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Abstract
Purpose Hepatitis B (HBV), the leading cause of hepatocellular carcinoma (HCC), disproportionately affects minorities. 
Compared to other races, Blacks more often present with advanced HCC and have decreased survival. We observed higher 
HBV-associated HCC rates among Blacks than reported nationally. In our center, Haitian Blacks had the highest rates of 
HBV-associated HCC and shorter survival compared to other Blacks. We investigated knowledge and perceptions regarding 
HBV and HCC among Blacks born in the United States or Haiti.
Methods Using community partnerships, participants were recruited via word of mouth, email, social media or from Hepa-
tology clinic. Focus groups were conducted in Haitian Creole or English and stratified by birthplace, gender and infection 
status. Discussions were audio-recorded and transcribed verbatim. A constant comparative method was used for data analysis; 
themes are based on conversational details.
Results There were 55 participants; 49% were male and 27% had chronic HBV. Only 42% of Haitian Blacks knew about 
HBV prior to participation vs. 78% of African Americans, p 0.03. Both groups expressed that fear, mistrust of the medical 
establishment, denial and stigma might compel persons to avoid seeking care. Both groups attributed higher rates of late stage 
HCC diagnosis in Blacks to inadequate financial resources and education. Those with HBV reported confusion regarding 
their infection and suboptimal communication with healthcare providers.
Conclusions In two communities disproportionately affected by HBV, misconceptions about disease transmission, stigma, 
low health literacy and decreased access to care may limit detection for HBV. Culturally relevant community-based interven-
tions are needed to increase HBV detection.

Keywords Disparities · Focus groups · Chronic liver disease · Patient knowledge · Community-based participatory research

Abbreviations
AA  African American
AIDS  Acquired immunodeficiency syndrome
BCSR  Behavioral Community Shared Resource Core
CDC  Centers for Disease Control and Prevention
HBV  Hepatitis B virus

Electronic supplementary material The online version of this 
article (https ://doi.org/10.1007/s1055 2-020-01345 -6) contains 
supplementary material, which is available to authorized users.

 * Patricia Jones 
 pdjones@med.miami.edu

 Joselin Soler 
 j.gonzalezdiaz1@umiami.edu

 Natasha Schaefer Solle 
 n.schaefer@umiami.edu

 Paul Martin 
 PMartin2@med.miami.edu

 Erin Kobetz 
 ekobetz@med.miami.edu

1 Department of Medicine, Division of Digestive Health 
and Liver Diseases, University of Miami Miller School 
of Medicine, Miami, USA

2 Sylvester Comprehensive Cancer Center, University 
of Miami Miller School of Medicine, Miami, USA

3 Department of Medicine, Division of Computational 
Medicine and Population Health, University of Miami Miller 
School of Medicine, Miami, USA

4 Jay Weiss Institute for Health Equity, Sylvester 
Comprehensive Cancer Center, University of Miami Miller 
School of Medicine, Miami, USA

http://orcid.org/0000-0003-4189-6731
http://crossmark.crossref.org/dialog/?doi=10.1007/s10552-020-01345-6&domain=pdf
https://doi.org/10.1007/s10552-020-01345-6


1080 Cancer Causes & Control (2020) 31:1079–1091

1 3

HCV  Hepatitis C virus
HHS  Department of Health and Human Services
HIV  Human immunodeficiency virus
HCC  Hepatocellular carcinoma
SAHL  Short Assessment of Health Literacy
US  United States

Introduction

The incidence of hepatocellular carcinoma (HCC) has 
increased significantly over the past three decades [1] and 
is projected to surpass breast, colorectal and prostate can-
cer to become the third leading cause of cancer-related 
death by 2030 [2]. Globally, hepatitis B (HBV) contributes 
to over 50% of HCC cases [3]; HBV increases the odds of 
developing HCC by 21.6-fold [4]. Most who are chronically 
infected with HBV are unaware of their infection and there 
are significant racial/ethnic disparities in awareness of HBV 
infection [5], which has implications for HBV treatment and 
cancer screening. Worldwide, vertical transmission is the 
most common mechanism for HBV infection; 90% of those 
infected as infants develop chronic infection [6]. The United 
States (US) is considered to have low prevalence of chronic 
HBV, 0.27% [7]. However, prevalence increases with age 
and is higher in persons over age 40 compared to younger 
adults and children [5], as the former were born before child-
hood HBV vaccination became universally recommended 
in 1991 [8]. In certain states like New York, California and 
Florida, the burden of disease is higher, reflecting immigra-
tion patterns. Of persons with chronic HBV living in the 
US, 64% were born outside the US [9]. Rates of acute HBV 
are higher in Florida than nationally and rose 6% between 
2012 and 2016 [10]. Nationally, non-Hispanic Blacks are 
disproportionately affected by both acute [10] and chronic 
HBV [11–13].

South Florida is home to the largest enclave of Haitian 
immigrants in the US. Haiti has high HBV endemicity; the 
prevalence of chronic infection is approximately 14% [7] and 
nearly 1/3 of adults have evidence of prior infection [14]. In 
a retrospective analysis of HCC patients in our system, we 
found that Blacks were more affected by HBV than other 
races. Compared to 8% of Whites, 21% of African American 
(AA) Blacks and 30% of Haitians with HCC were chroni-
cally infected with HBV. Blacks were least likely to have 
received antivirals prior to HCC diagnosis. Often, HBV and 
HCC diagnoses were concurrent [15]. Although the Cent-
ers for Disease Control and Prevention (CDC) recommend 
screening for persons born in countries where hepatitis B 
surface antigen (HbsAg) prevalence exceeds 2%, adherence 
to these recommendations is variable [16], even in settings 
where both patients and providers are from high-risk coun-
tries [17], with dire consequences. Delayed HBV diagnosis 

contributes to advanced HCC stage at presentation and 
decreased survival.

