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Abstract

Background—African-Americans (AA) who experience a first time stroke are younger, and 

have double the stroke rate and more post-stroke complications than other Americans.

Objective—To assess perceived post-stroke care barriers among younger AA men and their care 

partners (CPs) in order to inform development of acceptable and effective improvements in post-

stroke care for this high-risk group.

Methods—Ten community-dwelling AA stroke survivors and 7 of their care partners (CPs) 

participated in focus groups and advisory board meetings. Survivors had stroke or transient 

ischemic attack within one year and a Barthel ADL Index >60. In focus groups, using a semi-

structured interview guide, survivors and CPs identified self-perceived barriers and facilitators to 

post-stroke care. Thematic analysis of session transcripts and the constant comparative method 

were used to generate themes.

Results—Survivor age ranged from 34 to 64. Mean Barthel was 95.5. CPs, all AA women, 

ranged in age from 49–61. CPs were 5 wives, a fianceé and a niece. Participants cited multiple 

personal, social, and societal stroke recovery challenges. While hypertension and smoking risks 

were acknowledged, stress, depression, PTSD, anger/frustration, personal identity change, and 

difficulty communicating unique needs as AA men were much more frequently noted. Facilitators 

included family support, stress reduction and dietary changes.
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Conclusions—Younger AA men and their CPs perceive multiple post-stroke care barriers. 

Biological risk reduction education may not capture all salient aspects of health management for 

AA stroke survivors. Leveraging family and community strengths, addressing psychological 

health, and directly engaging patients with healthcare teams may improve care management.

Keywords

stroke; transient ischemic attack; African-American men; recovery

INTRODUCTION

Stroke is the leading cause of disability, third leading cause of death, and one of the most 

resource-intensive diseases among Americans. African-Americans (AA) have a stroke rate 

nearly double that of Euro-Americans (EA), and AA who experience a first-ever stroke are 

younger, have greater stroke disability, more post-stroke complications, and slower recovery 

compared to EA. Age-adjusted stroke mortality rates are 43.7 percent higher in AA than in 

EA men.1–5

One-quarter of U.S. strokes each year are recurrent events.6 Recurrence risk increases over 

time, and one in four stroke survivors will die of a recurrent stroke.7 After a TIA, the risk for 

future strokes increases 12-fold.5 Interventions to control risk factors (e.g. hypertension, 

hyperlipidemia and diabetes mellitus) and make behavioral modifications (e.g. smoking 

cessation, dietary changes, weight loss, exercise and stress management) can drastically 

reduce recurrent stroke risk2 and improve health outcomes.3 Unfortunately, AA may have 

low stroke risk factor awareness and low use of risk reduction therapies.,4,8,9,10

Given the disproportionate burden of stroke, healthcare approaches that will improve health 

outcomes and reduce future risk in younger AA men who have had a stroke are critically 

needed. Improving post-stroke self-management may enhance health outcomes for AA 

men,11–15 but additional information is needed on salient and potentially modifiable barriers 

to inform the development of acceptable and effective interventions and reduce health 

disparities.

To address this need, we conducted a qualitative analysis of barriers to stroke care and 

recovery in younger (< age 65) AA men who have experienced a stroke or transient 

ischemic attack (TIA) as part of a larger National Institute of Health (NIH)- funded study to 

develop and pilot a nurse and peer led self-management intervention for AA men 

(R21NR013001-01A1 PI Sajatovic).

METHODS

Study Design

We used focus group methodology to collect data from homogenous groups of individuals 

using a predetermined structured sequence of questions in a focused discussion. According 

to Kreuger,16 focus groups are an appropriate strategy for learning the vocabulary and 

discovering the thinking patterns of the target audience, as well as for discovering 
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unanticipated findings and exploring hidden meanings. It has the further advantage of 

guiding the design of health education and promotion programs for high risk groups.17–21

Sample and Setting

Ten AA survivors of ischemic stroke or TIA were enrolled within 12 months of discharge 

from an acute stroke program or within 12 months of Emergency Department/physician visit 

for TIA. Additional inclusion criteria were: self-identified AA male; age < 65 years; planned 

or recent home discharge; and Barthel Index (BI) score of > 60.22–24 Having an available 

care partner (CP) was preferred but not required and we enrolled 7 CPs. We recruited these 

community dwelling participants from a tertiary care medical center acute stroke unit, local 

primary care clinics, specialty stroke care programs as well as locations such as public 

libraries and senior centers.. The study was approved by the University Hospitals Case 

Medical Center Institutional Review Board (IRB) and all participants provided written 

informed consent.

