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Abstract
Background: In 2020, 191,930 men will be diagnosed with prostate cancer. The lives of these men will
change dramatically as they go through the prostate cancer care and survivorship process. Black men are
especially affected, as they are more likely to get and die from prostate cancer. The primary objective of
this study was to explain the experiences of Black men across by developing a prostate cancer care and
survivorship (CaPCaS) model.

Methods: Based on the principles of community engagement research and employing qualitative
methodology, we interviewed Black prostate cancer survivors to document their CaPCaS experiences
relative to prostate cancer prevention, detection, diagnosis, treatment, survivorship and advocacy using
audio and video recordings. Our data analysis plan included preparing and verifying the narrative data,
coding data, and developing an interpretive framework for Black men’s experiences across the prostate
cancer care continuum.

Results: Thirty-two prostate cancer survivors participated in the study. A CaPCaS model was created with
themes speci�c to the trajectory of prostate cancer prevention, screening, diagnosis, treatment,
survivorship, and advocacy. Contextual themes identi�ed were African Diaspora, Masculinity and Socio-
demographic factors. Additionally, we identi�ed cross-cutting factors across the CaPCaS process that
included Acculturation, Self-e�cacy, Health literacy, Patient-provider racial concordance, Stigma and
Spirituality.

Conclusion: The CaPCaS model is an explanatory model of prostate cancer care and survivorship factors
for Black men and will foster better understanding of behaviors associated with improved prostate cancer
outcomes in Black men.

Introduction
Prostate cancer (CaP) is the sixth leading cause of cancer deaths globally and second relative to cancer
incidence rates among men [1]. In the United States (US), the American Cancer Society estimates that
191,930 men will be diagnosed with CaP and 33,330 men will die of CaP in 2020 [2]. The State of Florida
in the US is one of the leading states with respect to CaP burden. As of 2020, Florida ranks 2nd in
estimated new CaP cases with 13,950 new cases and 2nd in estimated CaP deaths with 3,570 CaP deaths
among the 50 states in the US [2]. Disparities in cancer also continue to be a major problem in Florida,
especially for Black men. For example, Black men were the only racial/ethnic group that did not meet the
US Healthy People 2010 objective to reduce the CaP death rate to 28.2/100,000 men and the only
racial/ethnic group that has not met the Healthy People 2020 objective for CaP to reduce the CaP death
rate to 21.2/100,000 men [3]. The Healthy People objective for CaP is seen as a moving target for Black
men, which may not be achieved due to multiple factors, including individual personal factors.
Unfortunately, the CaP experiences of Black men in Florida is a microcosm of the CaP experiences of
Black men globally.
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The CaP care and survivorship (CaPCaS) process describes the experiences men go through from CaP
prevention through screening, diagnosis, treatment and survivorship. Currently, there is limited published
research on the CaPCaS experiences of Black men, especially the psychosocial effects and coping
mechanisms used by Black men. Some of the CaPCaS experiences that have been highlighted in the
literature include shock when diagnosed with CaP [4], perception of “death sentence” [5], receiving helpful
information from physicians that helped with anxiety [6], receiving inadequate information to make
informed decision about treatment [7] and receiving limited treatment options that is usually tailored to
the physician’s expertise. Considering that patients going through the CaPCaS process will be
experiencing different emotions and may not be prepared or have the knowledge to be fully involved in
their treatment decisions, it is not surprising that some patients have decisional regret [4].

Decisional regret has been found to be associated with adverse events experienced by patients. When
asked to discuss the impact of CaP treatment on their lives, most men reported several physical
disruptions including urine �ow issues and Erectile Dysfunction [8,9]. In one study, men shared the
experience of having to receive a catheter [10] and how this affected their “sense of self” and disruption
to sexual functioning. Another man stated the anxiety he endured as he dealt with incontinence and the
use of pads [10]. While some men share intimate details of how the side effects of treatment impact their
lives, other studies report that when discussing post-treatment, men tend not to dwell on the impact and
put more emphasis on proceeding with life and gaining previous physical control of their lives [8,11]. The
transition to CaP survivorship can be mentally and physically trying, especially for those who lack
emotional and �nancial support. The spouse/partner can play a very important role in the decision-
making process following diagnosis. Most men indicated that a spouse/partner was a signi�cant support
resource and they valued their opinions in the treatment selection process [6,12]. Family involvement and
interaction with men experiencing CaP treatment has also been found to be important [5,7,11]. Maliski et
al reported the role of faith/religion in coping with the initial reactions of shock in diagnosis and
perceptions of fear [5]. Faith was concluded to be a source of empowerment, encouraging the men to be
active in their treatment and to use their overall outcomes as meaningful events in their lives.

A signi�cant gap in the literature on CaP disparities is documentation of the CaPCaS experiences of
Black CaP survivors. Speci�cally, no study has employed Grounded Theory methodology to study the
CaPCaS process among Black men. Furthermore, most studies on Black men’s CaP care experiences have
focused only on CaP diagnosis, treatment and survivorship, disregarding the important contributions in
the areas of CaP prevention, detection and advocacy. The result of the limited research on CaPCaS
process is the lack of tailored behavioral intervention programs focused on assisting Black men through
the CaPCaS process. The primary objective of this study was to explain the experiences of Black men
across the CaP care continuum through a CaP care and survivorship (CaPCaS) model. Based on the
principles of community engagement research (CEnR) and employing qualitative methodology, the
following study aims were achieved: (1) Recruited and interviewed Black CaP survivors, including native-
born Black men (NBBM), African-born Black men (ABBM) and Caribbean-born Black men (CBBM); (2)
Documented the CaPCaS experiences of the Black CaP survivors relative to CaP prevention, detection,
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diagnosis, treatment, survivorship and advocacy using audio and video recordings; and (3) Developed a
CaPCaS model to explain the experiences of the Black CaP survivors.