Factors contributing to delayed HBV and HCC diagnoses 
include suboptimal patient, provider, and community knowl-
edge and barriers to obtaining care [18]. Despite widespread 
availability of vaccines and antiviral therapy, chronic HBV 
remains a major public health problem globally and in pock-
ets of the US. There is low knowledge in many populations 
that are disproportionately affected [19–21]. Also, concerns 
about stigma might influence the decision to seek treatment. 
Programs such as San Francisco’s Hep B Free [22, 23], Hep 
Free NYC, [24] and BFreeNYC [25] have incorporated 
community engagement, media campaigns and provider 
education in an effort to increase community awareness 
and destigmatize HBV. Although these programs cannot 
be implicated directly in the declining HCC incidence in 
Asians, Asian immigrants were the primary targets and HCC 
incidence has declined among Asians in the US, while rising 
in all other races [1].

These successful programs could be replicated in other 
cities and populations. However, little formative research has 
been conducted in other minority groups at increased risk for 
HBV [26]. Despite successful screening studies conducted 
among African immigrants [27, 28], it is unknown which 
screening and education strategies would be most effective 
from the perspective of Blacks born in the US or Haiti, two 
populations which are disproportionately affected by HBV 
and extremely relevant for our catchment area. In this study, 
we used mixed methods to ascertain knowledge about HBV 
infection and to assess cultural differences in perceptions 
about HBV, HCC and access to care between African Ameri-
cans and Haitians.

Experimental procedures

Research paradigm

Our previous study found that although Blacks with HCC 
were disproportionately affected by HBV, they were least 
likely to be aware of their HBV infection until HCC diag-
nosis [15]. Recognizing that data regarding community 
knowledge of HBV risk and screening is essential to suc-
cessfully design and implement community-based HBV 
screening programs, we decided to conduct focus groups to 
elicit general knowledge and perceptions about HBV, HCC 
and access to screening. We opted for focus groups to elicit 
individual perceptions and to also observe how perceptions 
were shaped by interaction with other community mem-
bers. In 2016, we shared our research findings with the Syl-
vester Comprehensive Cancer Center (SCCC) Community 
Advisory Board (CAB). We presented our tentative plan to 
recruit community members with and without HBV as well 
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as recruit established patients with known HBV to partici-
pate in focus groups. We discussed recruitment methods and 
the planned incentive for participation. The CAB did not 
recommend any modifications to planned study procedures 
and we received CAB approval. In order to contextualize 
the focus group findings, we assessed the health literacy of 
participants using the Short Assessment of Health Literacy 
(SAHL) [29, 30]. We also collected detailed demographic 
data including information on medical comorbidities and 
data regarding prior knowledge of HBV. This mixed-method 
approach allowed us to fully characterize the study popula-
tion and understand the degree to which our participants 
represent the larger target community. Results from this 
study were shared with the community at one of Sylvester’s 
biannual CAB meetings in 2019. The CAB includes key 
stakeholders who represent the communities from which we 
recruited. The results of this study were also presented to the 
academic community via various forums, including seminars 
at Sylvester, local and national research meetings.

Participant recruitment

Using the tenets of community-engaged research, we lev-
eraged partnerships between stakeholders, community 
advisory boards and SCCC’s Behavioral and Community-
Based Research Shared Resource Core (BCSR) to recruit 
participants. Community members participated in recruit-
ment as the primary mode of advertising the study was by 
word of mouth. Other methods included local radio, email 
and social media. We recruited participants with chronic 
HBV using the above methods and purposive sampling, e.g., 
direct referral from treating physicians and posted fliers at 
the University of Miami and Jackson Memorial Hospital 
Hepatology clinics. We targeted Black men and women born 
in the US or Haiti and excluded participants with known 
hepatitis C (HCV) infection, cirrhosis, or HCC. We stratified 
groups by HBV infection; we anticipated that HBV-infected 
participants would be more knowledgeable and have differ-
ent perspectives. Additionally, we wanted to minimize any 
discomfort that HBV-infected participants might experience 
by participating in a mixed group. Participants were grouped 
further by birthplace: HBV-negative Haitian women, HBV-
negative AA women, HBV-negative Haitian men, HBV-neg-
ative AA men, HBV-positive Haitian women, HBV-positive 
AA women, HBV-positive Haitian men, and HBV-positive 
AA men. We aimed to enroll ten participants per group [31].