We held the Focus groups in the evening in a small conference room of the participating 

institution and a light supper was served. A moderator (MS) facilitated focus group 

discussion using a semi-structured interview guide. Two facilitators (CB, AP) recorded 

observations regarding group dynamics and monitored the recording equipment. Although 

the moderator and facilitators were not race concordant with the focus group participants, 

they possessed extensive expertise in focus group methodology and work in health 

disparities research.

Participants were explicitly encouraged to express themselves openly without concern for 

whether other group members agreed with their opinions. We noted that the addition of CPs 

provided a more dynamic, interactive approach to the discussion and enabled the men to be 

more forthcoming about the issues being discussed. A debriefing session between the 

moderator and facilitators was held after each focus group session to provide an opportunity 

for sharing first impressions, summarize key findings, and compare each session with 

previous ones. Focus group sessions (3 in all) were conducted until little new information 

was provided.16 All focus group participants later joined a representative Advisory Board to 

help refine a stroke intervention for AA men that was part of the larger NIH-funded study.

Qualitative Data Collection and Analysis

During the focus groups we explored personal, family, and provider factors relevant to post-

stroke care among AA men and their CPs. Additionaly, we elicited perceptions regarding 

barriers to addressing American Heart Association/American Stroke Association(AHA/

ASA) modifiable risk factor reduction 25 as well as barriers to overall recovery

All focus groups were audio recorded and transcribed verbatim. Debriefing sessions among 

study staff after each focus group were also audio-recorded and transcribed. Transcript-

based methodology26,28 was used for data analysis. We used a thematic content analysis 

approach, encompassing open, axial and sequential coding, and the constant comparative 

method to generate constructs (themes) and elaborate the relationship among constructs.26,27 

Three qualitatively trained investigators (CB, MS, JC) independently coded each transcript 

to ensure consistency and transparency of the coding; discrepancies were resolved by 
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discussion. We then constructed a coding dictionary with mutually exclusive code 

definitions. Coding structure was reviewed after a preliminary analysis of a sub- sample of 

transcripts, and the dictionary was refined through comparison, categorization and 

discussion of each code’s properties and dimensions.28 Significant statements and themes 

attached to the codes enabled identification/characterization of perceived barriers. Coding 

and analysis results were presented to the focus group members at an advisory board 

meeting where they were invited to critically evaluate and comment on the findings.29

RESULTS

Sample Characteristics

Stroke/TIA Survivors—Mean age of the stroke/TIA survivors was 53 (range =34–64). 

Seven had an ischemic stroke and 3 had a TIA. Mean Barthel index was 95.5 (SD=7.6). 

Education levels included post-graduate (n=1); college (n=1); some college (n=1); high 

school (n=5); and some high school (n=2). One of the men was employed full-time; three 

were retired and six were unemployed.

Care Partners (CPs)—All CPs were AA women, mean age 54 (range=49–61. Five CPs 

were wives, one a fiancée and one a niece. Education levels included post-graduate (n=1); 

college (n=2); some college (n=1); and high school (3). Two were employed full-time; two 

were retired; and three were unemployed.

Transcript based analysis generated three major domains of barriers to care and recovery: a) 

Personal Level Barriers, b) Family/Community Level Barriers, and C) Provider/Healthcare 

System Level Barriers.

Personal Level Barriers

Table 1 shows themes, descriptive codes, and illustrative quotations emerging from Personal 

Level Barriers. We classified these barriers into the five categories that reflected the 

personal issues that our respondents faced in their recovery: Psychological, Knowledge, 

Lifestyle, Functional Impairment, and Self-Identity.

