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Abstract
Shared decision-making (SDM) is an important component of patient-centered healthcare and is
positively associated with improved health outcomes (e.g. diabetes and hypertension control). In
shared decision-making, patients and physicians engage in bidirectional dialogue about patients'
symptoms and treatment options, and select treatment plans that address patient preferences. Existing
research shows that African-Americans experience SDM less often than whites, a fact which may
contribute to racial disparities in diabetes outcomes. Yet little is known about the reasons for racial
disparities in shared decision-making. We explored patient perceptions of how race may influence
SDM between African-American patients and their physicians. We conducted in-depth interviews
(n=24) and five focus groups (n= 27) among a purposeful sample of African-American diabetes
patients aged over 21 years, at an urban academic medical center in Chicago. Each interview/focus
group was audio-taped, transcribed verbatim and imported into Atlas.ti software. Coding was
conducted iteratively; each transcription was independently coded by two research team members.
Although there was heterogeneity in patients' perceptions about the influence of race on SDM, in
each of the SDM domains (information-sharing, deliberation/physician recommendations, and
decision-making), participants identified a range of race-related issues that may influence SDM.
Participants identified physician bias/discrimination and/or cultural discordance as issues that may
influence physician-related SDM behaviors (e.g. less likely to share information such as test results
and more likely to be domineering with African-American patients). They identified mistrust of white
physicians, negative attitudes and internalized racism as patient-related issues that may influence
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African-American patients' SDM behaviors (e.g. less forthcoming with physicians about health
information, more deference to physicians, less likely to adhere to treatment regimens). This study
suggests that race-related patient and physician-related barriers may serve as significant barriers to
shared decision-making between African-American patients and their physicians. Finding innovative
ways to address such communication barriers is an important area of future research.

Keywords
USA; shared decision-making; patient/provider communication; diabetes; race; African-Americans;
health disparities; physicians

Introduction
Diabetes is a major cause of morbidity and mortality in the United States. It is the seventh
leading cause of death (Aubert, Herman, Waters, Moore, Sutton, Peterson et al., 1998), and
the cost of medical care is $100 billion annually (Caravalho & Saylor, 2000). Approximately
15 million adults are living with diabetes, and the prevalence rates have continued to escalate
over the past decade, with racial/ethnic minority populations suffering a disproportionate
burden of disease (McBean, Li, Gilbertson, & Collins, 2004). African-Americans are twice as
likely to be diagnosed with diabetes than whites, and are more likely to have poorly controlled
diabetes and diabetic complications such as blindness, end-stage renal disease and limb
amputation (Bonds, Zaccaro, Karter, Selby, Saad, & Goff, 2003; Gary, McGuire, McCauley,
& Brancati, 2004; Harris, 2001). African-Americans are also more likely to have uncontrolled
co-morbid conditions such as hypertension and hyperlipidemia, which increases the
complexity of disease management (Brancati, Kao, Folsom, Watson, & Szklo, 2000; Heisler,
Smith, Hayward, Krein, & Kerr, 2003; Jha, Varosy, Kanaya, Hunninghake, Hlatky, Waters et
al., 2003; Nelson, Norris, & Mangione, 2002).

Positive patient-provider relationships can facilitate diabetes management and potentially
reduce diabetes disparities (Greenfield, Kaplan, Ware, Yano, & Frank, 1988; Stewart, 1995).
Persons with diabetes who participate in shared decision-making (where patients actively
participate in healthcare discussions and decisions with their physicians) have greater diabetes
self-efficacy, participate more in diabetes self-management, and are more likely to adhere to
plans of care (Benbassat, Pilpel, & Tidhar, 1998). Shared decision-making (SDM) has been
positively associated with improved diabetes control, enhanced preventive care utilization,
lowered blood pressure, fewer hospitalizations, and increased patient satisfaction (Adams,
Smith, & Ruffin, 2001; Greenfield, Kaplan, & Ware, 1985; Greenfield, Kaplan, Ware et al.,
1988; Lerman, Brody, Caputo, Smith, Lazaro, & Wolfson, 1990; Stewart, Brown, Donner,
McWhinney, Oates, Weston et al., 2000). In its report Crossing the Quality Chasm, the Institute
of Medicine stressed the importance of patients having “the education and support they require
to make decisions and participate in their own care” (Richardson, Berwick, Bisgard, Bristow,
Buck, Cassel et al., 2001). Since then, SDM has been increasingly advocated by healthcare
providers and organizations (Davidson, Powers, Hedayat, Tieszen, Kon, Shepard et al.,
2007; Larson, Fihn, Kirk, Levinson, Loge, Reynolds et al., 2004; Michel & Moss, 2005;
Richardson, Berwick, Bisgard et al., 2001; Sheridan, Harris, & Woolf, 2004; van der Weijden,
van Veenendaal, & Timmermans, 2007).