Methodology
The primary objective of this study was to document the CaPCaS experiences of Black CaP survivors
regarding CaP prevention, detection, diagnosis, treatment, survivorship and advocacy. The study setting
was Florida (US). The study populations were NBBM, ABBM and CBBM with personal history of CaP. The
research design selected for this study was prospective qualitative design because little is known about
the CaPCaS experiences of Black men. Grounded Theory was the preferred qualitative method as it
facilitates the development of theories about CaPCaS from participants’ narratives. Participants were
identi�ed through the through the Florida Cancer Data System (FCDS) database.

Participant Recruitment
Following appropriate Human Subjects Review and approvals from the University of Florida, Florida
Department of Health and the USAMRMC O�ce of Research Protections (ORP) Human Research
Protection O�ce (HRPO), the study team worked with the FCDS to obtain a list of 1,813 patients
diagnosed with CaP in 2010. Following the recruitment strategies outlined by the Florida Department of
Health (DOH), participants were recruited as follows:

1. Initial patient contact by written correspondence, including a letter from the DOH, patient contact
letter to request the patient’s active consent for participation and patient response form.

2. For those who did not respond after three weeks from sending the initial (�rst) mail, a second mailing
was sent with the addition of a telephone opt-out card.

3. For those who did not respond to the second mailing and the telephone opt-out card after three
weeks, a study staff contacted them by telephone to introduce the study.

Participants who agreed to participate in the study were pre-screened to select eligible participants from
the database provided by FCDS. The inclusion criteria for the project were: (1) NBBM, ABBM, and CBBM;
(2) personal history of CaP; (3) ability to complete two separate interviews with each one expected to last
2-3 hours; and (4) �exibility to meet interviewers at a convenient community site for the interviews. The
pre-screening items included: name and contact information; country of birth; age; marital status; and
education level. The demographic information was needed to facilitate a purposeful systematic selection
of Black men of diverse age groups (less than 50 years versus over 50 years), marital status (single,
including divorced or separated, versus married/in a relationship) and educational levels (college degree
versus not college educated). The pre-screening phone survey was conducted by two Community Health
Workers (CHWs) with additional support by staff of the University of Florida (UF) Survey Research Center
(UFSRC) due to the volume of the pre-screening phone calls. An incentive of $5.00 gift card was provided
to all potential pool of participants. Once participants were selected, they were contacted to con�rm: (i)



Page 5/27

their continued interest to participate in the study, (ii) ability to complete two (initial and follow-up)
separate interviews, (iii) agreement to audio and video record the interviews; and (iv) ability to meet
interviewers at a convenient community site for the interviews. Subsequently, interview times were set up
with the participants. 

CaPCaS Interview Guide
The study’s in-depth interviews focused on the following phases of the cancer survivorship continuum:

Prevention – Participants’ understanding and practices of healthy behaviors prior to and after
diagnosis, level of personal/family/physician involvement in prevention;

Detection – Participants’ understanding of risks and bene�ts of screening prior to diagnosis,
screening practices prior to diagnosis, current thoughts about screening, current screening practices,
level of personal/family/physician involvement in detection;

Diagnosis – Participants’ personal story of diagnosis, feelings, emotions, reactions, and/or regrets;
understanding of the disease, prognosis and treatment options; level of personal/family/physician
involvement in diagnosis;

Treatment – The level of personal/family/physician involvement in treatment decision, process of
treatment decision, types of treatment including non-medical treatments, understanding of treatment
and side effects, decisional regrets (if any) about treatment;

Survivorship – In this study, survivorship is de�ned as post-treatment survivorship. It was
operationalized as the understanding of and comfort with uncertainty with CaP, understanding of
prognosis, level of personal/family/physician involvement in survivorship, current support/services
available for care, challenges/successes related to survivor care, trust in clinicians, experiences with
health care and follow-up treatment, experiences with late effects of treatment and second cancers
(if applicable), description of quality of life, dealing with recurrence (if applicable),
challenges/successes dealing with aggressive disease (if applicable), and challenges/successes
dealing with advanced CaP (if applicable).

Advocacy - Understanding of why some survivors choose to become advocates, characteristics of
advocates, the process of becoming advocates, experiences as advocates, and impact of their
advocacy role on their survivorship.

The study team worked closely with the study Community Advisory Board (CAB) members, comprising
ethnically-diverse CaP survivors and advocates, to generate the items for the interview guide questions.
The CAB members were provided the above de�nitions and then asked to think of relevant questions that
can be asked to elicit information from Black men. The team met over several weeks by phone,
discussing each factor and generating appropriate items. Once all the factors had been discussed, the
study Principal Investigators reviewed all the questions and revised appropriately. The interview guide
was then forwarded to the CAB members again for �nal review. To prepare for data collection, mock
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interviews and pilot interviews were conducted by the CHW interviewers using the interview guide
(available as supplemental research material). 

Data Collection
The CaPCaS interview guide served as the data collection tool for the project. We planned for a total time
of about 5-6 hours for data collection per participant, su�cient for gathering in-depth perspectives on the
research questions. In order not to create burden for our participants, we scheduled two interviews lasting
not more than 4 hours at a time. Participants had the choice to have the interviews spread over two days.
Prior to the �rst interview session, one of the CHWs conducted the informed consent process, obtained
the appropriate signatures, and provided the participant a copy of the consent form. The interview
commenced immediately following the informed consent process. Using the identi�ed topics as a guide
and also taking cues from each interview, the in-depth questioning of participants was conducted by the
assigned CHW. Although each interview was personalized to each participant, all the topics in the
CaPCaS interview guide were covered.

