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Abstract

Objective—To assess disparities in the quality of healthcare provider communication

experienced by African-American adults with and without sickle cell disease (SCD) in the U.S.

Methods—Poor provider communication was assessed by the Provider Communication subscale

of the Consumer Assessment of Healthcare Plans and Systems survey. The SCD sample was

obtained from participants in a multicenter observational study of healthcare experiences. The

national African-American sample data was obtained from published national estimates.

Results—The SCD sample was more likely than the national sample to report poor

communication in 3 out of 4 communication domains: Listening (22.3% vs. 11.5%, p < 0.0001);

Showing Respect (26.1% vs. 9.5%, p < 0.0001); and Spending Enough Time (38.3% vs. 16.2%, p
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< 0.0001). Differences were consistent in young, but not old, patients and showed some variation

by self-reported health status and education.

Conclusions—The communication difficulties experienced by persons with SCD do not appear

reducible to their predominantly African-American race, but may result from more disease-

specific factors.

Practice Implications—Healthcare providers should take particular care in recognizing and

demonstrating recommended communication skills with SCD patients as these patients may be

particularly vulnerable to, and cognizant of, poor quality interactions.
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1. Introduction

Communication between patients and their healthcare providers is a fundamental aspect of

healthcare quality that has a wide-ranging effect on the outcomes of care. Good

communication is associated with greater satisfaction, adherence to medical advice, and

symptom resolution. [1–3] Because of its critical role in the delivery of healthcare, the

quality of patient-provider communication is routinely monitored as an indicator of the

quality of the U.S. healthcare system. [4]

Despite its fundamental importance, it is well known that there exist troubling disparities in

the quality of patient-provider communication. Patient factors associated with disparities in

patient-provider communication quality include race and health status. African-American

and Hispanic patients, for example, report poor communication with their providers more

often than White patients.[5]

Sickle cell disease is a life-threatening genetic disorder of hemoglobin that causes severe

acute and chronic pain, increased morbidity and early mortality and, given the

predominantly African-American race of sickle cell disease (SCD) patients in the U.S, SCD

patients may experience particularly poor communication with healthcare providers.

Multiple studies indicate that SCD patients report deficiencies with the quality of the

interpersonal care delivered to them. [6–9] Lattimer et al. found that hospitalized SCD

patients were more likely than a national sample of hospitalized patients in the U.S. to report

problems across multiple domains of interpersonal healthcare experiences. [10] Haywood et

al. found that SCD patients seeking care in the emergency department (ED) had longer wait

times to see a physician than a national sample of patients seeking care in the ED. [11]

Treatment for pain is a primary reason behind the majority of healthcare encounters between

persons with SCD and healthcare providers, yet poor communication is a barrier to the

delivery of effective pain management. [1,6,10,12,13]

The extent to which the healthcare provider communication difficulties experienced by SCD

patients is another facet of the problem of racial disparities in the quality of healthcare

generally is not currently known. That is, are the problems in the interpersonal experience of

care perceived by SCD patients an example of the larger issue of racial disparities in
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healthcare quality in the U.S., or are SCD patients subject to additional sources of

disadvantage that place them at even greater risk of experiencing disparities in the quality of

their care? This is an important question of social justice within the healthcare system as

experienced by this traditionally underserved patient population. Further, disentangling the

causes behind the poor quality of interpersonal care experienced by SCD patients is integral

to developing interventions to improve the quality of the care delivered to this patient

population, which is a health policy goal that has recently been prioritized by the

Department of Health and Human Services.[14]

In this paper, we examine whether race predominately accounts for the high rates of poor

communication between SCD patients and their healthcare providers. This study compared

the prevalence of reports of poor communication between SCD patients and their providers

to similar reports given by a national sample of African-American patients in the U.S. We

hypothesized a priori that a greater proportion of SCD patients compared to the national

sample would report poor communication with their healthcare providers.