Psychological Barriers

Stress: Stress was a commonly identified psychological barrier. One participant identified a 

very stressful day as the direct cause of his stroke, “I was in a lot of stress the day before I 

had the stroke. I had to coach football, and then had to rush to pick someone up at the 

airport and my car broke down,” (Respondent P1).

Some respondents felt that just being an AA man was stressful, “I think a lot of stuff is 

dealing with stress and social issues. I don’t drink, I don’t smoke, but that’s not out of the 

norm. So, once again that leads us right back to the stress issue. When you start talking 

about stress and African American men, the stress got to be at least 75 to 80 percent of why 

we even had a stroke.” (Respondent P6). Another participant felt that stress related to his 

race and environment led him to be paranoid and isolated, “I wanted to say mine is more 

paranoia, like if I walk out of here and I know I will be afraid of getting robbed, or different 
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things like that. And then I’m already going through this situation with my health and I have 

to watch constantly where I’m going outside.” (Respondent P9). Others felt that black men 

got only negative attention and information on stroke risk factors for AA men was lacking.

Anger and Frustration: Many voiced anger and frustration at the disruption of their lives 

since the stroke, “It’s really frustrating. I played basketball a lot and now walking stairs 

kills me!” (Respondent P4). One man’s CP noticed that her kind and loving relative’s 

personality had changed: “There are some things, anger, that I’ve seen out of him that I’ve 

never experienced before, and it shocked me!” (Respondent CP5)

Some participants expressed strong feelings of frustration about lack of efficacy of 

treatments for stroke risk factors: “ How many blood pressure specialists do you think I been 

to since I’ve been first diagnosed at 28? It’s 20 years now and I still don’t have it under 

control!”(Respondent P6)

Depression/PTSD: Depression and re-living the stroke experience were also cited as 

psychological barriers to recovery. Some individuals described post-traumatic experiences: 
“when my husband first had his stroke that’s all we thought about, why did it happen to 

him? I would come home some nights and he would be so depressed. In the beginning he 

was very emotional. I mean his emotions would go from one extreme to the next and he 

wasn’t that type of guy. He would re-live what happened to him for a good year.” 

(Respondent CP2)

Knowledge Barriers

Risk Factors and Stroke Terminology: Many also cited lack of knowledge about 

cardiovascular risk factors and stroke-related medical terms as barriers: “The term, TIA, I 

never heard of that until I came here to this group.” (Respondent P6). Some individuals saw 

no connection between stroke and cardiovascular disease, “I’m thinking heart is one thing 

and stroke is something else.”(Respondent P9).

Medications: There was also confusion about purpose of medications and dissatisfaction 

due to side effects, “I’m very unhappy about taking 21 pills every day and I don’t really 

know what I’m taking.” (Respondent P9). One CP noted, “He hates taking medication. I 

knew before he came home, boy that’s going to really be something, and I was praying, 

Lord, how am I going to get this medicine down this man because he does not take it?!” 

(CP4)

Lifestyle Barriers—Lifestyle barriers included difficulty changing previous patterns of 

living and relating to others as well as using food, drugs or alcohol in ways that prevented 

recovery. One man, who was in a helping/care-giving profession, felt that his habit of 

always putting other people first was a time and energy impediment to his own recovery, 

“I’m always helping people, and I’m too available.” (Respondent P3). Some stroke 

survivors spoke about their difficulty changing ingrained habits like smoking, “I’m trying to 

wean myself off cigarettes” and drinking “Still drink my case of beer,” (Respondent P8). 
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Adopting a healthier diet was difficult for many, “I eat out all the time at fast food places 

and I’d drink a liter or two of pop at a sitting.” (Respondent P7)

Functional Impairment Barriers—A number of participants reported functional 

barriers, such as diminished motor skills and cognitive problems: “I use his belt to tighten 

his pants because he has trouble buttoning them.” (Respondent CP3,) and “sometimes he’s 

discombobulated and it’s been almost 3 years now?” (Respondent CP4). Problems 

remembering events around stroke hospitalization were particularly relevant for most of the 

men: “I can’t remember most things that happened in the hospital.” (Respondent P2). 