Data was collected over two separate interviews to ensure that all interview topics were covered. All
interviews conducted on Day 1 and Day 2 were audio recorded to provide ease of transcription and back
up of data. During the �rst interview, consent was obtained from participants who were good candidates
for the video portion of the study. For the participants who consented to additional video interview, audio
and video were used to record the second interviews. Participants were compensated appropriately for
participating in this study. All participants received $75 for the �rst interview and $75 for the second
interview (total of $150). In addition, participants who participated in the video interviews received an
additional $25 after the second interview.

DataManagement and Analyses
Our data analysis plan included preparing and verifying the narrative data, coding data, and developing
an interpretive framework for Black men’s experiences across the CaP care continuum. Using an iterative
process, the team developed the interpretive framework to develop the explanatory CaPCaS model.

Interview transcriptions: Interviews were transcribed verbatim by a professional transcription service that
has policies in place for the protection of Protected Health Information (PHI). Each transcript was then
veri�ed for accuracy by a study team member.

Data coding, modeling and analyses: The qualitative methodologist and research assistant were
responsible for downloading the audio and video �les, sending the audio �les to the transcription service,
downloading the transcripts when returned, making sure the veri�cation was completed, and importing
the transcript and �eld note �les into the NVivo 10 software, a computer-assisted data analysis software
(CADAS) that allows coding and modeling of complex narrative data. While the NVivo 10 software does
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not analyze the data, it provided a sophisticated and systematic way to manage the tasks of: (1)
organizing large quantities of narrative data, (2) coding text, (3) retrieving text by codes, (4) querying the
data, (5) comparing sets of data interpretation across samples and (6) developing analytic models. Led
by the lead qualitative methodologist, the data coding was conducted by our study interdisciplinary team.
Team members were asked to write and share re�exivity statements, so that perspectives of all team
members were understood. The study team members coded the data in weekly team meetings. The
coding consisted of reading the data and identifying major themes, then assigning labels to and de�ning
emerging categories. The qualitative methodologist and research assistant then coded the data in NVivo
10 to re�ect team coding decisions.

Two levels of coding were conducted. The �rst, open coding, refers to an approach to data with no
preconceived ideas about what will be found and the second, focused or axial coding, refers to reviewing
data for the purpose of more richly coding on a particular theme [13]. Dimensional analysis was
employed to make sure that each emerging concept was carefully de�ned. The study team went back
and forth between the data and the emerging analytic framework, employing constant comparison of
new data with already coded data and new categories with previously analyzed text [14]. To ensure
trustworthiness and credibility [15], the study team maintained an audit trail that documented how and
when analytic decisions were made. In addition, peer debrie�ng was conducted to ensure credibility,
including the presentation of �ndings to the study CAB members as part of the CEnR approach.

Study Results

Study Participants
The FCDS provided a database of 1,813 participants identi�ed as Black men diagnosed with CaP in
2010. The FCDS does not extract data on patients with a death certi�cate, thus we found out that a few
of the men were deceased during the pre-screening phase. In addition, there were bad addresses. A total
of 212 completed responses were obtained by phone. Figures 1-3 provide a pictorial summary of the
demographic information of participants. A majority of the participants were between 60 and 69 years
(48.2%), had only high school diploma (26.1%), and married (65.3%). Relative to ethnicity, 67% of
participants classi�ed themselves as African-American of American origin (born and grew up in America),
20% as African-American of Caribbean origin (born in one of the Caribbean Islands but now American),
4% as Caribbean, 3.5% as African-American of African origin (born in Africa but now American), 0% as
African, and 5.5% as Other/Don't know/Refused. For the CBBM, the most common countries of birth are
Jamaica, Haiti and Guyana, respectively. 

Qualitative Findings
Constructivist grounded theory methods [16] were used to explore the experience of CaP prevention,
screening, diagnosis, treatment, survivorship and advocacy from the perspective of Black men in depth,
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giving participants the opportunity to provide a rich narrative and to explore both the positive and
negative aspects of their experience. Forty-one participants (20 NBBM, 20 CBBM and 1 ABBM) were
selected from the 212 participants to participate in the study. We had only one ABBM who agreed to
participate in the interview phase. Selection was conducted systematically to ensure representation in
terms of age, marital status, education and geographical location. Data saturation was achieved with 17
NBBM, 14 CBBM and 1 ABBM, after which we ended data collection. Data saturation is the standard for
deciding that we are not �nding anything different from the interviews �rst coded and last coded.

Due to the fact that only one ABBM was recruited, we are reporting demographical data for only the
NBBM and CBBM. However, the interview data of the ABBM is included in this report. Table 1 provides the
demographic information of participants. Majority of the participants are NBBM, between 50 and 69
years, do not have a college degree and are married. Over 80% of the participants did not have any
support system with them at the point of CaP diagnosis. Table 2 provides examples of the themes
identi�ed for each of the CaP care continuum.
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Table 1
Participants’ Demographic Characteristics**

Variable Frequency (N)    Percentage

Ethnicity    

          Native Born Black men 17 54.84

          Caribbean Born Black men 14 45.16

     

Age    

          Less than 50 years 1 3.23

          50 to 69 years 23 74.19

          70 years and above 7 22.58

     

Education    

          Less than college degree 20 64.52

          College or Post-college degree 11 35.48

     

Marital Status    

          Now married 19 61.29

          Widowed  4 12.90

          Divorced  4 12.90

          Separated  1 3.23

          Never married

 