2. Methods

2.1 Study Design, Subjects and Setting

This study was conducted as part of the Improving Patient Outcomes with Respect and Trust

(IMPORT) study. The IMPORT study is a federally funded observational cohort study of

SCD patient experiences with healthcare taking place at two academic medical centers in the

mid-Atlantic region. This study was approved by the Institutional Review Boards at both the

Johns Hopkins Medical Institutions, and Howard University.

Persons eligible to participate in the IMPORT study: 1) were age 15 years or older, 2)

diagnosed with one of the following sickle hemoglobinopathies: HbSS, HbSC, Hb SS/B-

thalassemia or Hb SS/a-thalassemia, 3) reported no plans to move in the next three years,

and 4) expressed willingness to adhere to study procedures. Research assistants recruited

eligible patients from waiting rooms of adult and pediatric SCD clinics at the two study

sites, and all study subjects provided written informed consent. To meet the objectives of the

current analysis, we only used data from those IMPORT participants reporting their race as

Black or African-American, and who reported their age as 18 years or older.

2.2 Data Collection Procedures

Participating patients completed a comprehensive baseline questionnaire administered by an

audio computer-assisted self-interview (ACASI) system. The ACASI system read questions

to the patient through a headset and allowed the patients to answer using touch-screen

technology at a private computer station. On average, each ACASI interview took

approximately 45 minutes to complete and patients were paid $50 for their time. We

collected data on their perceptions of the quality of prior healthcare experiences, basic

demographic information, health status, clinical complications, and psychosocial attitudes.

The specific measures collected and used in the current study are as follows:

2.2.1 Dependent Variable: Quality of Previous Provider Communication—The

quality of the respondent’s previous communication with healthcare providers was measured
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using the Provider Communication subscale of the Consumer Assessment of Healthcare

Plans and Systems (CAHPS) survey instrument, available from the Agency for Healthcare

Research and Quality (AHRQ). [15] With this measure, respondents assess the quality of

their communication with providers over the previous 12-month period. Specifically,

respondents were asked: In the last 12 months, how often did doctors or other health

providers: 1)…listen carefully to you?; 2)…explain things in a way you could understand?;

3)…show respect for what you had to say?; and 4)…spend enough time with you? Response

options were “never”, “sometimes”, “usually”, and “always”. The response options were

dichotomized, with responses of either “never” or “sometimes” denoting “poor provider

communication”.

2.2.2 Potential Confounders—We examined three patient characteristics as potential

confounders: age (18 to 44, 45 to 64, and 65+), education (less than high school, high school

or GED, at least some college), and perceived health status (poor/fair, good/very good/

excellent).

2.3 Analytic Methods

We compared the proportion of SCD patients reporting poor communication with their

healthcare providers over the prior 12-month period to data from a national sample of adult

African-American patients in the U.S. from the National Healthcare Quality & Disparities

Reports Data Access Tool (NHQRDRnet) available on the AHRQ website. [16] To remove

any effects of potentially confounding patient characteristics, we conducted stratified

analyses whereby we calculated the proportion of SCD study respondents reporting poor

communication stratified by age or perceived health status. We then compared differences in

the stratified proportion from the SCD study to the corresponding stratified proportion found

in the NHQRDRnet system using the binomial test. Exact 95% CIs for the SCD group were

calculated and reported for the sample overall and within each strata of the potential

confounders.

To correct for the problem of multiple comparisons given the large number of hypotheses

tested in this study (32 in all), we applied a Bonferroni correction to the statistical

significance level used for the study, resulting in a study p-value < 0.0016 (0.05/32). All

analyses were conducted using Stata 12.1 statistical software.[17]

3. Results

3.1 IMPORT Patient Characteristics

Table 1 describes the demographic characteristics of the IMPORT study sample eligible for

the current analysis. Two-hundred sixty four African-American adults with SCD in total

were included in this analysis. Slightly over half (54.2%) were female, approximately 48%

perceived their health status as being “poor” or “fair”, 51% had a high school degree or its

equivalent, and 75% were between the ages of 18 and 44. Because only 2 individuals in the

SCD sample comprised the 65+ group, this older group was removed from all subsequent

analyses involving age.
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3.2 Overall Reports of Poor Provider Communication