Focus groups

The initial focus group was conducted on 17 February 2017 
and the final focus group was conducted on 22 February 
2018. A moderator guide was developed to facilitate dis-
cussion regarding general health and risk factors for HBV, 

cirrhosis and HCC. The moderator subsequently informed 
participants about local HCC prevalence patterns and sur-
vival outcomes by race. Finally, the moderator asked about 
barriers and facilitators to community education and health-
care access. The guide was developed by the principal inves-
tigator (PDJ) and reviewed with collaborators (JS, EK, and 
PM). The PI conducted cognitive debriefing on the mod-
erator guide and demographic questionnaire with BCSR 
staff who were representative of the intended study popu-
lation. Informed consent was obtained from all individual 
participants included in the study. Although we planned to 
conduct eight focus groups with ten participants each, we 
conducted more focus groups with fewer participants for 
ease of scheduling and to facilitate participation. Addition-
ally, some Haitian participants preferred to participate in 
English while others preferred Haitian Creole. Focus groups 
were conducted in English or Haitian Creole according to 
participant preference. Thus, those focus groups could not 
be combined. Eleven focus groups were held at partner-
ing community-based organizations. Participants received 
refreshments during the discussion and a $50 gift card for 
a local grocery store. After the discussion, all participants 
completed a demographic questionnaire and the Short 
Assessment of Health Literacy (SAHL) [29, 30], which 
was translated to Haitian Creole by American Translators 
Association-certified translators employed by the BCSR. All 
data collection took place in private.

Recruitment challenges with hepatitis B infected 
participants

As noted previously, we planned to recruit 40 participants 
with chronic HBV infection. Based on our robust clinical 
practice, we did not anticipate challenges meeting this goal. 
We maintain lists of patients with chronic liver diseases, 
including HBV, for quality and research purposes. Poten-
tial participants were identified by reviewing these lists 
and many were recruited from clinic after the study was 
introduced by treating physicians. Although research staff 
made three attempts to contact 100 potential participants, 
only fifteen participants with chronic HBV participated. The 
study was terminated before forty HBV-positive participants 
were enrolled due to funding and time constraints. Based on 
yield, recruitment efforts appeared to have reached the point 
of diminishing returns. Figure 1.

Statistical analysis

Discussions were audio-recorded, transcribed verbatim and 
translated to English, when applicable. Qualitative data were 
analyzed using a constant comparative method, in which 
the research team compared the focus group transcripts to 
emerging categories. The transcripts were reviewed line by 
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line to identify common themes. Data were broken down 
into discrete incidents and coded into categories. Each cat-
egory was compared to previously coded categories to estab-
lish relationships and elicit overall themes.

Categorical variables are expressed using proportions and 
continuous variables using median and interquartile range. 
We identified associations between baseline characteristics 
and birthplace using Wilcoxon rank-sum and Kruskal–Wal-
lis tests for continuous and Pearson’s Chi-square for cat-
egorical variables. For quantitative analyses, p-values ≤ 0.05 
were considered statistically significant. Statistical analyses 
were performed using Stata/SE 14.2 (College Station, TX) 
and NVivo12 Plus. This study was approved by the SCCC 
Community Advisory Board and Institutional Review Board 
at the University of Miami Miller School of Medicine.

Results

Characteristics of the sample, stratified 
by birthplace

There were 55 participants; 27 were Haitian-born and 27 
were US-born, e.g., African American (AA). One par-
ticipant was born in Jamaica, but had lived in the US for 
30 years and self-identified as AA. Thus, he participated 
and was analyzed with AA males. One Haitian participant 

was US-born but self-identified as Haitian. She was grouped 
and analyzed with Haitian women. The sample was 52.7% 
male; there were no significant gender differences by birth-
place. Median age of Haitian participants was 51, compared 
to 55 for AA participants. There were differences in educa-
tion level and health literacy, as measured by median SAHL 
score. There were no significant ethnic differences in the 
percentage of participants reporting hypertension, obesity, 
diabetes, hyperlipidemia, cancer, or other medical comor-
bidities. We found variable levels of HBV awareness; 38% 
of those surveyed had never heard of HBV before the focus 
group. Over 50% of Haitian participants reported they had 
never heard of HBV, compared to fewer than 25% of AA 
Blacks. See Table 1 for additional details. Supplementary 
Table 1 details characteristics, stratified by gender, birth-
place and disease status.

Characteristics of the sample, stratified by HBV 
infection

There were fifteen participants with chronic HBV infection, 
27.3% of the sample. Stratified by HBV status, there were no 
significant differences in age, birthplace or marital status. A 
higher percentage of participants with HBV reported being 
unable to work, 40%, compared to 10.3% of those without 
HBV, p 0.003. There was no significant difference in the 
highest educational level attained. However, participants 

100 Poten�al Par�cipants
(Confirmed Hepa��s B Infec�on)

90 Poten�al Par�cipants 

10 Excluded 
No Answer or  Voicemail

57 Poten�al Par�cipants 

31 Declined
2 Interested—Scheduling Conflicts

33 Excluded 
Messages le�, not returned

24 Poten�al 
Par�cipants 

15 
Par�cipants 

9 No-Shows

Fig. 1  Flow chart of potential participants with chronic hepatitis B infection
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Table 1  Baseline characteristics 
of the sample, overall and 
stratified by birthplace

Overall US-born
(n = 27)

Haitian
(n = 28)

p-value

Median age, years (IQR) 53 (47–59) 55 (51–59) 51 (42.5–56) 0.03
US-born, n (%) 27 (49.1)) 26 (96.3) 1 (3.7)  < 0.001
Male,  n (%) 29 (52.7) 15 (55.6) 14 (50) 0.68
Chronic HBV infection,  n (%) 15 (27.3) 7 (25.9) 8 (28.6) 0.83
Marital status,  n (%)
 Married 20 (36.4) 2 (7.4) 18 (64.3)  < 0.001
 Divorced 8 (14.6) 8 (29.6) 0
 Widowed 2 (3.6) 1 (3.7) 1 (3.6)
 Separated 12 (21.8) 6 (22.2) 6 (21.4)
 Never married 12 (21.8) 9 (33.3) 3 (10.7)
 Unmarried partner 1 (1.8) 1 (3.7) 0