 

3 9.68

 

 

 

     

Presence of Family/Friends at Point of Prostate Cancer Diagnosis

 

   

          None 25 83.33

          Wife Only  5 16.13
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          Adult Daughter Only  1    3.22

**Note. There was total of 32 participants with one (1) African-born Black man, who was not included
in this table.
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Table 2

Themes/Intervention Messages Emerging from Participants’ Interviews
Prostate Cancer Care
Continuum

  Themes

Prevention  
Need for advocacy message for prevention
Need for and challenges of preventive lifestyle
Limited awareness about prostate cancer
Need for public awareness about prostate cancer prevention
Need for education about prostate cancer prevention
Lack of Knowledge and checkups.
Perception of prostate cancer
Importance of Black men’s health

Screening  
Need for screening without symptoms (due to family history of
other cancers)
Impact of masculinity on screening
Importance of testing
Locus of control
Screening importance for Blacks
Overcoming Digital Rectal Exam (DRE) myth
PSA controversy
Importance of screening on survival
Physician as cue for action
Procrastination by Black men.
Cue by wife
Importance of prostate cancer education
Take Command of my Own Health

Diagnosis  
Denial
Cancer Fatalism
Disbelief
Thoughts about Impact on Manhood
Questioning (why me?)
Exploring reasons
Emotional
Shock
Hope
Fear
Fight / Resilience
Need for immediate action / Urgency
Acceptance
Religiosity / Faith
Will to live
Delay taking action
Need to be comfortable with physician
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Need for a second opinion
Need for emotional support time to re�ect on diagnosis

Treatment  
Treatment choices
Locus of control
Decision making – self reliance
Decisional regret
Decisional regret due to unrealistic expectation provided by
physician
Importance of social support, family support, asking for help,
asking for support
Making it your decision
Shared decision making with physician
Several consultations before treatment choice
Information access
Impact of adverse effects
Acceptance of side effect
Spirituality and medical knowledge working together
Dealing with the gravity of diagnosis
Informed decision making
Unreliable sources of information
Addressing side effects - unsatisfactory
Learning from others’ experience
Limited discussion by  Physician
Perceived control | Taking control
Importance of personalized care
Important of knowledge in treatment decision
Right physician
Interdisciplinary team
Treatment expectation | Positive attitude
Partnership with provider

Survivorship  
Changing view of meaning of prostate cancer (from fatalism to
survivorship)
Lifestyle change
Survivorship meaning and impact
Support
Face of prostate cancer
Prostate cancer at early age –  implication for recovery and
recurrence
Dealing with Adverse effects: Impotency
Focus on surviving
Continued monitoring
Need for information for survivorship
Connection with those “who look like me”
Support for self
Support for spouse
Access to physician
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Meaning of prostate cancer after diagnosis
Dealing with depression
Masculinity
Self-e�cacy
Prevention

Advocacy  
Willing to speak to anyone
Sharing prostate cancer journey
Education advocacy
Religiosity
Information need
Effects on family
Faith
Need for advocacy
“Calling” to be an advocate
Talking to family/sons
Sharing experience with younger men
Embracing advocacy
Social support

 

Study Interpretative Frameworks
The Good, The Bad and The Ugly (Figure 4). The qualitative methodologist led the team in developing
emerging frameworks from the data. The experiences of the Black CaP survivors across the CaP care
continuum were divided by the study scienti�c team and the study CAB into “the good” (e.g. timely
diagnosis, excellent provider relationships, informed decision making, effective treatment, no decisional
regret) and “the bad” (delayed diagnosis, poor provider relationships, inappropriate decision making, less
effective treatment, decisional regrets). Results were presented at several community forums for
validation where participants were presented with preliminary �ndings and asked to provide feedback to
the team. At one of these events, a Black CaP survivor stated that while we know a lot about the “good”
and the “bad” experiences, we did not know about the “ugly.” He de�ned “the ugly” as the fact that we
know little about Black men who did not enroll in the study – men who may be the most vulnerable to
health disparities due to lack of access to screening, physical debility, or death due to CaP. This construct
was added to the overall experience model.

A Prostate Cancer Care and Survivorship (CaPCaS) model was created representing the trajectory of CaP
prevention, screening, diagnosis, treatment, survivorship, and advocacy (See Figure 5). The contextual
factors participants re�ected on included the immigration patterns of Blacks, including the African
diaspora, the construct of masculinity of Black men, and socio-demographic factors. The socio-
demographic factors include age, marital status, educational status, employment and income. Each
phase of the trajectory can be described in terms of the “the good and the bad,” that is contributing to
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satisfactory or unsatisfactory outcomes. CaP prevention and advocacy anchor each end of the process
model, as these processes are in play but do not necessarily impact the experience of the disease
directly. 

Some of the unique themes that emerged for CaP prevention were the perception of limited awareness
about CaP in the Black community and the need for public awareness/education. Other themes were the
need for risk-reduction behavior, preventive lifestyle, health beliefs and cues for action. Participant 1086
described the importance of lifestyle, “It’s very important for us to eat better and to leave a lot of that
sodas, and drink more water, okay? It’s very important for you to do that.” The importance of public
awareness was mentioned by participant 355: “Until recently, I don’t think there are aware of it to be
honest with you, but, um, recently more, um, of our daughters –sons and daughters – are more aware of
it and it’s more publicized now…”. Another participant, P001, stated that “Black men as a whole need to
become, uh, more aware of things that affect them primarily other than, uh, other races, prostate cancer
being one of them”. Also found to be important was health beliefs:

“Well, the �rst thing that comes to one's mind when they hear the—the big letter C is that, "Oh, man. This is
a journey. It's a journey that can either put you in the grave or it's a journey that you're just gonna have to
�ght vigorously, but your life is basically changed." And so I had to look at it—I'm a—as—as—if—if it's was
gonna kill me, I gotta go down �ghtin' with it. But it does change your life”. [Participant 866]

“I think we—we really have a negative view of it, and then, too, even though it's negative, it's not something
that's really taken seriously. Uh, I think, uh, cancer is a serious thing, but I don't think we take prostate
cancer serious. When—when—when—when the doctor says you have a elevated PSA count or somethin'
like, and—and it's, like, ‘Okay. So what?” [Participant 1881]

The factors that emerged for CaP advocacy included helping others, sharing experiences and embracing
advocacy. A few of the men considered themselves as CaP advocates and expressed their willingness to
share their personal CaP journey with other Black men. Some discussed their CaP diagnosis as a “calling
to become a CaP advocate” and thus have embraced advocacy, especially by sharing information about
the disease. Some of the men also brought up providing social support for newly diagnosed Black men:

“I’m not ashamed of it. I’m ready to discuss it anytime, anywhere because if that way helped them -- for
that is another reason why I do this -- if that way helped them, that’s very good. So they don’t have to go
through what I went through”. [Participant 355]

“I would consider myself an advocate because from personal experience, you know? It’s easier to talk to
someone about something, but when your personal experience -- it really opens up for you because I’m
not just talking about stuff that I read or heard people. It’s from personal experience, and that makes you,
you know, makes it more legit”. [Participant 1261]

CaP screening was discussed in terms of Digital Rectal Exam (DRE) and Prostate-Speci�c Antigen (PSA)
screening tests. The sub-themes that emerged for DRE were ‘unmanly’, ‘rape’, ‘overcoming DRE myth’ and
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‘just something you have to do’ while the sub-themes that emerged for PSA were ‘limited access’, ‘routine’
and ‘not recommended’. In general, participants emphasized the importance of screening in their CaP
journey.

 “Please go get checked. But, um, I-I-I feel that it’s necessary, I mean, ‘cuz, again, if you don’t have those
symptoms, then you won’t know like me. I didn’t have symptoms. My prostate wasn’t enlarged. Um, okay,
my prostate wasn’t enlarged. Um, you know, I wa—I didn’t have no, you know, bleedin’ nowhere, none of
that, none of the above, no-nothin’. So, you—gettin’ screened is very, very important so you’ll know.”
[Participant 1086]

“I’m a bit confused, because there’s some recent literature that was made available to me that said that
some scientists are now questioning the value of the PSA test and say really it’s not what it’s supposed to
be. He got a false reading from it, so I don’t know. I’m just confused.”  [Participant 2018]

 “I was discussing with my mechanic, bending down for a doctor to stick their hand in your anus to feel it
whether it’s smooth or it’s not rape … They just are examining you, your prostate, and if it is smooth then
they don’t need to do anything, �ne.” [Participant 355]

“In the beginning, I realized, you know, the screening portion, uh, it was scary. You know, all you hear is,
when you hear the word prostate cancer you hear, uh, you didn’t hear white guys dying. You were hearing
the Black man disease, or the blacks dying at a higher rate because of stats saying they’re not getting
medical treatment, they’re getting diagnosis late, or they’re not adequate getting medical care. Those were
the things I heard. Did I know anything about the disease? No. You just seen public service
announcement: Black mens are dying from prostate cancer, you know, at a higher rate from their White
counterparts.” [Participant 2039]

“Um, maybe it—maybe it's—again, because of the fact that we're just very reluctant—in ______ there's a lot
of pride, so when you talk about goin' and somebody stickin' their—their �nger in their rear end and so
forth, it's—you know, those men are—they're so macho, they're not—they're—they're tryin' not to—to go
there. Whereas, uh, in this country you're a little bit more educated and realize that this means life. And so
I think that's what it is with the Caribbean islands, especially Jamaica. Um, those—those men down there
are just a little bit too macho for their own good”. [Participant 866]

The role of physicians and wives as cue for screening action was also highlighted by participants.
Additional themes were the importance of annual physical to facilitate screening, procrastination that
delays screening, symptom interpretation and temporal orientation. On symptom interpretation,
participant 1086 stated - “Also pay attention to, um, you-your-your go—your bathroom use, you know, how
often you wakin’ up at night. Does it feel like you completin’ your urine, um, stuff like that? And-and if that
PSA level is going up, then go get checked”. Temporal orientation [17,18] is de�ned as an individual’s
perception of time as being in the past, present or future. Blacks have been noted to exhibit present
temporal orientation. The implication in terms of health is that prevention and screening activities are
limited when there are no symptoms.
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“I basically ignored it for almost 8 years. I basically just ignored it because my life was normal. Doctor
told me that my prostate was enlarged, but that was not a problem. I went on television and saw they had
prostate pills so I ordered some of those thinking yeah take the pills and everything’s gonna be �ne. And
everything was �ne! I was not sick. Didn’t feel any way ill. So my life was normal, there was nothing
abnormal about my life except when I went to the restroom to urinate sometime and it was slow, but that
was it I thought it was no big deal. So your PSA count is high? What does that really mean? It meant
nothing to me because it was not affecting me in any way”. [Participant 1881]

“And the thing [the doctor] would tell me on the PSA, ‘Well, you—you need to check with urologist. You
need to go ahead and have this checked out.’ And I would say, "Okay. I'll do it.’ Never—never did it. Never
did it. I mean this went on for, like, two or three years. Just never went. No big deal. I mean I was havin'
trouble urinatin' at times, uh, but it was—I thought it was no big—you know, it was nothin' to get alarmed
about”. [Participant 1881]

