African-Americans with diabetes. Second, this research utilized a
purposeful sample of patients. Consequently, patients who had particularly strong and/or
negative communication experiences with their physicians may have been more likely to
join the study. An important next step will be to conduct a cross-sectional study of diabetes
patients to further explore SDM perceptions among a larger sample of African-Americans as
well as other racial/ethnic groups.

Nonetheless, our study has several strengths. While it builds upon prior shared decision-
making research, it focuses on a specific sociocultural and illness context, and in so doing,
allows for a more meaningful understanding of how SDM can be operationalized among
different populations. Second, our study also utilized a multi-method approach that
enhanced our ability to accurately interpret our results.

4.3 Practice Implications
Our findings have important implications. First, current definitions and measures of SDM
may not fully or accurately reflect patients’ understanding of what shared decision-making
means to them, at least among African-Americans with diabetes. Consequently, emphasizing
information-sharing, particularly that which empowers patients to “tell their stories” and
have their experiences validated, may be more meaningful to such patients and strengthen
the patient-provider relationship more so than efforts to engage patients in choosing a
treatment plan. However, because most patients in our study had not experienced the joint
deliberation and collaborative decision-making described in the literature, it will also be
important to identify and address barriers to patient participation in these two domains
before assuming that they are unimportant to African-Americans with diabetes. As such,
developing culturally-tailored interventions that increase the self-efficacy of African-
American patients in the SDM process is an essential area of future research. Similarly, it is
important to find effective tools and strategies that assist busy practitioners in engaging this
population in the decision-making process. These types of interventions have the potential to
address patient and physician barriers to SDM among African-Americans with diabetes, and
pave the way for all aspects of the Charles model to become more easily incorporated into
clinical encounter. Finally, new instruments should be developed which can accurately
measure patient preferences for decision-making roles within the sociocultural and illness
contexts in which patients currently exist.
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Figure 1.
Charles Model of Shared Decision Making
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Figure 2.
African-American Patient Model of Shared Decision Making
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Table 1

Patient demographics (n= 48)

Percent

Age (mean, yrs) 62

    18–39 4

    40–65 56

    > 65 40

Female gender 85

Marital status

    Single 26

    Married/Living as married 26

    Separated/Divorced/Widowed 48

Education

    Some high school or less 5

    High school graduate 35

    Some college 39

    College graduate or higher 21

Employment status

    Employed 16

    Unemployed 37

    Retired 47

Income, $

    <15,000 23

    15,000–24,999 16

    25,000–49,999 23

    > 50,000 23

    Refused 14

Living space

      Rent 51

      Own 47

      Other 2

Insurance status

      Uninsured 0

      Medicare 4

      Medicaid 19

      Medicare + Medicaid 21

      Private Insurance 29

      Medicare + Private 27

Patient Educ Couns. Author manuscript; available in PMC 2012 April 30.



N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

Peek et al. Page 15

Table 2

African-American Patients’ Perceptions and Definitions of Shared Decision-Making (SDM) Domains

1a. Information-Sharing:
Physician Actions

“He listened to me, and he’s taking in what you say, and he jumps right on it….he takes care of
you…he understands how I feel…” (patient characterized as passive)
“It isn’t that I don’t trust her, I just want her to listen to what I’m saying and act on it…” (patient
characterized as passive)
“She explained everything I needed to know about the situation…she explained them in layman’s
terms…” (patient categorized as passive)
“I would like to have a say…I think they should give me all the information when I ask, and they
should tell me what’s wrong. And [when] I want to find out more about it, they should answer my
questions.” (patient categorized as shared)
“I liked the way she explained things to me and told me ‘why this’ and ‘why that’…you could talk
to her about your problems or health or whatever and she would explain things to you…Both of us
together make the decision and she lets me know what she thinks is best for me.” (patient categorized as
shared)

1b. Information-Sharing: Patient
Actions

“I prefer that the doctor and I decide together… When he prescribes what he prescribes, I’m all for it. I
want to have a say in things, but I go along with what he tells me.” (patient characterized as passive)
“When the doctor [is] talking to you and explaining things, you are supposed to sit and listen and don’t
interfere with the doctor…If there is something you want to know, ask the doctor and find out
definitions of these different things.” (patient characterized as passive)
“It kinda made me mad because I’m trying to tell them what my body can and cannot take. And I
know some doctors tell you about your body, but I know my body better than anybody…” (patient
characterized as shared)
“There are doctors our there that will listen to you and tell you what’s going on right then and there,
but then some doctors don’t know what they are doing…You are not going to know what’s wrong
with me unless I tell you.” (patient characterized as shared)
“God has given us this strength to speak up, to tell people what we think… the positives and the
negatives. You just can’t sit here like a dummy and listen to [the doctor] say ‘Take this’ and ‘Take
that.’ You have to question them…” (patient characterized as autonomous)

2. Physician Recommendations “No, we don’t talk about [my] needs or what I want. [The doctor] just tells me what he thinks I
should do.”
“I prefer that the doctor and I make decisions together … if the doctor gives me a recommendation
and advice, I think I have choices. I think I should have choices…”
“Is [the doctor] going to recommended one or the other or both of them? {moderator: She’s saying
either one would be an acceptable choice.} See that what I’m saying…that it isn’t making any sense to
me. Because you can either take one or the other, and if it’s suppose to be both of them then you take
both of them, but if it’s not, then you take one or the other.”

3a. Decision-Making: Passive
patients

“She said that I should start taking insulin and diabetes pills (GOT LOUDER) that I don’t want to take
anyway. And I try to do what is best for me but that’s it…. I am a praying person, loving the Lord, and I
try to do what is best for [me]… I take all my medicines.”
“We make decisions together and she gives me what I’m suppose to take and she knows what I’m
suppose to take.”
“I just take my medicine. She sends me through different things and whatever she prescribes I take…
Everything seems to be all right so far… I haven’t had any problems.”

3b. Decision-Making: Shared
patients

“We sit in the office there and she tells me (laughs), she tells me what to do and if I don’t like it I’ll
say ‘No I don’t want to do that.’ I’m 73 years old okay? Some things we just know we ain’t gonna
do.”
“She told me I need to go to the dermatologist … Now the lady up there at the check out desk- I told
her that I didn’t want to go. That if this [skin growth] goes down, then I don’t see a reason to [operate].
So, I’ll have think about that… {moderator: Did you talk to your doctor about your preferences for
one treatment or the other?} Well I didn’t tell [my doctor] about my preference for not messing with it
… I just told her that I would go through with it. ”
“See, when the doctor tells me what to do, then I can make up my mind whether or not to do [it].”

3c. Decision-Making:
Autonomous patients

“I want to have as much information [as possible], and I am interested in his recommendation. But I
want to make the final decision.”
“I want to talk to him and have him make a recommendation for what’s best for me but it’s my decision
to decide whether I want to take this or not… I like that. I make the decision on whether I want to
take it and he recommends saying I can either do this or do that, so if I have to have surgery or whatever
let me be the one to call the shots.”
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