Employment status,  n (%)
 Employment for wages 18 (33.3) 5 (18.5) 13 (48.2) 0.48
 Self-employed 8 (14.8) 5 (18.5) 3 (11.1)
 Out of work for > 1 year 8 (14.8) 5 (18.5) 3 (11.1)
 Out of work for < 1 year 2 (3.7) 1 (3.7) 1 (3.7)
 A homemaker 0 0 0
 A student 5 (9.3) 3 (11.1) 2 (7.4)
 Retired 3 (5.6) 2 (7.4) 1 (3.7)
 Unable to work 10 (18.5) 6 (22.2) 4 (14.8)

Highest education level attained, n (%)
 Never attended school 2 (3.7) 0 2 (7.4) 0.02
 Grades 1–8 6 (11.1) 0 6 (22.2)
 Grades 9–11 10 (18.5) 7 (25.9) 3 (11.1)
 Grade 12/GED 18 (33.3) 13 (48.2) 5 (18.5)
 College (1–3 years) 10 (18.5) 3 (11.1) 7 (25.9)
 College graduate 5 (9.3) 2 (7.4) 3 (11.1)
 Graduate/Advanced degree 3 (5.6) 2 (7.4) 1 (3.7)

Median SAHL Score, (IQR) 14 (12–16) 15 (14–17) 13 (11–14.5) 0.01
Hypertensive,  n (%) 26 (47.3) 12 (44.4) 14 (50) 0.68
Obese/overweight,  n (%) 7 (12.7) 4 (14.8) 3 (10.7) 0.65
Diabetes,  n (%) 12 (21.8) 7 (25.9) 5 (17.9) 0.47
High cholesterol,  n (%) 17 (30.9) 7 (25.) 10 (35.7) 0.43
Previous non-liver cancer,  n (%) 4 (7.3) 3 (11.1) 1 (3.6) 0.28
Smoking status,  n (%) 0.001
 Current 8 (14.8) 7 (26.9) 1 (3.6)
 Former 17 (31.5) 12 (46.2) 5 (17.9)
 Never 29 (53.7) 7 (26.9) 21 (78.6)

Drug use,  n (%)  < 0.001
 None 37 (69.8) 12 (44.4) 25 (96.2)
 Current 4 (7.6) 4 (14.8) 0
 Past 12 (22.6) 11 (40.7)) 1 (3.9)

Alcoholic drinks/day,  n (%) 0.39
 Non-drinker 23 (44.2) 9 (33.3) 14 (56)
 Less than 1 16 (30.8) 9 (33.3) 7 (28)
 One 4 (7.7) 2 (7.4) 2 (8)
 Two 4 (7.7) 4 (14.8) 0
 Three to five 1 (1.9) 1 (3.7) 0
 More than five 2 (3.9) 1 (3.7) 1 (4)
 Prefer not to comment 2 (3.9) 1 (3.7) 1 (4)
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with chronic HBV had higher health literacy than partici-
pants without HBV, p 0.02. Participants with HBV were 
more likely to report personal history of diabetes, p 0.05, 
and hyperlipidemia, p 0.03. There were no significant differ-
ences in reported smoking, drug or alcohol use. See Table 2.

Emerging themes

The purpose of this study was to compare the perceptions, 
beliefs and experiences related to HBV and liver cancer risk 
among ethnically diverse Black communities. Participants 
with HBV were asked additional questions related to their 
diagnosis, health status and treatment options. The key 
themes or areas of concern for both groups included: (1) the 
community’s perception of disease; (2) health knowledge; 
(3) barriers to care; and (4) health promotion. Below we 
compare the themes of interest between the two ethnically 
diverse communities.

Community perceptions of disease burden

Participants were asked to describe what was known about 
hepatitis and liver disease in their community and more 
importantly, how people in their community reacted to those 
who were infected. Although there were members of each 
community who had previously heard of the disease, the 
perceptions of disease burden were very different.

African American community

In the AA community, hepatitis and liver cancer were 
thought to be uncommon. Most participants reported not 
hearing much regarding either disease in relation to their 
friends, family and others living in their community. 
Although some participants had heard of HBV and liver 
cancer, most did not believe it impacted their community. 
One woman stated,

You rarely hear that black people suffer with cancer. It 
was the other way around. White people used to always 
die with cancer. That’s why I don’t understand how 
you said Black people now is with cancer.

However, this may be due to lack of transparency pertain-
ing to illness. When asked if they knew anyone with liver 
cancer, the consensus was that people do not speak openly 
about illness in their community.

No. We don’t know about it until that person disappear 
most of the time.

Adding to this idea that African Americans do not share 
their health status and when they do, the prognosis is already 
very poor, one male stated:

It’s a hidden disease in our community because like 
you said we wouldn’t find out until that person is actu-
ally bedridden or he or she has passed…No one talks 
about it.