For CaP diagnosis, the men’s discussion revolved around treatment decision and outcomes. The need to
be comfortable with the physician at the time of diagnosis, emotional support, and time to re�ect on
diagnosis were key themes. A crucial point for all the men within the CaPCaS process is the Point of
Prostate Cancer Diagnosis (PPCD) [19,20]. As part of the CaPCaS process, we found that Black men
come to the PPCD with different emotions and different experiences. The different PPCD emotions
include shock, hope, fear, resilience, need for immediate action, acceptance, religiosity / faith and the will
to live. Additional factors identi�ed at the PPCD were denial, cancer fatalism, disbelief, and thoughts
about impact of disease on manhood. Participants also expressed the need to be comfortable with the
physician, the need for a second opinion, the need for emotional support and the time to re�ect on their
diagnosis at the PPCD. Faith and the will to live emerged as coping mechanism during CaP diagnosis
phase. Some of the comments by the men were:

[Biopsy scare, Participant 1086] “I mean, biopsy is tough. I’m gonna tell you right now. It’s-it’s a tough
muster. It’s tough, but it was necessary”. 

[Spirituality, Participant 1086] “I mean, um, it—put it in the hands of God, really, you know, and-and-and,
um, let him lead you”.

[PPCD Support, Participant 2039] “And I found it is good to take someone with you who’s been through it,
even if they sit there and don’t say nothing. That’s somebody who, when the doctor tell you, “You got
cancer”… When they told me, I didn’t hear him. I didn’t hear him! My wife was in there when the man said
cancer. Everything after that sentence I didn’t hear. So my point is, you take someone who’s going to hear
what they say so they can repeat it to you when you get away and get your mind back and say ‘What did
they say?’ They can repeat it to you because you’re gonna miss – I don’t care who you are. Once that
doctor says ‘it came back positive and we gotta do this’, your mind goes everywhere except listening to
what that cat say. And then when you �nally listen, your mind is so screwed up on ‘am I gonna die? How
bad is it? Are you gonna lose your friend?’”.
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[Sharing diagnosis, Participant 2039] “On Christmas Day, I said ‘Mom, I got something to tell you’. All the
family was here, so I said I got to tell the family. So I made an announcement that I was diagnosed with
prostate cancer. They knew I had been sick, having some problems, but they did not know why. So I had –
we was all at my house at the table and I told my mom, I said, ‘Mom, I got diagnosed with cancer, prostate
cancer’ and -- you think the room go quiet, everybody go hush -- but then my brother -- he’s 2 years older
than me -- he was here. He came to the table and said, ‘Mom, I got something to tell you’. Now you got to
understand this was a festive occasion, but this was when all the nieces, nephews, brothers, sisters,
wives, everybody here. Now he came to the table, ‘Mom, I got diagnosed too’. And when he dropped the
bomb, it was more or less ‘I didn’t know you had it! I didn’t know you had it!’ And it goes back to this thing
where we keep it all to ourselves, but he took the opportunity to share with the family. And the thing that
made it all ironic -- I said it earlier and I’ll say it again -- we both went through it. We both was able to
compare notes, you know. I didn’t really get into it because of him, but we talked, we passing in the wind.
I’m at the treatment center in the morning, he got off of work, he in the evening.”

For the CaP treatment phase, the importance of information processing, help seeking, shared-decision
making with a physician, support, perceived control, provider communication, positive outcomes and
learning from the experience of other CaP patients/survivors emerged from the interview data. In addition,
provider bias and adverse effects were identi�ed. Participant 1086 justi�ed his choice of surgery as “I just
wanted it outta me. I wanted the cancer outta me” and he was “100 percent satis�ed with my decision”.
Trusting the physician was clearly expressed:

“I ain't got no family here in ____with me, so I 'pend on my—on my—my doctor, which I had ever since I had
—I been going to this doctor ever since I’ve been for 15 years cuz, you know, you—you—you—you know, we
close, and he always—you know, if somethin' come up, he always tell me, you know, "Let's go and check
this out," or "Go—let's see what this is about" or—you know. And I go ahead and do it”. [Participant 798]

“The advantage of having home boy or home girl as your doctor— ...-is that you speak the same
language. On weekend, you can go to their house and ask free questions which you don't pay for”.
[Participant 355]

Another theme that came across clearly was the need for second
opinion:
“Um, I was disappointed with the, um, original urologist who I went to see, um, primarily because after he
diagnosed the cancer and—and told me, um, you know, the severity of—of—of how much it had spread,
uh, he gave me only one option, and that was radical surgery. Um, when I asked him about other forms of
treatment, he sort of dismissed the question, uh, and led me to believe that the only treatment that was
available to me would be the radical surgery. Um, I didn't necessarily agree with that, and so—[clears
throat]— I did some additional research, talked to some other urologists, um, and decided to actually
change urologists, uh, to a different urologist, who would provide either type of treatment that I decided
that I wanted. I decided, um, to go with radiation therapy and seed implant, uh, mainly because I felt that
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it would be the safest, uh, procedure, um, and have the least, um, negative effects, uh, on my life”.
[Participant 449]

The decision-making process and outcomes were clear drivers of
CaP treatment:
“You have to come to a decision …it is a life or death decision”. [Participant 1086]