Unfortunately, results from previous studies show that racial/ethnic minority patients are more
likely to experience barriers to communication in patient/physician communication (e.g. shared
decision making) as compared to white patients. For example, African-Americans are more
likely to rate their physicians as less participatory than whites, even when controlling for
socioeconomic status and duration of the patient-provider relationship (Cooper-Patrick, Gallo,
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Gonzales, Vu, Powe, Nelson et al., 1999). Analyses of audio-taped clinic visits document that
African-Americans experience shorter outpatient visits and less positive clinical encounters
with white physicians including less respect, responsiveness and listening than their white
patient peers (Cooper, Roter, Johnson, Ford, Steinwachs, & Powe, 2003; Johnson, Roter, Powe,
& Cooper, 2004; Levinson, Hudak, Feldman, Frankel, Kuby, Bereknyei et al., 2008; Oliver,
Goodwin, Gotler, Gregory, & Stange, 2001). Yet, studies examining patients' perceptions of
how race affects shared decision-making are limited. Research in fields outside of medicine
suggests that race plays a significant role in communication patterns and interpersonal
interactions between African-Americans and whites, particularly in situations of perceived
power differences, such as interactions with law enforcement (e.g. police officers, judges,
lawyers), commercial retail (e.g. store clerks and restaurant staff) and financial agents (e.g.
bank tellers, loan officers) (Gamble, 1997; Purdie-Vaughns, Steele, Davies, Ditlmann, &
Crosby, 2008). Thus, it is likely that a similar paradigm exists for African-Americans'
perceptions about communication patterns with physicians. Jacobs et al. explored physician
trust among African-Americans, and noted that trusting relationships were important to some
aspects of patient communication, including openness and honesty with one's physician, and
decisions to follow treatment recommendations (Jacobs, Rolle, Ferrans, Whitaker, &
Warnecke, 2006).

There is also an extensive literature about African-Americans' perceptions about their treatment
within healthcare settings, including issues of disrespect and discrimination (Blandhard &
Lurie, 2004). African-Americans are more likely to report experiencing racial discrimination
within healthcare than other racial/ethnic groups, with reports ranging from 13-69% in
comparison to 1-2% of whites (Ren, Amick, & Williams, 1999; Bird & Bogart, 2001).
Perceived discrimination in healthcare is positively correlated with poor health including
depression, self-rated health, days spent unwell in bed, and hypertension (Krieger & Stephen,
1996; Ren, Amick, & Williams, 1999; Bird, Bogart, & Delahanty, 2004). Self-reports of
discrimination have been associated with delays in prescription medication utilization and
medical testing/treatment, indicating that such experiences represent an additional barrier to
accessing healthcare (Bird, Bogart, & Delahanty, 2004; Van Houtven, Voils, Oddone,
Weinfurt, Friedman, Schulman et al., 2005).

This study utilized qualitative methodologies to examine the perceptions of African-American
patients with diabetes about the influence of race on patient/physician communication and
shared decision-making. This investigation was guided by SDM models that contain 3 domains
(Charles, Gafni, & Whelan, 1997; Peek, Quinn, Gorawara-Bhat, Odoms-Young, Wilson, &
Chin, 2008):

1. Information-sharing: The bidirectional exchange of information between patients and
their physicians about symptoms, diagnoses and lifestyle issues relevant to choosing
a treatment plan. Patients feel empowered to “tell their story” and have their concerns
validated, and physicians provide information using “layman's terms” and in ways
that promote patient understanding.

2. Deliberation/Physician recommendation: Physician recommendations for treatment
plans are grounded in full disclosure of all treatment options. Ideally, patient
preferences for treatment are elicited and discussed.

3. Decision-making: Patients and physicians arrive at a treatment plan. The process has
been conceptualized as a joint endeavor that results in mutual agreement about the
plan of care. However, some patients who want a shared role in decision-making may
exercise their decisions behaviorally (i.e. adhering or non-adhering to physician
recommendations).
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We purposely focused on the perceptions of African-American diabetes patients for several
reasons. First, learning about the lens through which African-American patients view race and
SDM can better inform efforts to address communication disparities in ways that are tailored
to patient concerns. Second, patients' perceptions of what occurs within the clinical setting
shapes impressions about their physician (e.g. competence, trustworthiness) and affects future
health behaviors (e.g. adherence to treatment plans). Thus, we were more interested in
understanding what patients thought about their communication experiences rather than
documenting what actually occurred. Lastly, because individualized diabetes care requires
ongoing treatment decisions, diabetes may be a disease whose control is particularly sensitive
to patient/provider decision-making patterns.