GED general education diploma, HBV hepatitis B, IQR interquartile range, SAHL Short Assessment of 
Health Literacy, US United States

Table 1  (continued) Overall US-born
(n = 27)

Haitian
(n = 28)

p-value

Seen by a liver specialist,  n (%) 13 (24.1) 4 (15.4) 9 (32.1) 0.11
Heard of HBV,  n (%)
Yes 32 (60.4) 20 (76.9) 12 (44.4) 0.05
No 20 (37.7) 6 (23.1) 14 (51.9)
Don’t know 1 (1.9) 0 1 (3.7)
Know a person with HBV,  n (%)
 Yes 9 (17) 5 (19.2) 4 (14.8) 0.29
 No 42 (79.3) 19 (73.1) 23 (85.2)
 Don’t know 2 (3.8) 2 (7.7) 0

Know a person with cirrhosis,  n (%)
 Yes 10 (19.2) 5 (19.2) 5 (19.2) 1
 No 40 (76.9) 20 (76.9) 20 (76.9)
 Don’t know 2 (3.9) 1 (3.8) 1 (3.9)

Know a person with liver cancer,  n (%)
 Yes 12 (23.1) 8 (30.8) 4 (15.4) 0.41
 No 36 (69.2) 16 (61.5) 20 (76.9)
 Don’t know 4 (7.7) 2 (7.7) 2 (2.2)

Help needed with questionnaire,  n (%) 15 (34.9) 1 (6.3) 14 (51.9) 0.002
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Table 2  Baseline characteristics 
of the sample, stratified by 
infection status

No HBV infection
(n = 40)

Chronic HBV 
infection
(n = 15)

p-value

Median age, years (IQR) 53.5 (45.5–58.5) 53 (47–59) 0.99
Male gender,  n (%) 20 (50) 9 (60) 0.51
US-born,  n (%) 21 (52.5) 6 (40) 0.41
Marital status,  n (%)
 Married 14 (35) 6 (40) 0.92
 Divorced 6 (15) 2 (13.3)
 Widowed 2 (5) 0
 Separated 9 (22.5) 3 (20)
 Never married 8 (20) 4 (26.7)
 Unmarried partner 1 (2.5) 0

Employment status,  n (%)
 Employment for wages 13 (33.3) 5 (33.3) 0.003
 Self-employed 8 (20.5) 0
 Out of work for > 1 year 7 (18) 1 (6.7)
 Out of work for < 1 year 2 (5.1) 0
 A homemaker 0 0
 A student 5 (12.8) 0
 Retired 0 3 (20)
 Unable to work 4 (10.3) 6 (40)

Smoking status,  n (%)
 Current 6 (15.4) 2 (13.3) 0.70
 Former 11 (28.2) 6 (40)
 Never 22 (56.4) 7 (46.7)

Drug use,  n (%)
 None 28 (71.8) 9 (64.3) 0.23
 Current 4 (10.3) 0
 Past 7 (18) 5 (35.7)

Alcoholic drinks/day,  n (%)
 Non-drinker 17 (44.7) 6 (42.9) 0.47
 Less than 1 11 (29) 5 (35.7)
 One 3 (7.9) 1 (7.1)
 Two 4 (10.5) 0
 Three to five 0 1 (7.1)
 More than five 1 (2.6) 1 (7.1)
 Prefer not to comment 2 (5.3) 0

Highest education level,  n (%)
 Never attended school 0 2 (13.3) 0.16
 Grades 1–8 5 (12.8) 1 (6.7)
 Grades 9–11 6 (15.4) 4 (26.7)
 Grade 12/GED 16 (41) 2 (13.3)
 College (1–3 years) 7 (18) 3 (20)
 College graduate 3 (7.7) 2 (13.3)
 Grad/Adv degree 2 (5.1) 1 (6.7)

Median SAHL Score (IQR) 13 (12–15) 16 (14–18) 0.02
Hypertensive,  n (%) 17 (42.5) 9 (60) 0.25
Obese/overweight,  n (%) 3 (7.5) 4 (26.7) 0.06
Diabetes,  n (%) 6 (15) 6 (40) 0.05
High cholesterol,  n (%) 9 (22.5) 8 (53.3) 0.03
Previous non-liver cancer,  n (%) 2 (5) 2 (13.3) 0.29
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Haitian community

In contrast to African Americans, Haitian participants 
more often reported hearing about liver disease both in 
the US and Haiti. When asked if people in their commu-
nity are affected by liver disease, one woman commented,

Yes, I have heard that there are a lot of people with 
liver problem. Sometimes, I meet people and as 
they talk they mention they have liver problem (dis-
ease)…they are sick.

Another woman initially learned of liver disease in Haiti,

I could say the same thing because when I was a 
young girl in Haiti, I knew of someone who died and 
that’s how they died, cirrhosis of the liver.

Although, Haitians report liver disease is an issue in their 
communities, they too believe that those who are diag-
nosed are unlikely to share their diagnosis or experience 
with others.

Even if it happens, they don’t really focus on it, they 
don’t talk much about it, but there are people with 
liver disease. There are people that die from cirrhosis 
of the liver.

Knowledge of disease

After discussing their communities’ perceptions of disease 
burden, we investigated knowledge in our sample regard-
ing HBV, cirrhosis and HCC. Moderators asked questions 
related to disease knowledge including routes of HBV trans-
mission and the symptoms, diagnosis and treatments avail-
able for HBV, cirrhosis and HCC.

African American community

Overall, AA participants knew some causes and symp-
toms of cirrhosis. In contrast to the low perceived burden 
of HBV and HCC, many described cirrhosis as common in 
their communities. Each participant knew at least one person 
who had suffered from cirrhosis. Most participants linked 
cirrhosis to heavy drinking and drug use. When asked about 
the causes of cirrhosis, responses included:

that’s (be)cause they drink” and “they started drinking 
young and it messed up their lives…

Moreover, many participants were aware of the signs and 
symptoms.