The results of the overall (non-stratified) comparisons of the proportions of patients

reporting poor communication with healthcare providers comparing the IMPORT

respondents to the national sample are found in table 2. For three of the four items, a greater

proportion of the SCD sample reported poor communication with healthcare providers than

did the national sample of African-American patients. The SCD patients were about twice as

likely as the national African-American sample to report poor communication in the domain

of providers listening carefully to the patient (22.3% vs. 11.5%), about 3 times more likely

to report poor communication in the domain of providers showing respect for what the

patient had to say (26.1% vs. 9.5%), and a little over twice as likely to report that providers

did not spend enough time with the patient (38.3% vs. 16%). A greater proportion of the

SCD sample also reported poor provider communication in the domain of having things

explained in a way they could understand, though this result did not reach the level of

statistical significance established for this study.

3.3 Reports of Poor Provider Communication Stratified by Age, Health Status, and
Education

Table 3 presents the reports of poor communication stratified separately by age and

perceived health status. These analyses indicate that younger (age 18 to 44) patients showed

differences in provider communication patterns that were not apparent in older (45 to 64)

patients. Among the younger patient group a greater proportion of SCD patients reported

poor provider communication in three (Listening; Showing Respect; and Spending Enough

Time) of the four communication domains when compared to the national sample. Among

those in the older age group, there were no statistically significant differences in any of the

four communication domains.

Differences between the national sample and our SCD sample on Explaining were no longer

significant when these groups were stratified according to self-reported good health

(including good, very good or excellent health) or fair/poor health status (see Table 3).

However, significant differences between the SCD and national sample patients remained on

two communication domains (Showing Respect, Spending Enough Time) for both the fair/

poor health status and the good health status groups. Among those with worse perceived

health, a greater proportion of the SCD sample reported poor provider communication in the

domain of Listening.

Stratification by educational level suggested more differences between SCD patients and the

national African-American sample in reports of poor provider communication among those

with greater levels of educational attainment (table 4). Among respondents with a high

school degree or GED, a greater proportion of SCD patients reported poor provider

communication in three of the four communication domains under study. Only the domain

of “having things explained in a way they could understand” lacked statistical significance

among this group of patients. Among those with at least some college education, a greater

proportion of SCD patients reported poor provider communication in two of the four

domains (providers showing respect for what the patient had to say, and providers spending

enough time with the patient). Among those with the lowest level of education (less than a
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high school degree or GED), none of the differences between the SCD sample and the

national sample reached the level of statistical significance established for this study.

4. Discussion and Conclusion

4.1 Discussion

Our study found that SCD patients in the United States are at particular disadvantage

regarding communication with healthcare providers when compared to a national sample of

African-Americans. The SCD patients are far less likely to feel listened to, respected, and to

have felt they had enough time spent with their provider. In numerous qualitative studies,

SCD patients have reported negative experiences in talking to healthcare providers,

[6,7,18,19] although it has never been clear how these experiences compared to national

norms or what might account for them. Because our study was able to account for patient

race and adjust for health status, age, and education while making national comparisons, we

believe that these poor communication experiences are not due to race or these other factors

alone.

The magnitude of these differences are consistently greater than the magnitude of

differences found in comparisons between African-American patients and White patients as

reported by AHRQ on the same measures of communication. [16] This suggests that the

SCD patients experience additional “layers of disadvantage” compared to other patient

populations. That is, African-American patients tend to experience disparities in the quality

of provider communication compared to White patients, and SCD patients experience even

more difficulties in the quality of provider communication than typical African-American

patients. Thus, SCD patients appear to be subject to a level of problematic interpersonal

treatment when seeking healthcare that is even greater than populations already known to be

vulnerable to mistreatment. This raises important concerns about social justice, or lack

thereof, in the healthcare system for SCD patients, who appear to be a group that is

particularly disadvantaged.