Methods
The methods for this qualitative study have been described in detail elsewhere (Peek, Quinn,
Gorawara-Bhat et al., 2008), but are summarized here. We used a phenomenologic research
method that included in-depth, individual semi-structured interviews (n=24) and 5 focus groups
(n=27) among African-Americans with diabetes. Consistent with guidelines of qualitative
methodology, we conducted data collection and analysis simultaneously, and continued
enrollment until theme saturation was met (Glaser & Strauss, 1967). A moderator/interviewer
experienced in discussing health topics and interpersonal communication was matched to
patients on race/ethnicity (Anderson, Barr, Edwards, Funnell, Fitzgerald, & Wisdom, 1996;
Jackson, 1991). Each focus group consisted of 5-6 people and lasted approximately 90 minutes.
Individual interviews lasted approximately 60 minutes.

Patient recruitment
After receiving approval from our institution's research ethics committee (the Institutional
Review Board), study participants were recruited using criterion sampling (Patton, 2002).
Eligible patients included African-Americans with diabetes, ≥ 21 years old who had an
established relationship with an attending primary care physician at an academic practice in
Chicago, Illinois. Patients were randomly identified and up to three attempts were made to
contact them via telephone. In addition, culturally-appropriate, low-literacy recruitment
materials advertising 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. Patient
sociodemographic and clinical information was collected via self-administered surveys
immediately prior to the interviews, and was collected anonymously in the focus groups.
Interviews were conducted between September 2006 and February 2007 (response rate of study
participation invitations: 67%) and focus groups were conducted between January 2007 and
March 2007 (response rate: 57%).

Study Instruments
Topic guides were created with the goal of exploring the following: patient definitions and
perceptions of shared decision-making, barriers and facilitators of SDM, and the perceived
influence of race/culture on SDM. The guides were informed by constructs of the Charles SDM
model (Charles, Gafni, & Whelan, 1997, 1999; Montori, Gafni, & Charles, 2006), the Theory
of Planned Behavior (Ajzen, 1991) and the Ecological Model (McLeroy, Bibeau, Steckler, &
Glanz, 1988), pilot-tested, and modified in an iterative way.

The guide consisted of a list of open-ended questions and follow-up probes. Queries about race
began with the question ‘Do you think that race affects people's relationships with their
doctors?’ and followed with probes such as ‘How exactly might race affect the relationship?’
and ‘Do you think it matters if the doctor is black or not?’ We also asked for situational
examples (i.e. ‘Can you tell me a situation where race played a role [either good or bad] in
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communicating with the doctor?’), comparative impressions (e.g. ‘Do you think it's easier,
harder, or the same for blacks to talk with their doctors compared to whites?’ and ‘Do you
think that doctors treat African-American patients, in general, the same, better, or worse than
white patients?’), and SDM barriers and facilitators (e.g. What suggestions would you give to
African-Americans who are having trouble ‘speaking up’ to their doctors?).

Data Analysis
Individual interviews and focus groups were audio-taped, transcribed verbatim and imported
into Atlas.ti 4.2 software. A team of five investigators with experience in medicine, public
health, and psychology independently reviewed and coded the first transcript, met to discuss
codes, and created uniform coding guidelines. Subsequently, each transcript was independently
coded by two randomly assigned reviewers who then met to discuss coding and address
discrepancies. Remaining differences were resolved by the entire group. A codebook was
developed using an iterative process where modifications were made to the codes, themes, and
concepts that arose from new transcripts (Morgan, 1997). The focus groups were subsequently
coded in a similar fashion and analyzed separately from the in-depth interviews for additional
codes and themes. Related themes from the analysis were used to develop a conceptual model
for understanding the relationship between race and shared decision-making.

Results
Patient characteristics

The majority of study participants were female (82%) and approximately half were 40 to 65
years old (Table). Sixty percent of study participants had completed at least “some college”,
nearly half the study participants were retired and approximately half had private insurance.
No statistically significant demographic differences existed between participants in the in-
depth interviews and the focus groups, although participants in the in-depth interviews tended
to be older (mean age 66 years vs. 59 years). The average duration of diabetes was 14 years.