GED general education diploma, HBV hepatitis B, IQR interquartile range, SAHL Short Assessment of 
Health Literacy, US United States

Table 2  (continued) No HBV infection
(n = 40)

Chronic HBV 
infection
(n = 15)

p-value

Other medical problem,  n (%) 6 (15) 5 (35.7) 0.1
Seen liver specialist,  n (%) 2 (5.1) 11 (73.3)  < 0.001
Heard of HBV,  n (%)
 Yes 20 (52.6) 12 (80) 0.18
 No 17 (44.7) 3 (20)
 Don’t know 1 (2.6) 0

Know a person with HBV,  n (%)
 Yes 2 (5.3) 7 (46.7) 0.001
 No 34 (89.5) 8 (53.3)
 Don’t know 2 (5.3) 0

Know a person with cirrhosis,  n (%)
 Yes 5 (13.5) 5 (33.3) 0.19
 No 30 (81.1) 10 (66.7)
 Don’t know 2 (5.4) 0

Know a person with HCC,  n (%)
 Yes 9 (24.3) 3 (20) 0.92
 No 25 (67.6) 11 (73.3)
 Don’t know 3 (8.1) 1 (6.7)

Help needed with Questionnaire,  n (%) 13 (41.9) 2 (16.7) 0.12
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Then they just swell up, like the swelling never go 
away. Their stomach and their face. I know their face 
and their stomach be swollen because I know a couple 
of people. But they still drink. They drink every day.

They say your eyes get like blood yellowish red and 
jaundice color…Yes, they look like they be turning 
real dark.

Although many participants were aware of the symptoms of 
cirrhosis and one leading cause of cirrhosis, they were less 
knowledgeable about HBV and HCC. Most AA participants 
were unaware or misinformed regarding HBV transmission; 
some thought HBV could be transmitted through cough.

Yeah being around people coughing around you, stuff 
like that…mm-hmm. Airborne.

I heard it was contagious… I heard it too. They can’t 
do too much coughing around people and none of that.

Additionally, there was confusion regarding the relationship 
between HBV and human immunodeficiency virus (HIV). 
Many participants believed that the two diseases were inter-
related. As one participant asked,

Ok. Can you have HIV and not have this virus or can 
you have this virus but not have HIV?

Haitian community

Members of the Haitian community were better informed 
about cirrhosis and HBV compared to the AA group. In 
addition to knowing the symptoms of liver disease, some 
were aware of preventative strategies, e.g., vaccines.

Your color. You get a yellow color, that jaundiced 
color. Okay, your abdomen becomes inflammation 
(inflamed).

I remember once I was traveling to Haiti, going back to 
Haiti, I took a vaccine for it. Because it can be easily 
contracted in the country.

Although some Haitian participants were aware of signs/
symptoms of HBV and cirrhosis, many did not know how 
the disease was contracted and its relationship to HCC. 
Many asked questions during this time, rather than giving 
responses. Several participants asked,

But what is the cause of this disease?

Is it contagious?

Can you give it to somebody else?

Additionally, members of the Haitian groups discussed the 
widespread cultural belief that “supernatural” causes may 
lead to illness. Although most recognized that supernatural 

forces do not cause illness, they explained how deeply these 
beliefs are entrenched into their culture, making it hard to 
bring new knowledge into their community. When asked 
what causes the disease, some responses included:

Also, up till now, some people back home still believe 
in supernatural diseases and deal in mysticism that is 
not something scientific.

In Haiti, whenever someone dies, they say that it is 
because someone killed them (supernatural). That is 
not true. What happened is that the person is not able 
to go to the doctor to get a checkup, to know the state 
of their health; they don’t know what’s going on… 
then when they die you hear that it is because someone 
killed them (supernaturally).

Members of the Haitian community stated that they knew 
there was a difference between HBV and HIV, but the stigma 
was very similar. One woman stated,

They consider it… though it isn’t worse than HIV, they 
consider it the same way. If a parent knew that some-
one’s child had the disease, they would not allow their 
child to talk to them, even less date them. Very bad.

Barriers to care

Both groups emphasized the overarching theme of If you’re 
rich, you’re going to live longer, in describing barriers to 
care. Participants believed that opportunities and access 
to care were significantly affected by the lack of economic 
resources in their communities. When asked why they 
thought Blacks were more likely to die from liver cancer 
compared to other races, participants explained:

When you look at the environment that people are liv-
ing in, you can understand how their environment can 
affect them. Whether it be their financial situation or 
the way they have to function.

We cannot afford to go to the doctor. By the time, it 
gets to where it is a problem; in our body, it is too late 
or then people are saying you are giving up.

Specifically related to HBV and liver cancer, both commu-
nities agreed that due to their minority status, they are less 
likely to have the same resources or receive the same care 
as their white counterparts.

Yes, as I said before, it depends on the state of the 
person. Whites sometimes have the chance to get liver 
transplant but for Blacks it is more difficult. So, if the 
person does not have insurance, and ways to get to the 
doctor… that is the only way they can get better. If 
they cannot do this, that is why Black people die more 
from the disease.
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What can they do to help Black people not to die so 
quickly? For Whites, they have easier access to care 
not to die too quick, but is there a way to ameliorate?

