Pediatr Blood Cancer

Race Matters: Perceptions of Race and Racism in a Sickle Cell Center
Stephen C. Nelson, MD1* and Heather W. Hackman, EdD2
Background. Health care disparities based on race have been
reported in the management of many diseases. Our goal was to
identify perceptions of race and racism among both staff and
patients/families with particular attention to provider attitudes as a
potential contributor to racial healthcare disparities. Procedure.
A confidential survey addressing issues of race and health care
was given to all patients with sickle cell disease and their families
upon arrival to clinic. The survey was made available online to all
staff in the hematology/oncology program. Free text comments
were obtained. Results. We received completed surveys from 112
patients/families. Surveys were completed by 135 of 158 staff members (85% return rate). The majority (92.6%) of patients/families
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INTRODUCTION
While many factors affect health care equity, disparities based on
race are consistently reported in the management of many diseases.
For example, blacks receive a lower standard of care than whites
when being treated for breast cancer, orthopedic problems, cardiovascular disease, pain, and end of life care among others [1–8].
According to the 2009 National Healthcare Disparities Report
(NHDR), many of these discrepancies are not decreasing. Blacks
receive worse care than whites for half of the core measures studied,
and only 20% of measures of disparities in quality of care improved
over the study period of 2000–2007. Being uninsured was the single
strongest predictor of quality of care. However, when correcting for
uninsurance and socio-economic status, blacks still receive worse
care than whites [9]. The 2010 NHDR showed little improvement
[10]. A 2010 study reported that blacks in the Twin Cities of
Minnesota have a significantly shorter life expectancy than whites,
even after correcting for socio-economic status [11].
Although sickle cell disease (SCD) is a global issue affecting
people of all races, in the United States patients are predominantly
black. There are close to 100,000 people with SCD in the United
States, with a prevalence of about 1 in 3,000 Americans and 1 in
500 black Americans [12].
Barriers to racial health care equity include the health care
system (insurance, funding, majority white health care system),
the patient (poor health literacy, fear, mistrust), the community
(awareness, advocacy), and we the providers (unconscious bias,
attitudes) [13–15].
Significant gaps exist in private and public funding for clinical
care and research between diseases affecting blacks and whites in
our country. For example, there is greater than eight times more
support for persons with cystic fibrosis (CF) than that for persons
with SCD [16]. In the United States, 98% of patients with SCD
are black while over 90% of patients with CF are white [17,18].
This begs the question: Do race and racism factor in to this
striking discrepancy in funding?
Mistrust may partially explain racial disparities as it may
affect access to care. The long history of racial health care inequity may influence the level of trust that blacks have with respect
to the health care system [19–21]. Although a health care provider
may recommend standard of care, patients may not follow these
recommendations partially because of mistrust.
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identified as black, while 94.1% of staff identified as white
(P < 0.001). More patients/families felt that race affects the quality
of health care for sickle cell patients (50% vs. 31.6%, P ¼ 0.003).
More staff perceived unequal treatment of patients, especially in the
inpatient setting (20.9% vs. 10.9%, P ¼ 0.03). Conclusions. Provider
attitudes contribute to continued racial health care disparities. We
propose training health care providers on issues of race and racism.
Training should provide critical thinking tools for improving
medical providers’ comfort and skills in caring for patients who
are of a different race than their own. Pediatr Blood Cancer

Perceptions of staff can also affect the health care patients
receive. SCD patients are perceived as being opioid dependent
at twice the rate of other patients with pain [22]. Both staff and
families in a sickle cell center perceived whites getting better
service than blacks [23]. This was a small study involving faceto-face interviews. A larger, anonymous survey of 227 multidisciplinary providers in a sickle cell center showed differing perceptions
of the effect of race on the quality of health care delivery. Providers of color and women perceived race as an issue, whereas
whites failed to see race as a factor in health care delivery [24].
Patients and families were not surveyed in this study. Much work
has been done looking at patient–provider race concordance and
health care quality. Given our geographic location and low ethnic
diversity, issues of race may be particularly important in Minnesota. According to year 2010 U.S. Census Bureau Data, our
nation’s population is 72.4% white and 12.6% black. However,
Minnesota is 85.3% white and only 5.2% black [25]. Furthermore,
88.1% of practicing physicians in Minnesota are white while only
2% are black [26]. Race concordance has been linked to patient
adherence, continuity of care, and better clinical outcomes
[27–30]. This is not just a concern in our state. Between 1978
and 2008, 75% of practicing physicians in the United States were
white and 6.3% were black [31]. Given this substantial race
discordance, the effect of race on health care delivery to people
of color may be significant. Our goal was to identify perceptions
of race and racism among both staff and patients/families with
particular attention to provider attitudes as a potential contributor
to racial healthcare disparities.