Emergent Themes
Participants had a variety of views regarding the perceived relevance of race to shared decision-
making and the attributed source of potential race-related communication problems (i.e.
patient, physician or socioeconomic). However, dominant themes and patterns emerged within
each interview type (in-depth interviews or focus groups) about race and SDM. Whereas the
majority of the in-depth interview participants reported that race did not play an important role
in patient/provider communication, participants in the focus groups perceived race as a
significant factor in such communication. Detailed themes that emerged using each
methodology are discussed below.

In-depth Interviews
Relevance of Race—The majority of participants in the in-depth interviews (85%) reported
that race did not influence patient/provider communication or shared decision-making. Many
participants framed their comments in terms of what should occur in an ideal relationship
between patients and their physicians, rather than what actually does occur.

“They are doctors… if they are doctors to take care or soothe whatever the problem
is, then it doesn't make a difference who [the patient] is—black or white.” (80 year
old woman with 3 co-morbid illnesses)

None of the participants reported personally experiencing discrimination or other negative
race-related encounters, although most acknowledged that they had “heard about such things”,
either through their own social networks or “the media”.
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“Well, we are told that we're stereotyped and so forth, but I have not had any problem
with that…I have heard that we are treated differently, but I haven't found that to be
true.” (61 year old woman with 1 comorbid illness)

Several participants ascribed their successful communication patterns to self-efficacy or their
own beliefs (e.g. lack of prejudice) and actions (e.g. their use of prayer to facilitate provider
communication).

“I don't know about what other African-Americans do, but I always find it easy to
talk to my doctor. I have always found it easy to talk to my doctor about
anything.” (self-efficacy) (74 year old woman with 3 co-morbid illnesses)

“Well I'm not prejudice, so I don't believe that the white doctors are any different from
the black doctors. I think the white doctors only want to perfect their skills.” (patient
beliefs) (77 year old woman with 2 co-morbid illnesses)

Mechanisms for Race Influencing Shared Decision-Making—Although no one
reported having negative communication experiences due to race, most participants had “heard
about” such occurrences. Participants most commonly attributed such communication
disparities to patient characteristics and actions (50% of participants), whereas physician
characteristics and actions (25% of participants) and socioeconomic factors (25% of
participants) were mentioned less often.

Reported patient-related characteristics and actions included knowledge (low educational
attainment, limited health knowledge, inadequate health literacy), attitudes (negative attitudes
towards white providers), beliefs (mistrust of physicians and healthcare systems, internalized
racism and physician deference), behaviors (poor “presentation” of themselves [e.g. appearing
disheveled, not “speaking well”], and limited participation in health-promoting behaviors).

“Attitude plays a lot with some [African-Americans]. Some of them go to the doctor
and they always have a [negative] attitude. That's not the way to be when you go in
to see a doctor. You should always have a pleasing attitude.” (patient attitudes) (74
year old woman with 3 co-morbid illnesses)

“I think it's harder for African-Americans, because African-Americans don't like to
communicate with authority. That's what kills us. We feel like if you are a doctor or
a lawyer, a policeman or whatever else professional, that they are superior.” (patient
beliefs) (66 year old man with no co-morbid illnesses)

Instead of bias or discrimination, physician-related factors related to race were often framed
in terms of cultural discordance, which we define here as cultural differences perceived as
problematic in nature.

“I think [white physicians] get more irritated with [African-American patients]
because a lot of us were raised in the South and you eat all kinds of stuff. And I think
they feel like ‘if they leave that pig and all that stuff alone, [African-Americans] would
be a lot better off.’ But that is kind of hard for some of us to do, you know.” (50 year
old woman with 2 co-morbid illnesses)

Socioeconomic factors, primarily related to insurance status, were believed to contribute to
communication disparities.

“When you don't really have nothing like good insurance, it's hard [to speak up to
your doctor]…I think it's all about the insurance, but I can only speak for myself.” (47
year old woman with 2 co-morbid illnesses)
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Influence of Race on Shared Decision-Making—Participants described how race-
related issues might affect patient-level SDM behaviors among African-Americans in the
following ways: being less forthcoming about their symptoms and/or health concerns
(information-sharing), less likely to speak-up and question the authority of the physician
(deliberation/physician recommendations), and less likely to adhere to treatment plans
(decision-making).