“You are somewhat ba�ed -- I mean, here is something that you have not experienced before. You do
want to make the right decision. Uh, the way I was set up was I had, uh, doctors from different areas of
treatment to, uh, talk with me. There was a surgeon, there was an oncologist, and there was, uh, one other
person that, uh, did uh… The urologist, yeah. So all of them will, uh, talk with you -- and of course, they
have your history in front of them -- they will try to help you make the right decision. However, uh, Surgeon,
of course, he’s promoting surgery, and, uh, the oncologist gives you other options. The �nal analysis is
kind of left up to you depending on, uh, your family history or your state of health”. [Participant P001]

“You take anybody word that’s in a white coat. Now, I don’t take nobody word just from my experience --
not to say that I know everything. I’m saying by my experience on misdiagnosis, different side effects –
it’s important when somebody tell me “now you got this,” I want to know how is this going to affect me
down the road. Am I going to be better or am I going to be worse? If I’m going to be worse, then why am I
doing this? When I don’t understand -- what I want people to understand is, when you don’t understand
something, don’t leave the o�ce like I did. I left the o�ce in the �rst couple of years -- this is my fourth
year -- the �rst two years, I just do whatever Joe Blow or Mary Ann say, I thought it was God. Now, in these
last two years, I’m not taking it anymore. I’m’ asking the questions because the quality of life is what you
want to know. How is my quality of life going to be better with the decision they say you need?”
[Participant 2039]

Support and positive attitude were expressed as being helpful:
“I knew I had to have a positive attitude about this because it had been explain to me that the more
positive I was, uh, the more successful our treatments would probably be, so I had to have a very positive
attitude with what was going on with me”. [Participant P001]

“My family was involved with me through the entire process. I explained everything that was going on
with me to them. And I was, uh, blessed enough to have a doctor—one of my daughters is, uh uh, has a
doctor of pharmacy. She's a Pharm. D, and she was very helpful with me, uh, in explaining the process
and telling me why they were doing this and why they did that and and the other. So, uh, family
involvement was very important. I kept them involved, uh, in what was going on with me. However, I did
not require them to transport me to and fro. Uh, I could do that on my own”. [Participant P001]

If there is one primary thing that is clear in the CaPCaS process, it is that “there is no stupid question”:
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“One of the things that I found out now is it ain’t no stupid question. You ask and you ask and you ask till
you get the answer. I found out they don’t like it, but I make it clear to them I don’t understand. Can you -- I
have a tendency to tell the doctor “Can you talk down to my level and say it in English?” And they’ll laugh
at it -- you make a joke of because one we have a tendency -- we don’t want to upset the doctor, we don’t
want to offend the doctor, we don’t want to get a second opinion. Here’s the problem: it’s your damn
health. You can’t worry about offending them. There’s only two options: they say “I don’t want to see you
no more” or “I’m going to refer you to another doctor.” At the end of the day, you must ask those
questions. If you don’t -- I repeat it again -- if you don’t understand something they saying, you raise your
hand. “Excuse me sir, I know you done said that.” I say, “Help the old dog out. I don’t understand. Can you
bring it down a little?” They be like, “Mr. So-and-so, you crazy.” I break it down to them. I understand -- I
want to know how this will affect me. When I talk to someone in the street, I tell them you don’t want
nobody to talk above you or act like they know everything. When I talk to my friends or church members, I
tell them the same thing. When you go, I tell them what to ask, what I been through, don’t be afraid to ask
no question because it ain’t no stupid question. The doctor may say, “I explained that two or three times.”
You getting offended? This is a decision that can have very bad, uh, very bad decision on you and your
family if you don’t make the right health decision”. [Participant 2039]

Post-treatment CaP survivorship generated a lot of discussion among the CaP Black survivors. CaP
survivorship was discussed in terms of side effects and decisional regrets. One of the key themes that
emerged is the need for lifestyle change in terms of secondary prevention. The men also discussed
challenges they experienced during survivorship, including dealing with treatment side effects (such as
impotency), continuous monitoring (especially for recurrence) and dealing with depression. Decisional
regret was linked with unrealistic expectations provided by the physician.

“My physician told me, “Okay, 6 months to a year, you’ll be back to normal.” That’s what he told me. “6
months to a year, you’ll be back to normal.” He kept preaching that, he didn’t tell me anything different. He
told me [emphasizes] 6 months to a year you’ll be back to normal.” So when I, when I went into surgery, I
went into surgery with that in mind – “Hey doc, in 6 months to a year, you’ll be back to normal, okay, and
you won’t have that problem.” [It’s] still ongoing. It’s almost 5 years, and it’s not back to normal”.
[Participant 1881]

As expected, the adverse outcomes arising from treatments
presented some challenges for the men during survivorship:
“Well, number one, you've always been in control of your toolbox. You know? So you're gonna have to
learn how to walk all over again. And there's a 90 percent chance, I will tell you—they say 50/50. I will tell
you a 90 percent time that it might not come back, and so you're gonna have to use—there's times when,
you know, it would come back on its own. When we gonna have sex, it would go up on its own, but it
doesn't sustain. Most of the time it would go up on its own, but it might not sustain. But one of the things
that have helped us is the pump”. [Participant 866]
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“Well, one of the side effects is that, uh, that the radiation, the constant radiation in that area tends to
weaken certain muscles in that area, okay. So you have to be careful. When you—you have to make sure
that when you—when you leave home that everything that you needed to have done before you left home,
do it. You know”. [Participant 329]

“The incontinence—yes, it does weigh on you because, again, we're men, and we don't wanna go around
knowin' that we have to be wearin' Pamper and all of that. Now get this. When I came out, they—the
doctor said that I had to be out of work for six weeks. I had the bag on my leg and so forth or whatever,
and after two weeks I went back to work with the Pamper. And the reason why is because, again, I ran a
business and so forth, and I—I had to be there just to make sure that I had a business when I came back”.
[Participant 866]

The need for helpful information on CaP survivorship as well as ability to connect with other Black men
who have undergone the same experience were noted to be helpful in the survivorship phase.