1
Pediatric Hematology, Children’s Hospitals and Clinics of Minnesota, Minneapolis and St. Paul, Minnesota; 2Human Relations and
Multicultural Education, St. Cloud State University, St. Cloud,
Minnesota

The authors have no affiliations that are relevant and important with
any organization that to our knowledge has a direct interest in the
subject matter discussed.
*Correspondence to: Stephen C. Nelson, MD, Children’s Hospitals
and Clinics of Minnesota, 2530 Chicago Avenue South, CSC-175,
Minneapolis, MN 55405. E-mail: stephen.nelson@childrensmn.org
Received 29 March 2012; Accepted 11 September 2012

2

Nelson and Hackman

PROCEDURE
An 11-item survey was adapted from the Centers for Disease
Control’s 2008 Behavioral Risk Factor Surveillance System
(BRFSS) and the Sickle Cell Transfer Questionnaire with specific
questions regarding race, racism, and health care delivery [32,33].
The three items within the racism domain are original questions,
as we wanted to get a feel for respondents’ understanding of race
and racism in our society. Thus, we purposely did not define
racism for respondents. All items within the racial awareness
domain and two of the items within the health care delivery
domain were adapted form the BRFSS [33]. We used the threeitem Influence of Patient Race on Provision of Health Care
Services Index (IPR-PHCSI) from the Sickle Cell Transfer Questionnaire developed by Telfair et al. [24,32].
The target population included staff, patients, and families
from the Sickle Cell Center at Children’s Hospitals & Clinics
of Minnesota. We care for more than 90% of children with
SCD statewide. All participants completed an identical survey.
Demographic data obtained included age, race, ethnicity, and
gender. For staff, data was also collected about work position
and work location (inpatient vs. outpatient). The survey was given
to all patients with sickle cell disease "12 years of age and their
families upon arrival to clinic. The survey was made available
online to all staff in the hematology/oncology program. This
included physicians, nurses, nurse practitioners, physician’s assistants, health unit coordinators, medical assistants, nursing assistants, child life specialists, psychologists, social workers,
chaplains, and research assistants. Both inpatient and outpatient
staffs were surveyed on both of our Minneapolis and St. Paul
campuses. The Institutional Review Board exempted the study
from obtaining written informed consent and the Minnesota
Nurses Association approved the study.
We asked participants to rate how much they agreed or disagreed with each statement on the survey using the five-point
Likert scale ranging from strongly agree to strongly disagree. In
the survey domain pertaining to racism we used statements such
as ‘‘Racism is a problem in the U.S.’’ and ‘‘Racism is a problem
at Children’s.’’ In the section addressing racial awareness we
asked questions such as ‘‘How often are you reminded of your
race?’’ and ‘‘When at Children’s, you’ve had an emotional
response because of how you were treated based on your race.’’
In the survey domain addressing health care delivery we used
statements such as ‘‘The health care sickle cell patients receive
is influenced by the fact that most patients are black/AfricanAmerican’’ and ‘‘Sickle cell patients are treated the same as other
patients while admitted to the hospital.’’ An opportunity was
given for open-ended comments at the end of the survey.
Responses of agree/strongly agree or disagree/strongly disagree were combined and compared. Odds ratios (OR) and associated P values are reported using chi square and Fisher exact
probability tests. We also compared our results on the IPR-PHCSI
with those previously reported [24].