Health promotion

The group discussions concluded with questions related to 
next steps and what could be done to promote health in their 
communities. Both groups agreed that the top priority is 
raising awareness about HBV, cirrhosis and HCC and how to 
prevent them. They remarked that educating the community 
should be the first step.

They’re gonna wanna know what you what you mean 
by the liver. You’re gonna have to have someone there 
who’s educated about it because they’re gonna ask a 
lot of questions…

In addition to increasing awareness, both communities sug-
gested that testing and health promotion should happen in 
the community, rather than a medical office.

If we could get tested in our community or center in 
our community that would be great, because a lot of 
people can’t afford to go to the doctor.

Participants provided useful suggestions regarding care 
delivery and community engagement. They mentioned 
using public service announcements, social media and uti-
lizing schools and universities to educate their communities. 
They suggested enlistment of community leaders to promote 
awareness as community members would be more inclined 
to listen. Many participants suggested a confidential mobile 
testing unit. Others suggested town-hall educational sessions 
with medical personnel who were able to explain the disease 
process clearly.

Unique perspectives of hepatitis B infected 
participants

As expected, the perspectives of HBV-infected participants 
differed from uninfected participants due to their life expe-
riences and history with diagnosis. Interestingly, three par-
ticipants indicated via questionnaire that they had not heard 
of HBV until participating in the focus groups. Review of 
the medical record revealed that these participants had con-
firmed HBV infection; two had been prescribed antiviral 
treatment. In fact, for one participant the treating provider 
was concerned about medication non-adherence and referred 
the patient for participation in hopes that the focus group 
would improve understanding and adherence.

During the focus groups, it became clear that there is 
significant misunderstanding about their diagnosis and how 
HBV was transmitted. Similar to HBV-negative participants, 
one person indicated they were informed that HBV could 

be contracted by cough. Furthermore, there was confu-
sion regarding the fluctuating course of the infection (e.g., 
immune tolerant, inactive carrier, immune active) and what 
the status means for transmission risk.

How is it that when they send results to the doctor, 
6 months ago it was negative… then in a year it is posi-
tive? Well, in that case I guess the doctor will call me 
in to go over with me what’s been going on, if I have 
been with anybody new, etc. But since I was told I do 
not have it anymore, they don’t see it, I don’t worry. 
The only thing is that I protect myself.

Participants with HBV discussed the emotional burden 
they carry as a result of the stigma. Many discussed feeling 
unwanted and ostracized from their community, saying,

You say you got Hepatitis B, they look at you like 
you’re crazy. Just like HIV or AIDS. They talk about it.

They don’t want to touch you, don’t want to have sex 
with you. They’re scared. They don’t want to rub 
against you or touch your skin. They think it’s going 
to jump on you like that. But that’s not true.

Discussion

This study aimed to assess knowledge and explore per-
ceptions of HBV, cirrhosis and liver cancer in two South 
Florida Black communities disproportionately affected by 
HBV. There were significant differences in baseline knowl-
edge about HBV by birthplace. Although highly prevalent 
in Haiti, fewer than 50% of Haitian participants were pre-
viously aware of HBV. Analysis of the group discussions 
revealed differences in the perception of HBV burden and 
knowledge regarding signs/symptoms of cirrhosis when 
comparing AA and Haitian Blacks. Haitian Blacks sug-
gested that community members may ascribe HBV and liver 
disease to supernatural causes, a concept which has been 
previously well-described [32, 33]. Both groups had similar 
misconceptions about modes of disease transmission. Addi-
tionally, both AA and Haitian Blacks felt that financial and 
other socioeconomic barriers adversely affected access to 
care and were the most plausible explanation for increased 
likelihood of late cancer diagnosis in Blacks with HBV. Par-
ticipants were aware of the increased focus on HCV in the 
past 5 years and provided thoughtful suggestions to improve 
HBV-specific health promotion efforts. These findings will 
inform future public health interventions.

Hepatitis B remains a significant public health problem 
in the US and worldwide. Of the estimated 1.4 million peo-
ple in the US with chronic HBV, only 26.2% of those with 
chronic HBV infection were aware of their infection [5]. The 
Institute of Medicine determined that lack of knowledge/



1089Cancer Causes & Control (2020) 31:1079–1091 

1 3

awareness among healthcare providers, at-risk populations, 
the public and policymakers and inadequate public resources 
are hindering efforts to prevent and control viral hepatitis 
[18]. For HBV, screening recommendations are risk-based, 
e.g., country of origin, drug use, and household contacts 
[34]. Despite recommendations, uptake of hepatitis screen-
ing is suboptimal [17, 35, 36]. There is a paucity of data 
describing systematic strategies to improve HBV screen-
ing. Most interventions are population-based and focus on 
specific immigrant communities rather than the healthcare 
system [27, 37].

As evidenced by the success of the Hep B Free [22, 23], 
Hep Free NYC [24], and BFreeNYC [25] programs, targeted 
screening programs can successfully identify HBV-infected 
persons and effectively link these persons to appropriate 
follow-up care in some cases [28]. Additionally, screening 
programs can identify persons who are vulnerable to infec-
tion and link them to vaccination, which is a key interven-
tion for cancer prevention. However, it is unclear how these 
programs perform in other cities with unique cultural mores, 
like Miami, a city where most residents, 53%, are foreign-
born [38]. It was unknown whether minority communities 
in our catchment area would find such programs acceptable. 
Study participants believed that community-based educa-
tional programs could be highly effective to increase knowl-
edge and awareness regarding hepatitis and its sequelae. 
They recommended educational town halls, but also sug-
gested utilization of social media platforms and community-
specific radio programs, e.g., Haitian radio. They suggested 
that financial barriers to participation could be overcome by 
appropriate incentives, including food.