“There are very few African-Americans that would question the treatment that they
get…” (deliberation/physician recommendations) (66 year old man with no co-
morbid illnesses)

“Some [African-Americans] still don't believe in doctors…I have a neighbor and she
goes to the doctor, and when she gets medication she throws it in the garbage
can.” (decision-making) (74 year old woman with 2 co-morbid illnesses)

Focus Groups
Relevance of Race—The importance of race in patient/provider communication was raised
by participants in each focus group, who described the negative influence of race and shared
stories of unpleasant communication experiences that were attributed to race.

“Race does absolutely—to me—play a part in it… [White physicians] talk to you
different if you're black.”

Mechanisms for Race Influencing Shared Decision-Making—Focus group
participants primarily attributed communication disparities to physician-related factors, with
patient-related factors and socioeconomic factors comprising the rest. Physician-related factors
were grounded in issues of stereotypes/bias and cultural discordance.

“[White] doctors come from a whole ‘nother world. They don't come from where
[African-Americans] come from. So they don't know how to communicate with
us.” (cultural discordance)

“The thing that gets to me is when a doctor comes in the room and acts like, because
I am black, that I am not smart enough to understand the test that he took or what's
going on with the results of the test he took. So I think that's the thing that messes
with me the most.” (stereotypes/bias)

Cultural discordance was also discussed within the context of foreign-born
physicians

“You have doctors from Asia and India. I think sometimes there is a language problem.
Well, with the accent in English, I think there may be some difficulty. I want to say
cultural barriers. I think a foreign doctor doesn't know much about blacks in the U.S.
or black culture…Sometimes the patient will say, ‘I tried to explain it to the doctor
and he just didn't understand me. He just did his own thing.’”

Of note, participants did not report experiencing discrimination or race-related SDM barriers
with African-American physicians. Moreover, several patients reported better communication
experiences with African-American doctors and expressed preferences for same-race
physicians.

“I think that's why a lot of women early on went to Dr. X… because he was black. I
think it's just a fact of life that you feel more comfortable when you with some one
of your own race.”

Patient factors were reported, but were a minor theme within the focus groups. Similar to
individual interviews, focus group patients indicated that this could be related to African-
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American patients' communication with their doctors. Although mentioned less often,
socioeconomic status was believed to play a role.

“As I see it, prejudice exists everywhere… you look at your healthcare. They are
going to look at whether this person is able to pay. That's prejudice to me.”

Influence of Race on Shared Decision-Making—Focus group participants described
how race-related issues might affect physician-level SDM behaviors including: being less
likely to provide information to patients (e.g. medical explanations or test results) and less
likely to listen (information-sharing), being more likely to be domineering and “talk down to”
patients (deliberation/physician recommendations), and being less likely to consider patient
preferences for treatment plans (decision-making) for African-American patients in
comparison to whites.

“If you go in the room, they just talk right at the patient because they are black. But
[as a nurse] when I follow the doctor to another room, they have a different approach,
and they're listening to the patient and have a warmer approach and warmer demeanor,
and the patient is white. In this room, he would take longer and talked to the patients
15 minutes, but in the other room, he gave 60 seconds to a minute and a half…I see
this at the bedside and the patients complain to me—‘I don't like the
doctor.’” (information-sharing, deliberation/physician recommendations)

“[My mother] always said ‘the doctors did not tell me the things that would happen
to me’ and I only wondered in my own mind whether that would have been a race
thing. Maybe they assumed that she would not understand and we should just ‘do this,
do that, take this, and take that’ without a reason why. But my mother was an
intelligent woman.” (information-sharing, deliberation/physician recommendations,
and decision-making)

Discussion
Participants described race-related issues that may affect patient and physician communicating
patterns, and be a barrier to active patient involvement in shared decision-making. Although
a range of viewpoints were expressed in both focus groups and in-depth interviews, different
themes predominated in these two settings. Within the in-depth interviews, patients were more
likely to report that race does not influence patient/provider communication, and among those
stating that race may affect communication, patient factors (e.g. limited health knowledge,
“bad attitudes” and internalized racism) were thought to be barriers to SDM. No one reported
experiencing negative race-related communication encounters or discrimination (although
many reported hearing about such occurrences), and most believed that their self-efficacy and
communication style accounted for their success at shared decision-making.

In contrast, the majority of patients in the focus groups indicated that race does influence
patient/physician communication and shared decision-making, and primarily described
physician factors (e.g. discrimination and cultural discordance) as the origin of communication
disparities. Within every focus group, participants discussed negative communication
encounters between white physicians and themselves, family members and/or close friends
that they attributed to race.