These findings suggest that the disadvantage experienced by SCD patients cannot be solely

attributed to race, age, perceived health status, or education. What other factors, then, might

contribute to SCD disadvantage? Additional patient factors may include the nature and

complexity of SCD and the common complaint of pain that lacks objective findings. [20,21]

Cognitive dysfunction among SCD patients may play a role here as SCD patients are known

to be at increased risk for cognitive dysfunction, and patients with cognitive dysfunction

have been found to provide worse ratings of the quality of their communication with

providers when compared to patients without cognitive impairment. [22,23] Assessments of

cognitive dysfunction among SCD patients should be incorporated into future research both

as a primary predictor of perceived communication quality, or as an important confounding

variable to be accounted for in multi-predictor studies of communication quality. Attitudes

about the use of opioids in the treatment of chronic non-malignant pain, beliefs about the

burden of substance addiction among the SCD patient population, [24–26] and lack of

sufficient knowledge in treating the disease[6] are provider-level factors that may also

contribute to SCD disadvantage. Research that assesses SCD patient ratings of provider

behaviors (examining both verbal and nonverbal provider behaviors), as well as research
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that utilizes the ratings of independent observers of provider behavior, are necessary in order

to identify those specific behaviors that have the largest effect on the perceived quality of

the communication that occurred during the healthcare encounter. Finally, the very structure

of the healthcare system and misconceptions about the true burden of pain caused by the

disease[27] may also contribute. All of these factors are worthy of further study and testing,

particularly if effective interventions are going to improve the quality of care delivered to

this population.

What this suggests, though, is that SCD patients are subject to a constellation of factors that

combine and interact in ways that place them at heightened risk for experiencing poor

healthcare quality relative to that experienced by at least some sub-populations already

identified and prioritized in efforts to reduce disparities in healthcare. Our findings indicate

that SCD patients be added to the list of “disparity populations” in need of prioritization in

health policy efforts.

Some limitations of our work must be considered. We were able to adjust for the effects of

several patient characteristics that could potentially confound differences in poor

communication between SCD patients and other patient populations (e.g., race, age,

perceived health status, and education). Nevertheless, other potential confounders or

explanatory variables could not be accounted for in this study. For example, it is possible –

and even likely - that there were varying levels of healthcare utilization between SCD

patients and the national sample of African-American patients. While controlling for

perceived health status may have provided some level of control for this factor, it is unlikely

that this single variable could serve as a full proxy for healthcare utilization. Since the

instructions for completing the provider communication items did not specify a particular

reference provider, it is possible that the two patient groups considered experiences with

different types of healthcare providers when responding to the provider communication

items. Therefore, the common experience of SCD patients with acute sources of care (e.g.,

ED or inpatient hospital care) may provide a very different reference from the national

sample who may have been more likely to reference ambulatory healthcare providers. If this

is the case and these two types of settings differ in the observed types of communications,

this would contribute to the higher levels of poor communication reported by the SCD

patient sample. Nevertheless, individuals in both samples were asked the same, non-specific

set of items, so it is also possible that both groups considered the totality of their healthcare

experiences when responding to the questions. Future work would strengthen our

understanding of this potential confound by comparing communication experiences of

African-American patients from different disease groups (e.g., SCD vs. asthma) receiving

care in the same or similar healthcare settings. Finally, the SCD patients represent a regional

sample, which may raise some concerns about the generalizability of our results. However,

we conducted a sensitivity analysis by comparing our regional sample to state-specific

results provided by AHRQ and the findings did not differ from our main analysis.

4.2 Conclusions

Our work highlights an urgent problem regarding disparities in healthcare quality

experienced by individuals with SCD. Our findings suggest that efforts to improve the
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quality of healthcare delivered to patients with SCD must go beyond those strategies that

solely seek to reduce or eliminate disparities between minority patients and other patient

populations generally. Our work suggests that the problems in the quality of care

experienced by patients with SCD cannot be reduced to an effect of race. A multifactorial

approach is needed such that all of the potential causal contributors to the poor quality of

SCD care are taken into account. We have previously shown that a video-based educational

intervention reduces the negative attitudes that many healthcare providers have about

patients with SCD. [28] This and other types of interventions need to be developed and

translated into healthcare systems to systematically address all of the potential causes of the

poor quality of care delivered to SCD patients. One example of a needed intervention

involves providing education and training to patients that allows them to ask more questions

and be more engaged in the healthcare encounter, while at the same time providing

education to physicians that facilitates their encouragement of patient involvement and

question asking during encounters, an approach that has been shown in prior studies to lead

to improvements in the patient perceptions of the quality of communication during

encounters. [29] Additionally, research in this area would be strengthened with studies that

used both objective and patient-reported measures of the quality of provider communication.