The groups with HBV-infected participants provided rich 
data regarding patient perceptions of physician–patient com-
munication. Of the 31 potential participants with confirmed 
HBV who declined participation, eight believed they could 
not participate because they did not have HBV. While one 
could speculate that this observation was due to denial and/
or stigma, it is equally possible that communication was so 
ineffective that these potential participants did not under-
stand their infection status. An additional four persons who 
declined participation reported they had HCV rather than 
HBV, which amplifies concern about the effectiveness of 
physician–patient communication. Despite being screened 
and enrolling in the study, three HBV-infected participants 
indicated they had not previously heard of HBV. Many par-
ticipants with HBV did not understand modes of transmis-
sion or that HBV is more prevalent in certain regions of the 
world.

Many HBV patients expressed confusion regarding the 
status of their infection. This is not unique to these par-
ticipants [39] and may be explained by current treatment 
and management practices. Since not all patients with 
HBV require treatment, they may not fully understand the 

potential for disease progression and development of com-
plications, like HCC [40]. Furthermore, the nomenclature 
of some stages of HBV, e.g., inactive carriers, may provide 
false reassurance. As mentioned by focus group participants 
and echoed daily during consultations in our Hepatology 
clinics, My doctor told me it’s not active, but I’ll always have 
it. I still don’t really got an understanding about it. For some 
participants who had been prescribed treatment, the cost was 
prohibitive, and the prescriptions went unfilled. Participants 
perceived that they had to educate themselves about HBV 
because the information they received from their healthcare 
providers or the Health Department was inadequate in some 
cases and frightening in others. Some stated that this uncer-
tainty motivated them to participate in the focus groups to 
increase their HBV knowledge. These findings highlight the 
need for improved education of healthcare providers regard-
ing effective communication, patient perceptions and bar-
riers to treatment. Assessment of health literacy is crucial 
because physicians likely assume patients operate from a 
higher literacy level than found in our participants. In addi-
tion, community-based approaches are essential. Participants 
indicated that mistrust of the medical establishment, denial/
fear and financial barriers prevent many in their communi-
ties from accessing health care.

We explored the barriers to adequate screening for HBV 
and HCC, which contribute to late stage presentation of 
HCC. Participants indicated that there is disparate access 
to healthcare in their communities, when compared to 
non-Blacks. This sentiment is supported by Census data, 
which reports that non-Hispanic Whites are more likely to 
be insured compared to Hispanics and non-Hispanic Blacks 
[41]. In Miami, 19.4% of the population are uninsured [42]. 
Although there has been marginal improvement [41], Florida 
still ranks in the top five states with the highest percentage of 
uninsured persons. Due to financial constraints, participants 
may skip appointments. Others stated that it is pointless to 
seek medical care if unable to afford the recommended 
treatments.

Participants suggested that future interventions be cultur-
ally relevant and consider the needs and challenges of the 
community, especially financial challenges. They suggested 
leveraging existing health fairs, but highlighted the impor-
tance of maintaining confidentiality to avoid stigma. They 
recommended community outreach using mobile screening 
units/teams and home-based screening. Participants felt 
that educational sessions targeted to various age groups, as 
young as middle school, could improve overall community 
knowledge. Participants highlighted the importance of a 
community spokesperson, e.g., pastors, coaches, athletes, 
or local politicians, to bring visibility and lend credibility 
to the need for HBV screening [23, 43].

Through this formative work, we have identified several 
opportunities for intervention. However, there are some 
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limitations. We recruited a smaller sample of HBV-infected 
participants than intended. Despite this, our groups were 
large enough to achieve thematic saturation; similarly sized 
studies have yielded informative data [40]. Although consid-
erable efforts were made to ensure privacy, some potential 
HBV-positive participants may have declined due to discom-
fort with the group setting. This is not unique to our study 
and is an inherent limitation of focus group studies. Through 
discussions among our HBV participants, we identified sig-
nificant challenges with physician–patient communication. 
It is possible that our HBV-infected participants are more 
knowledgeable and engaged than those HBV patients who 
declined participation, which could impact generalizability. 
However, we expect that the knowledge of the participants 
reflects the best-case scenario, which exposed significant 
knowledge gaps.

Conclusions

The Department of Health and Human Services (HHS) pub-
lished the National Viral Hepatitis Action Plan, which sets 
goals of reducing viral hepatitis health disparities, reduc-
ing deaths and improving health for people living with viral 
hepatitis [44]. To achieve these goals on a local level, we 
must understand the needs of the affected communities. Par-
ticipants identified several barriers to timely HBV diagnosis. 
These include lack of health insurance, financial impedi-
ments, inadequate access to healthcare, stigma, inadequate 
informational material and cultural norms which drive 
Blacks to delay seeking care until symptomatic. This study 
is the first to use community-engaged research methods to 
assess knowledge and perceptions regarding HBV and HCC 
in the Haitian community compared to AA Blacks. Future 
research should investigate the needs and perspectives of 
healthcare providers, develop and implement novel methods 
to improve communication and patient understanding. The 
rich qualitative data obtained through this study will inform 
community-based educational and screening efforts for HBV 
and will hopefully improve current local epidemiological 
trends for HCC.
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