Vision, speech and mobility problems were also reported and were felt to have negative 

effects on stroke recovery.

Self-Identity Barriers—Some saw equating being strong or manly (macho) with 

reluctance to seek medical care as preventing timely treatment of stroke: “The only thing I 

know is I came home from work and went to sleep. I had a stroke and when I woke up the 

next morning, and even though I was having complications, I fought my way through it for 

about 4 or 5 days.” (Respondent 6) In line with this idea, one individual described the 

change in role and perceived identity as a man after his stroke, “I noticed that they don’t call 

me as much to fix anything and I wondered if it’s because I had a stroke, or did they just 

forget to call me?” (Respondent 4) Change in body image was also a blow to identity, “your 

body was normal, and now your body don’t be normal no more…. I’m still trying to deal 

with it.” (Respondent 7)

Family and Community Level Barriers

Table 2 shows themes, descriptive codes, and illustrative quotations emerging from Family 

and Community Level Barriers. These barriers were classified into the two categories that 

reflected family and community level issues that our respondents faced in their recovery: 

Lack of support from family and friends and Care Partner/Family Stress

Lack of Support from Family and Friends—Lack of support from family and friends 

was disappointing and sometimes emotionally devastating, “They couldn’t look at me, 

wouldn’t even come by. Had one friend tell me over the phone, I hate to see you in this 

situation so I don’t come by. I guess the people associate sickness with me!” (Participant 3) 

One man with a long road of rehabilitation and recovery reported lack of family support that 

he felt bordered on the criminal, “I did have some family problems, too. I had people steal 

from me and take from me. Some people thought I was dying and was trying to get me to 

sign over power of attorney.” (Respondent P1)

Care Partner/Family Stress—Family stress post-stroke was difficult to deal with and 

interfered with recovery. Two survivors without care partners lived with frail elderly 

mothers who needed support themselves. One of them also had a young son to care for that 

increased his burden, “He’s bringing me stress, yes he is!” (Respondent P8) Among CP’s, 

stress was very high on the list of the day-to-day challenges they faced in helping their 

family member recover. One CP spoke of her high stress level from living with the fear that 

her husband could have another event: “When he had his last heart attack, it was very 
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different than the first and the second…I was so scared, I just broke down because when you 

go through it the first and second time and the third time you don’t know what’s going to 

happen next. It’s so stressful!” (Respondent CP4)

Another CP spoke about the change in roles that occurred in her family. “I’m his relative 

you know, and me having to bathe and dress him, although I try to make it as light as 

possible, it’s stressful. No man wants a female relative to see him like that.” (Respondent 

CP5). One CP spoke of the frustration she felt in dealing with her husband’s emotions: “I 

find myself really snapping sometimes. It just comes out of nowhere. You don’t want it to, it 

just happens.”(Respondent CP3)

Many CPs noted that they had their own stroke risk factors and sometimes neglected their 

own health because they were burdened with family care issues, “I am also at risk of having 

a TIA or heart attack because I have high blood pressure and diabetes also. So, I lean on 

him, he leans on me. I don’t go to the hospital on a regular basis, but he does and it’s scary 

for me and our children.” (Respondent CP4.)

Provider and Healthcare System Level Barriers

Table 3 shows themes, descriptive codes, and illustrative quotations emerging from 

Provider/Healthcare System Level Barriers. These barriers were classified into four 

categories that reflected provider and healthcare system issues that our respondents faced in 

their recovery: Loss of Identity, Patient/Clinician Relationships, Frustration with Lack of 

Efficacy of Treatment, and Access Difficulties.

Loss of Identity—The loss of identity that can occur in the hospital was described vividly, 

and with great emotion, by one participant, who signed himself out of the hospital against 

medical advice post-stroke, “I said, I can’t be here because they don’t know me, and they 

weren’t trying to know me. They was doing a job, a service job to get me well but I know 

they had a lot of patients, and I was just a number to them. I had to get home to get myself 

better. I have to do it on my own. That was my main goal.” (Respondent P3).