The reasons for the difference in the predominance of themes between the focus groups and
the in-depth interviews are unclear, but likely reflect an array of complex sociopolitical and
interpersonal dynamics. First, the differential dynamics of one-on-one versus group encounters
could have played a significant role (Lewin & Gullickson, 1997). Despite the use of a race-
concordant interviewer and assurances of confidentiality, participants in the in-depth
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interviews may have felt uncomfortable discussing topics potentially portraying their physician
unfavorably, particularly with a researcher affiliated with the health system in which they
received their care. In such settings, participants may have felt more compelled to conform to
societal norms about patient perceptions of care (Ajzen & Fishbein, 1980). In contrast, focus
group participants may have felt more anonymous and more empowered, within a group of
persons with similar backgrounds, to speak more openly about healthcare experiences,
particularly after someone else had “normalized” and validated perceptions of discrimination
within the group (Kitzinger, 1994; Morgan, 1995).

Second, our findings may be interpreted in light of Attribution Theory, wherein people explain,
or attribute, their own and others' behaviors in ways that help maintain a positive self-image
(Bem, 1972). Persons who have negative experiences are likely to assign external causation
(i.e. environmental factors), and persons with positive experiences are likely to assign an
internal causation (i.e. personal attributes) (Bem, 1972; Jones & Davis, 1965; Kelley, 1967).
We found that persons who denied having negative communication experiences usually
attributed their successful interactions to their own self-efficacy, and often attributed negative
communication encounters of others to patient-related factors. Similarly, persons who reported
negative race-related communication experiences (all of which were reported within focus
groups) were usually persons who attributed communication disparities externally to
physician-related factors such as discrimination. This external attribution may have been
reinforced by group dynamics wherein group norms prohibit the attribution of responsibility
to a given member of the group.

Finally, differences in ages between interview and focus group participants may partially
explain our findings. Participants in the focus groups were somewhat younger than those in
the in-depth interviews. Previous studies have shown that African- Americans that grew up
during the civil rights era have more racial centrality/group identification than African-
Americans born prior to World War II (Jackson, 1987). Researchers have shown that racial
centrality/group identification is positively associated with reports of perceived discrimination,
and thus, generational differences may account for some of the higher reporting of negative
communication experiences and discrimination within the focus groups (Sellers & Shelton,
2003).

Regardless of the reasons for the differential predominance of themes between the focus groups
and the in-depth interviews, our participants identified a range of patient and physician-related
factors that may lower the quality of patient/physician communication and be a barrier to shared
decision-making between African-American patients and their physicians. Many participants
perceived these race-related communication barriers as being rooted in issues of
discrimination, cultural discordance and internalized racism.

In order to fully understand the relationship between race and shared decision-making, it is
important to place it within the larger context of race and health within the U.S. Jones developed
a framework for understanding how race and racism contribute to health disparities (Jones,
2000). This framework consists of three levels of racism—institutionalized, personally-
mediated, and internalized racism (Jones, 2000). Institutionalized racism, defined as
“differential access to the goods, service and opportunities of society by race” (Jones, 2000),
has had manifestations within the field of medicine that include unethical experimentation
(Gamble, 1997; Washington, 2006), disparities in healthcare (Hasnain-Wynia, Baker, Nerenz,
Feinglass, Beal, Landrum et al., 2007; Schneider, Zaslavsky, & Epstein, 2002; Smedley, Stith,
& Nelson, 2002), and unequal access to resources such as health insurance (Doty & Holmgren,
2004; Shi, 2001). Institutionalized racism affects African-Americans' expectations about the
quality of care they will receive from clinicians and health systems (Boulware, Cooper, Ratner,
LaVeist, & Powe, 2003; Jacobs, Rolle, Ferrans et al., 2006). Participants in this study noted
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that differential access to resources such as health insurance and income directly influenced
the ability of African-Americans to participate fully in shared decision-making.

It is the other two levels of racism— personally-mediated and internalized— that are
particularly relevant to the findings in this study. Internalized racism, defined as “acceptance
by members of the stigmatized race of negative messages about their own abilities and intrinsic
worth” (Jones, 2000) was reflected in the in-depth individual interviews, where participants
perceived that deficient characteristics of other African-Americans (e.g. not “speaking well”
or having limited health knowledge) were the reason for communication disparities and less
shared decision-making between African-American patients and their physicians.