Also crucial to understanding the CaPCaS process are the crosscutting factors identi�ed by participants
and listed at the bottom of the model. These factors emerged as themes across the CaP care continuum
and include family history of cancer, information seeking, acculturation, locus of control, self-e�cacy,
con�icting interests, health literacy, knowledge, comprehension, access to care, patient-provider racial
concordance, patient-provider relationship, spirituality, stigma, positivity and social support. It appeared
that provider communication style (paternalistic versus shared decision-making) impacted participants’
relationship with their providers. The phenomenon of locus of control emerged multiple times as
participants struggled with control while going through the process.

“After I was diagnosed and the treatment decision, it was in the beginning, it was left up to the doctors.
You basically take they word on what you should do with your body. I didn’t have much input. I had guys
that say you “need to do this, you need to go over here and do that” and what I’m saying is, today, now
that I took control of what I think is best for me as far as treatment, it’s important to me -- I don’t know
about everyone else, but it’s important to me -- I am making sure when someone say “we going to do this,”
I’m asking the question, “Okay, if you do this, what is the success rate? If you do this, how is this going to
give me a quality of life? Is this going to better off doing this procedure or am I going to be worse?” It’s
very important in my life now to be able to ask those questions. I didn’t ask in the beginning. If I asked
those questions in the beginning, I promise you I wouldn’t be going through half of the stuff I’m going
through now. It was a lack of knowledge, not being able to have input or info”. [Participant 2039]

Also of primary concern is access to care, especially in terms of
health insurance:
“And I think—but I was guided—I think I was led that way by—by options that were not viable, that were
not given to me with the—once again, it was the policy beginning to lapse, not bein' renewed, not knowin'
whether or not I'm gonna be able to get insurance to—to follow through on that. And so there's an urgency
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situation here as well. "I gotta get up under this before that policy lapse and get this done." [Participant
1881]

Discussion
Our �ndings con�rm some of the factors previously noted in the literature. Similar to our �ndings, lack of
CaP knowledge, beliefs about CaP, and cultural norms associated with mistrust of the healthcare system
were linked to screening [21,22]. A mixed method longitudinal study of 277 Black men found that nearly
half (44.8%) of the participants were not aware of the PSA, and approximately 27% had not heard of the
DRE [23]. Lack of knowledge was often attributed to a lack of culturally appropriate health messages
[21,23-25]. Additionally, greater levels of knowledge were associated with lower decision con�ict and
greater likelihood of talking with their physician about CaP testing [25,26]. Another qualitative study
which conducted individual focus groups with men and their signi�cant others found that female
signi�cant others were seen as key motivators for men to be screened [28] . Also similar to our �ndings,
CaP testing and treatment have been reported as a threat to men’s sense of masculinity [29]. Informed
Decision Making (IDM) or Shared Decision Making was a recurrent theme in our study and has also been
documented in the literature. Interventions that explored IDM, found that men were more likely to talk to
their physician about CaP after receiving some form of health education [27]. Church led interventions
were identi�ed as having great potential to increase informed decision making among men [30]. Similar
to the impact on screening, the presence or absence of a spouse at consultations also had implications
for men’s engagement with healthcare systems [31]. 

Overall, the CaPCaS model summarizes factors of signi�cant importance to Black men across the CaP
care continuum. For the numerous Black men who receive a diagnosis of CaP, their lives change
dramatically as they go through the CaPCaS process. Although, each man’s CaP journey is unique to him
and never the same with any other man, the ability to connect with others and learn from others who have
gone through the same diagnosis is often referred to as “medicines that doctors cannot inject and cancer
cannot defeat”. The themes identi�ed for each of the CaP care continuum factor (prevention, screening,
diagnosis, treatment, survivorship and advocacy) as well as the crosscutting themes provide critical
information that can be targeted to support Black men. For example, we found that the point of diagnosis
is a crisis point for Black men and a critical point for intervention. The PPCD experiences of Black men
provide information that can be used by physicians to prepare for their PPCD consultation with Black
men as well as develop a support system for Black men.

Conclusion
The Florida CaPCaS project represents a major investment to address the health disparities and
increased burden of morbidity and mortality of Black men diagnosed with CaP. The primary limitation of
the study is that we were able to recruit only one ABBM for the study. This is because the cancer registry
data, which was the primary source for participants lack data on the country of birth of patients. As has
been consistently documented by our research group, there is signi�cant within-group differences among
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Black men [21,32-34], which has unique implications for addressing the problem of CaP disparities in
Black men. Future studies need to increase the representation of Black immigrants/foreign-born Black
men in CaP disparity projects.

The CaPCaS model is an explanatory model of CaP care and survivorship factors among Black men and
will need to be validated in future studies. Once validated, it will foster better understanding of behaviors
associated with better CaP outcomes in Black men. In addition, it will provide evidence for the design of
culturally responsive, tailored, targeted, and sustainable intervention programs to educate and improve
the CaPCaS process.
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Figure 1

Prostate Cancer Experiences of Black Men: The Good, The Bad and The Ugly The experiences of the
Black prostate cancer survivors across the prostate cancer care continuum were categorized into “the
good”, “the bad” and “the ugly”.

Figure 2
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The Prostate Cancer Care and Survivorship (CaPCaS) Model A Prostate Cancer Care and Survivorship
(CaPCaS) model was created representing the trajectory of prostate cancer prevention, screening,
diagnosis, treatment, survivorship, and advocacy.
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