Patient/Clinician Relationships

Distrust and Confusion: While some of the men felt that their doctor was just in it “for the 

money,” others did not even know who to follow up with for their post-stroke care: “I don’t 

know who my primary doc is!” (Respondent P8).

Communication and Frustration: Communication issues such as the provider using 

incomprehensible medical terminology to explain a health condition, and perceived 

indifference to their needs and problems were also identified as barriers to recovery. Other 

barriers were care provider unwillingness to consider or talk about alternative or 

complementary treatments, “I don’t like taking pills so there has to be something else you 

can take. I talked to my doctor about white willow bark and he kind of ridiculed what I was 

talking about (Respondent P2). Some participants felt that their care providers did not 

understand appropriate medications for high blood pressure related to the specific care needs 
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of AA men: “So for the doctors to understand us black males as far as what medication to 

use, what rules to adopt, I don’t think that they know.” (Respondent 6)

Access Difficulties—Difficulty getting appointments, multiple provider cancellations, 

and too-short visits were other perceived barriers to recovery, “I don’t think that my doctor 

has enough time to explain these things, because he runs in the office. He doesn’t really 

have time to talk about different things, and he’s got a waiting room full of people. So he’s 

got to see all those people, so he comes in checks the blood pressure, and then he’s gone. 

And that’s it.” (Respondent 5)

Summary of findings

Results suggest three major thematic domains of barriers. Personal, Family/Community and 

Provider/Healthcare System, each represented by specific categories appeared to affect 

health behaviors and promote psychological distress in AA male survivors of stroke or TIA. 

As noted in our emergent conceptual model (Figure 1), stress was also identified as affecting 

self-management, and was perceived to elevate risk, affect recovery, and make adhering to 

guideline-concordant health behaviors more difficult.

DISCUSSION

Despite stroke care advances, substantial evidence demonstrates that AA recover less 

completely than EA stroke patients.1–5 Racial disparities in stroke are greatest in men and in 

young people8, and younger AA men with stroke have much to lose with respect to future 

employment and social role. Current evidence-based guidelines for the prevention of stroke 

recurrence 25 recommend management of specific modifiable risk factors such as 

hypertension, hyperlipidemia and smoking, all of which are disproportionately common in 

AA.

Findings from our study of younger AA men with stroke/TIA identified barriers to recovery 

and stroke risk factor reduction spanning personal, family/community, and provider/health 

system domains is consistent with the McLeroy’s30 Social Ecological Model of health 

behavior. This model posits that behavior, actions, and events are influenced by individual, 

interpersonal, organizational, community and policy factors. Functional status and one’s role 

in personal relationships and the community are significant barriers as are dealing with 

anger and loss. A lack of access or knowledge about local, state or federal service programs 

may deter a stroke survivor from participating in programs that could help improve overall 

health and lessen the likelihood of rehospitalization.31 Care partners and others struggle with 

feeling overwhelmed and stressed, and the social environment and healthcare system are 

often not conducive to helping individuals deal with the multiple levels of care required 

(e.g., medication, doctor’s appointments, getting necessary health information).

This is the first reported qualitative study to inductively identify barriers to stroke recovery 

and prevention among younger AA men and their CPs. Our findings are important in that 

they will inform the development of a culturally sensitive self-management intervention that 

will be pilot tested in Phase 2 of our study. There are, however, some potential limitations in 

our study. Individuals did know that the study was specifically focused on AA men and it is 

Blixen et al. Page 8

Top Stroke Rehabil. Author manuscript; available in PMC 2016 January 21.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



possible that perceived barriers for AA men may differ from the broader populations. This is 

a limitation for stroke risk reduction/recovery broadly, but is a strength of the sample as it 

pertains to potentialy reducing health disparities in AA men. The use of CPs as focus group 

participants could potentially have had a negative impact on the AA men’s ability to be 

honest during the group sessions. However, we found the verbal interaction between the 

men and their CPs promoted open and honest dialogue which led to clarification of themes.