RESULTS
We received completed surveys from 112 patients/families.
Fourteen patients or family members refused to complete the
survey (11%). The demographics of this convenience sample
matched those of our total population of 200 children with
SCD. Surveys were made available online to 158 staff members
Pediatr Blood Cancer DOI 10.1002/pbc

and 135 were completed (85% return rate). Both staff and families
were predominately female (90.3% vs. 73.6%, P < 0.001). The
majority of patients/families identified themselves as black
(92.6%), while 94.1% of staff identified themselves as white
(P < 0.001). Staff tended to be older with 73.5% of staff being
>30 years of age versus 58.2% of patients/families (P ¼ 0.01;
Table I). Nurses comprised 51.1% of staff respondents while
19.5% were providers (physician, nurse practitioner, or physician’s assistant). The remaining 30% were equally represented
by clinical research assistants, medical assistants, health unit
coordinators, pharmacy staff, inpatient nurses’ aides, and psychosocial staff (child life, social work, and psychology). Almost half
(45%) of staff worked solely in the inpatient setting, 30% in the
outpatient setting, and 25% equally in both settings.
Within the health care delivery domain, more patients/families
felt that race affects the quality of health care for sickle cell
patients (50% vs. 31.6%, P ¼ 0.003, OR 2.1). More staff perceived unequal treatment of patients at our institution, especially
in the inpatient setting (20.9% vs. 10.9%, P ¼ 0.03, OR 0.46). An
equally small number of patients and families perceived being
treated differently because of race in the outpatient and inpatient
settings (11% vs. 10.9%). The minority of staff and patients
perceived differences in pain management based on race (13.3%
vs. 15.6%, P ¼ 0.38). Under the racial awareness domain
patients/families showed a greater awareness of race as more of
them had emotional responses because of race while at the hospital (56.6% vs. 27.5%, P < 0.001, OR 3.43). They also perceived
race affecting interpersonal relationships with caregivers more
than did staff (47.5% vs. 29.2%, P ¼ 0.005, OR 2.13).
Within the survey domain addressing racism both staff and
patients/families agreed that racism is a problem in the United
States. However, most felt this was not an issue at our institution.
More staff perceived racism as a problem nationally when compared to patients/families (83.9% vs. 72%, P ¼ 0.02, OR 0.49).
TABLE I. Respondent Demographics
Patient/family

Gender
Male
Female
Culture/ethnicity
African
African-American
European-American
Caribbean
Latino/Latina
Other
Race
White
Black or African-American
Hispanic or Latino
Other
Current age
12–20
21–30
31–40
41–50
>50

Staff

n

%

n

%

28
78

26.4
73.6

13
121

9.7
90.3

40
60
3
3
1
3

36.4
54.6
2.7
2.7
0.9
2.7

1
2
107
0
0
15

0.8
1.6
85.6
0.0
0.0
12.0

4
100
1
3

3.7
92.6
0.9
2.8

127
3
0
5

94.1
2.2
0.0
3.7

28
15
28
19
13

27.2
14.6
27.2
18.4
12.6

0
35
31
34
32

0.0
26.5
23.5
25.8
24.2

Race Matters
Of respondents who felt there was racism at the hospital, again
more staff than patients and families perceived this to be an issue
(23.7% vs. 9%, P ¼ 0.002, OR 0.31; Table II).