In contrast to the in-depth interviews, within the focus groups, personally-mediated racism,
defined as “prejudice [differential assumptions about the abilities, motives and intentions of
others according to their race] and discrimination [differential actions towards others according
to their race]” (Jones, 2000), was a prominent theme, and participants disproportionately
attributed communication disparities to physician-related factors such as discrimination. A
growing body of literature documents the use of negative stereotypes about African-American
patients by physicians and healthcare disparities that may result from such implicit bias (Bogart,
Kelly, Catz, & Sosman, 2000; Finucane & Carrese, 1990; Green, Carney, Pallin, Ngo,
Raymond, Iezzoni et al., 2007; Rathore, Lenert, Weinfurt, Tinoco, Taleghani, Harless et al.,
2000; van Ryn & Burke, 2000; van Ryn, Hanan, Burke, & Besculides, 1999), and the clinical
encounter may create conditions that heighten the use of stereotypes and unconscious bias.
Situations with time pressure, high cognitive demand, limited resources and uncertainty (all
found in clinical settings) increase the likelihood of using cognitive shortcuts (e.g. stereotypes)
to make decisions (Hamilton, 1981). The most potent forms of discrimination currently
experienced by African-Americans are the subtle and unconscious forms of discrimination
experienced regularly (Banks, Kohn-Wood, & Spencer, 2006; Harrell, 2000).

We found that participants primarily discussed race-related communication problems within
the context of white physicians, although racially unmatched relationships with foreign-born
Asian and Indian physicians were reported as particularly problematic. No one in our study
reported race-related communication barriers (e.g. discrimination) from African-American
physicians. This is an important finding because there is literature suggesting that African-
Americans may anticipate and/or report discrimination from same-race physicians in addition
to different-race physicians (LaVeist, Rolley, & Diala, 2003; Malat & Hamilton, 2006).

Thus, the lingering vestiges of racism—institutional, internalized and personally-mediated—
on both African-Americans and whites, both patients and physicians, may have the potential
to influence patient/physician communication and shared decision-making. Within each SDM
domain (information-sharing, deliberation/physician recommendations, and decision-
making), participants identified areas in which race may have a negative influence.

Within the information-sharing domain (where patients and physicians discuss symptoms,
diagnoses and lifestyle issues), participants felt that African-American patients may be less
likely to share information with their providers, particularly about health behaviors and
medication usage, and physicians may be less likely to share information with their African-
American patients, including important information about patient's illnesses and the results of
diagnostic tests. Participants also noted that physicians may be less likely to actively and
patiently listen to African-American patients in comparison to whites. Our findings are
particularly important in light of a previous paper where we reported that information-sharing
may be the most important SDM domain to African-Americans, and that the need to “tell their
story and be heard” is a crucial experience for this population (Peek, Quinn, Gorawara-Bhat
et al., 2008).
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Within the ‘deliberation/physician recommendation’ domain (which focuses on exploring
treatment options), participants believed that physicians may be less likely to review treatment
options with African-American patients (versus whites), and described how African-
Americans may be less willing to “speak up” to their doctors and question physician treatment
recommendations because of an exaggerated deference to physicians rooted in internalized
racism.

Finally, within the decision-making domain, participants believed that physicians were more
likely to be domineering about treatment decisions and less likely to share in the decision-
making process with African-American patients. Study participants also described patient-
related factors. We previously reported that African-American diabetes patients conceptualize
the decision-making so that treatment “noncompliance” was as a viable means of exerting
control over treatment decisions and actively participating in their own care (Peek, Quinn,
Gorawara-Bhat et al., 2008). In this study, we found that non-adherence may be driven by
racial dynamics such as physician mistrust and low self-efficacy to “stand up” to authority
figures such as physicians. The phenomenon of verbally agreeing to treatment (e.g. taking
insulin) but being non-adherent may be partially explained by the African-American adaptation
of presenting one identity to whites (oftentimes a deferential one) and a different identity at
home (that may disregard the opinions of whites). This adaptation has its origins in slavery
and legalized segregation, which allowed African-Americans to maintain a positive sense of
self, exert control over their lives and communities, and avoid physical harm (Pittinsky, Shih,
& Ambady, 1999; Banks, Kohn-Wood, & Spencer, 2006; Bogle, 1992; Blassingame, 1979).

In summary, our research suggests that all aspects of shared decision-making— information-
sharing, deliberation/physician recommendations, and decision-making— have the potential
to be negatively influenced by race, through mechanisms of cultural discordance, patient beliefs
arising from internalized racism, and unconscious stereotyping/bias (personally-mediated
racism). Such influences serve to exacerbate the inherent power imbalance that exists between
patients and their physicians.