As a number of factors in addition to provider behaviors might affect patient perceptions of

the quality of their communication with providers, it would be helpful to determine just how

well patient-reported measures of quality correspond with objectives reports as provided by

independent observers. Only through comprehensive, systematic, and sustained approaches

might we eventually realize our federal and moral mandates to improve the quality of care

delivered to persons with SCD, a population that for far too long has been lacking the same

high quality of interpersonal care that all patient populations deserve to experience.

4.3 Practice Implications

Multiple practice implications follow from our results. Our finding that poor communication

perceived by SCD patients was not reducible to their predominately African-American race

suggests that interventions and practices designed to reduce racial and ethnic disparities in

communication among different patient populations may not completely eliminate the

problem as it affects and is perceived by persons with SCD. More specifically tailored

practices may need to be implemented in order to mitigate barriers to high quality

communication that are specific to, or increasingly present among, patients with SCD.

Further, healthcare providers treating SCD patients may need to take particular care to

recognize and demonstrate those communication skills recommended for all patients as SCD

patients may be particularly cognizant of, and on the lookout for, signs of poor

communication from their providers. From a policy perspective, our research promotes the

need for systems approaches that encourage or facilitate better physician communication

with patients, such as reducing the pressures of time that face physicians which may lead to

shorter visits with patients, or through reimbursement mechanisms that facilitate more

patient-centered approaches to care. Our research also encourages systematic changes to the

way in which care is delivered to SCD patients by supporting the growth of so-called “sickle

cell day hospitals” or “comprehensive care centers” which seek to provide a comprehensive

continuity of care to SCD patients from providers specially trained, and with a special
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interest in, SCD as these approaches have been shown to improve communication outcomes

for this population. [30,31]
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Highlights

Sickle cell patients report poor quality communication with healthcare providers

The role of African-American race in explaining those problems is unknown

We compare sickle cell and African-American patient reports of poor,

communication

African-American race did not completely account for sickle cell patient reports

Sickle cell patients appear particularly vulnerable to poor provider communication
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Table 1

Characteristics of the IMPORT Study Sickle Cell Disease Sample (N = 264)

No. %

Patient Sex

  Male 121 45.8%

  Female 143 54.2%

  Total 264 100.0%

Self-Reported Age

  18–44 198 75.0%

  45–64 64 24.2%

  65+ 2 0.8%

Total 264 100.0%

Perceived Health Status
(In general, would you say your
health is:)

  Good/V.Good/Excellent 136 51.7%

  Poor/Fair 127 48.3%

  Total† 263 100.0%

Education
(What is the highest degree or
diploma you have?)

  Less than HS 31 12.0%

  HS Grad or GED 132 51.0%

  At least some college 96 37.1%

  Total† 259 100.0%

†
Total does not add to 264 due to missing values
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Table 2

Prevalence of Poor Communication in Health Care: National African-American Sample vs. IMPORT Study

Sickle Cell Disease Sample (n = 264)

In the last 12 months, how often did
doctors or other health providers…

% Reporting Poor Communication
(response of “sometimes” or “never”)

…listen carefully to you?

National African American Sample† 11.5

SCD Sample
(95% CI)

22.3
[17.5, 27.9]

P-value 0.000001*

…explain things in a way you could
understand?

National African American Sample 11.6

SCD Sample
(95% CI)

18.2
[13.7, 23.4]

P-value 0.0019

…show respect for what you had to
say?

National African American Sample 9.5

SCD Sample
(95% CI)

26.1
[20.9, 31.9]

P-value <0.000001*

…spend enough time with you?