DISCUSSION
Race affects health care delivery and is an independent factor
in health care disparities [9–11]. However, physicians often fail to
see this. Surveys by the Kaiser Family Foundation showed that
only 29% of physicians felt that our health care system treats
people unfairly based on race, while 47% of the public felt this
way. This is especially true among white physicians. Only 4% of
white physicians felt that our health care system frequently treats
people unfairly based on race, while 41% of black physicians felt
this way [34,35].
Similarly, in our survey half of patients and families saw race
as affecting health care, but less than one-third of staff perceived
this. This was less of an issue with our patients and families who
identified as African when compared to our African-American
families. More African respondents than African-Americans disagreed with the statement that race influences the quality of health
care (38.4% vs. 14.2%, P ¼ 0.009, OR 3.4). This is likely related
to the amount of time a person of color has lived in our racialized
society. As suggested by Appiah-Kubi and Lipton [36], recent
immigrants may have less mistrust of the health care system.
When looking at responses to the three-item IPR-PHCSI, our
results are strikingly similar to those previously reported [24].
Among white providers, Telfair’s group showed that only 35%
felt that race affects health care quality, 37% felt race influences
relationships between patients and providers, and 16% felt that
race affects pain management. The results from our almost allwhite staff were 32%, 30%, and 13% respectively. Provider attitudes and perceptions have not changed significantly in over a
decade.
Provider attitudes may contribute to continued racial health
care disparities. This can be illustrated by the following comments from staff. ‘‘Sickle cell patients often have behaviors that
elicit negative reactions. . .I don’t think it’s a racial issue.’’ ‘‘I do
not feel sickle cell patients are treated different due to race. If
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anything. . .it is their behavior [that causes different treatment].’’
‘‘[Sickle cell] patients are challenging because of their lack of
support systems, not because of race.’’
There were two primary limitations of our study. The first was
with regard to the range of provider social identities and the
potential influence of these identities on provider bias and provider awareness of systemic racism and its impact on patients. For
example, a majority of the staff were female and as such, their
potential experiences with sexism may have made them more
sensitive to discrimination of any kind. Age may have also been
a factor. The staff was significantly older than patients/families
and that may have informed how staff related to the current racial
realities of patients. We did not ask respondents about the significance of their racial identity, which could have an impact on the
degree to which they understand and identify racism in their lives.
Issues of race may not be as salient or impactful for some of the
younger respondents. And finally, the fact that the providers are
health care workers may inform their level of sensitivity regarding
racial issues more than those in other fields.
Secondly, we were surprised to find that patients and families
often perceived race to be less of an issue than did staff. For
patients and families, perhaps their daily experiences with racism
had them perceive our institution as less racist when compared to
other areas of their lives. As such, it might have been helpful to
ask how their experiences at our hospital compared to their experiences elsewhere. This is an important question for future studies.
Our results suggest that race still matters in health care delivery and that provider attitudes are not changing. Although not the
sole issue, health care provider attitudes must change in order to
help improve racial health care disparities. In 2009, the US
Department of Health and Human Services recommended that
in order to accelerate the pace of improvement we must train
providers [9]. To that end, we have developed a training module
to help providers address individual racial bias, the role of racism
in evidence-based medical protocols, and the realities of systemic
racism and its impact on patients. One goal of the training is to
improve medical providers’ comfort and skills in caring for patients
who are of a different race than their own. We plan to assess the
efficacy of the training module through pre- and post-surveys of

TABLE II. Survey Results

I. Racism domain
Every American has the same opportunities for success and happiness, regardless of race
Racism is a problem in the U.S.
Racism is a problem at children’s
II. Racial awareness domain
How often are you reminded of your race? (once a day þ constantly/all the time)a
At children’s, you’ve had an emotional response because of treatment based on your race (yes)a
How frequent are theses responses? (once per week þ every time at children’s)a
III. Health care delivery domain
Quality of care for SCD patients is influenced by the fact that most patients are blackb
Race affects pain managementb
SCD patients are treated the same as other patients when in clinica
SCD patients are treated the same as other patients when admitted to the hospitala
Race affects relationships between caregivers and patients (yes)b

Patient/family (N)

Staff (N)

P

OR

72 (64.3%)
80 (72%)
10 (9%)

52 (44.1%)
99 (83.9%)
28 (23.7%)

23 (21.5%)
60 (56.6%)
31 (51.7%)

17 (14.5%)
0.11 1.6
30 (27.5%) <0.001 3.4
6 (20%)
0.003 4.3

54 (50%)
17 (15.6%)
84 (77.1%)
80 (72.7%)
48 (47.5%)

37 (31.6%)
51 (13.3%)
77 (68.1%)
66 (57.4%)
34 (29.8%)

0.001 2.2
0.02 0.5
0.002 0.3

0.003
0.38
0.09
0.01
0.005

2.1
1.2
1.6
2.0
2.1

Results include responses of agree þ strongly agree except where indicated. Note that each question was skipped by a variable number of
respondents. OR, odds ratio. aAdapted from Behavioral Risk Factor Surveillance System. bThree-item Influence of Patient Race on Provision of
Health Care Services Index from the Sickle Cell Transfer Questionnaire.
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participants and report these results. If effective, we would advocate for widespread training of health care providers including
early training in medical and nursing schools.
Our study focused on white health care staff and black
patients, and it is unclear if our results will be generalizable
across other areas within our health care system. But, regardless
of the racial dynamic between provider and patient, dismantling
unconscious provider bias may remove at least one of the barriers
to racial equity in health care. More study is needed in order to
address perceived disparities and to identify potential solutions to
these challenges. Until racial issues are satisfactorily addressed by
members of the healthcare team, it is unlikely that we will see
significant improvements in racial healthcare disparities for
Americans.
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