This study has several limitations. First, it 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 decided to participate in the study at higher rates
(in order to express these strong emotions) or at lower rates (to avoid re-experiencing
unpleasant encounters) than other patients. And finally, this study did not specifically explore
gender, education, age, income, diabetes severity/illness status, or other sociodemographic
variables that may influence patient/physician communication patterns. Because race interacts
with many of these variables in a variety of settings and social contexts, it is likely that such
interplay also occurs within shared decision-making. However, our goal of this study was to
focus on the complex issue of race and the various ways that it may influence shared decision-
making patterns between patients and physicians. Future studies should build upon this work
and explore how race, and its influences, may interact with and be affected by other social
variables within the setting of shared decision-making.

Our study has several strengths. First, we were able to obtain in-depth, rich information about
a phenomenon that is challenging to explore—the perceived influence of race and racism on
communication patterns between patients and physicians. Second, our study utilized a multi-
method approach that enhanced our ability to arrive at valid conclusions.
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This study suggests that race-related barriers may exist to shared decision-making between
African-American patients and their physicians. Finding innovative ways to address such
communication barriers and enhance SDM among African-Americans is an important area of
research. Because barriers to shared decision-making may exist for patients and providers alike
(Peek, Wilson, Gorawara-Bhat, Odoms-Young, Quinn, & Chin, 2009), communication
strategies should be developed for both groups. Extending cultural competency training and
general communication training for physicians to address potential race-related barriers to
SDM has the potential to enhance shared decision-making among African-Americans. While
patient communication interventions can be effective, only one study has examined the efficacy
of such an intervention among African-Americans and it had no demonstrable effect (although
it increased patient communication among whites), a finding the authors attribute to the
intervention's lack of cultural appropriateness (Greenfield, Kaplan, Ware, Yano, & Frank,
1988; Post, Cegala, & Marinelli, 2001). Systematic reviews and meta-analyses of diabetes
interventions indicate that culturally-tailoring interventions and incorporating behavioral and
pyschosocial strategies (versus information transfer alone) have the potential for greater
effectiveness (Peek, Cargill, & Huang, 2007; Peyrot, 1999; Anderson, Funnell, Butler, Arnold,
Fitzgerald, & Feste, 1995; Brown, 1999). A recent study reported an increase in diabetes self-
efficacy among Hispanic Americans when family members were used to support
communication efforts with physicians (Coffman, 2008). Thus, culturally-tailored
communication training for patients may be an effective strategy for increasing SDM among
African-Americans with diabetes, particularly if it incorporates patient beliefs and cultural
norms, and addresses potential issues of internalized racism.
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Table
Patient Demographics (n=51)

In-depth Interviews (n=24) Focus Groups (n=27) p-value

Age (mean, yrs) 66 59 0.242

 18-39 0 7

 40-54 17 19

 55-64 17 44

 65-74 45 30

 > 75 21 0

Female gender 83 81 0.16

Marital status 0.22

 Single 11 33

 Married/Living as married 42 22

 Separated/Divorced/Widowed 47 45

Education 0.20

 Some high school or less 11 4

 High school graduate 26 41

 Some college 42 33

 College graduate or higher 22 22

Employment 0.21

 Employed 5 22

 Unemployed 26 44

 Retired 68 33

Income, $ 0.22

 <15,000 5 33

 15,000-24,999 26 7

 25,000-49,999 26 22

 > 50,000 21 26

 Refused 22 11

Living Space 0.24

 Rent 47 52

 Own 53 44

 Other 0 4

Insurance 0.09

 Uninsured 0 0

 Medicare 4 4

 Medicaid 13 22

 Medicare + Medicaid 21 26

 Private Insurance 29 30

Soc Sci Med. Author manuscript; available in PMC 2011 July 1.



N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

Peek et al. Page 17

In-depth Interviews (n=24) Focus Groups (n=27) p-value

 Medicare + Private 33 18

Years of Diabetes (Average) 14 14

Medication Regimen 0.29

 Lifestyle modification only 21 11

 Oral agents w/o insulin 46 48

 Insulin 12 11

 Oral agents w/ insulin 21 30

Diabetes Complications 0.24

 0 50 37

 1 21 37

 2 25 19

 3+ 4 7

Co-morbid Illnesses

 Cerebrovascular disease 13 4 <0.01

 Coronary artery disease 33 7 <0.01

 Hypertension 66 74 0.07

 Hyperlipidemia 50 44 <0.01

 Peripheral vascular disease 25 15 <0.01
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