National African American Sample 16.2

SCD Sample
(95% CI)

38.3
[32.4, 44.4]

P-value <0.000001*

*
Denotes statistically significant difference in proportions at p <0.0016 (Bonferroni adjusted significance)

†
National African-American sample proportion considered as the “expected” proportion
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Table 3

Prevalence of Poor Communication in Health Care: National African-American Sample vs. IMPORT Study

Sickle Cell Disease Sample Stratified by Age and Perceived Health Status

% Reporting Poor Communication
(response of “sometimes” or “never”

In the last 12
months, how often
did doctors or
other health
providers…

Age (years) Perceived Health Status

18–44
(SCD n = 198)

45–64
(SCD n = 64)

Good/V.Good/Excellent
(SCD n = 136)

Poor/Fair
(SCD n = 127)

…listen carefully
to you?

National African
American
Sample†

12.7 10.6 10.5 15.8

SCD Sample
(95% CI)

21.7
[16.2, 28.1]

23.4
[13.8, 35.7]

15.4
[9.8, 22.6]

29.1
[21.4, 37.9]

P-value 0.00038* 0.0032 0.068 0.00014*

…explain things
in a way you
could
understand?

National African
American Sample

12.8 10.0 9.9 19.2

SCD Sample
(95% CI)

20.2
[14.8, 26.5]

12.5
[5.5, 23.2]

16.2
[10.4, 23.5]

20.5
[13.8, 28.5]

P-value 0.0038 0.528 0.021 0.735

…show respect
for what you had
to say?

National African
American Sample

10.1 9.8 7.9 16.9

SCD Sample
(95% CI)

28.8
[22.6, 35.6]

17.2
[8.9, 28.7]

22.8
[16.0, 30.8]

29.1
[21.4, 37.9]

P-value <0.000001* 0.056 <0.000001* 0.00054*

…spend enough
time with you?

National African
American Sample

18.8 14.8 14.9 21.9

SCD Sample
(95% CI)

43.9
[36.9, 51.2]

21.9
[12.5, 33.9]

29.4
[21.9, 37.8]

48.0
[39.1, 57.1]

P-value <0.000001* 0.114 0.000017* <0.000001*

*
Denotes statistically significant difference in proportions at p <0.0016 (Bonferroni adjusted significance)

†
National African-American sample proportion considered as the “expected” proportion
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Table 4

Prevalence of Poor Communication in Health Care: National African-American Sample vs. IMPORT Study

SCD Sample Stratified by Education

% Reporting Poor Communication
(response of “sometimes” or “never”)

In the last 12 months,
how often did doctors
or other health
providers…

Education

Less than HS
(SCD Sample n = 31)

HS Grad or GED
(SCD Sample n = 132)

At least some college
(SCD Sample n = 96)

…listen carefully to
you?

National African-
American Sample

13.8% 12.5% 9.7%

SCD Sample
(95% CI)

29.0%
[14.2%, 48.0%]

23.5%
[16.5%, 31.6%]

18.8%
[11.5%, 28.0%]

P-value 0.031 0.0005* 0.0054

…explain things in a
way you could
understand?

National African-
American Sample

16.5% 13.1% 8.4%

SCD Sample
(95% CI)

19.4%
[7.5%, 37.5%]

19.7%
[13.3%, 27.5%]

15.6%
[9.0%, 24.5%]

P-value 0.629 0.038 0.016

…show respect for
what you had to say?

National African-
American Sample

12.5% 11.5% 6.8%

SCD Sample
(95% CI)

29.0%
[14.2%, 48.0%]

29.5%
[21.9%, 38.1%]

19.8%
[12.4%, 29.2%]

P-value 0.011 <0.000001* 0.000022*

…spend enough time
with you?

National African-
American Sample

18.7% 16.3% 14.9%

SCD Sample
(95% CI)

32.3%
[16.7%, 51.4%]

39.4%
[31.0%, 48.3%]

39.6%
[29.7%, 50.0%]

P-value 0.064 <0.000001* <0.000001*

*
Denotes statistically significant difference in proportions at p <0.0016 (Bonferroni adjusted significance)

†
National African-American sample proportion considered as the “expected” proportion
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