While our small sample size impacts broader generalization to all groups of AA men with 

stroke and TIA, this limitation is offset to some extent by use of rigorous qualitative 

research methods.26,27 The self-report method is direct and versatile. If we want to know 

what people think, feel, believe and experience, the most direct means of gathering 

information is to ask them. This method of collecting data yields information that would be 

difficult, if not impossible, to gather by other means. To increase validity and accuracy, 

findings were confirmed with participants at a follow-up Advisory Board meeting. 31 

Despite these limitations, our findings have important clinical implications for health care 

providers.

Clinical Implications

Timing of intervention and involvement of family—Because AA are more likely to 

be discharged to home after a stroke rather than to rehabilitation facilities that provide 

intensive physical and other types of therapy13, involving spouses and other family members 

in recovery is likely to be particularly important for AA men. Our findings suggest that AA 

men may have poor recollection of care recommendations made around the time of hospital 

discharge. To be effective, recovery efforts will likely need to be implemented after, rather 

than prior to hospital discharge. Even men who had a stroke or TIA up to a year ago 

welcomed information on understanding stroke risk factors and dealing with barriers over 

time.

Acknowledge stress and target stress management and reduction—While 

biological risk reduction strategies are well described in AHA/ASA guidelines25 and 

improve stroke recovery, a primary focus on biomarkers may not fully capture the salient 

aspects of health management for AA stroke survivors. Young AA men in this study 

identified psychological barriers, in particular stress, as critical impediments to good health 

outcomes. While the data is somewhat inconsistent, there is a reasonable body of evidence 

associating stress with multiple health conditions including obesity, diabetes and 

cardiovascular disease.32,33 Manenshijn32 suggested that long-term elevated cortisol may be 

an important cardiovascular risk factor, and it is possible that clinical use of complementary 

and alternative stress reduction therapies could engage AA stroke survivors and reduce 

stroke risk

Post-stroke depression, seen in approximately one-third of stroke survivors, negatively 

impacts recovery. It may be under-recognized in AA men because of gender and culturally-

related factors.35,36 In our sample, both stroke survivors and CPs clearly described 

depressive and post-traumatic stress disorder symptoms that were troubling to both patients 
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and families. Care approaches that “normalize” such symptoms might reduce shame and 

stigma while also making treatment, if indicated, more acceptable.

Reducing isolation and feelings of exclusion—Attitudes towards treatment and self-

management affect acceptance and use of post-stroke care14. Stroke survivors and care 

partners (CPs) who are supported and empowered may participate more fully in post-stroke 

care.37,38 Similar to our findings, others have reported that AA men tend to delay seeking 

medical care until symptoms arise or significantly interfere with their lives.38.39 Our 

participants described feeling under-valued and felt that providers and care teams did not 

understand their challenges and specific issues as AA men. Care approaches that directly 

involve patients in the care process might address these barriers. For example, another 

qualitative study of 13 stroke survivors (85% were AA) reported 3 key barriers to 

recommended post-stroke exercise (post-stroke physical impairments, lack of motivation, 

and environmental factors) and suggested that peer and provider social support may enhance 

AA stroke survivors’ physical activity.12 Consistent with the growing patient empowerment/

consumer movement, involving patients in decision making and embedding patients 

themselves into clinical care teams may promote active and engaged care and could help 

address this important barrier and minimize health disparities for AA men.40

In sum, young AA men with stroke/TIA encounter personal, family/community and 

healthcare system barriers to stroke prevention and recovery. Biological risk reduction 

education may not capture all salient aspects of health management for AA stroke survivors. 

Leveraging the strengths of the family and community, incorporating psychological health 

considerations, and engaging patients more directly in healthcare teams may help reduce 

health disparities for AA men.
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Figure 1. 
Conceptual Model of Barriers to Stroke Prevention and Recovery for African American 

Male Stroke Survivors
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Table 1

Personal Level Barriers to Post Stroke Care and Recovery Among African-American Men (AA) and Their 

Care Partners (CPs) (n =17)

Themes and Categories Illustrative Quotations from Respondents

Psychological Barriers
Stress

Anger/frustration
Depression/PTSD

Shame/stigma

“The top concern is handling stress level, and I heard it mentioned here over and over.” Respondent P2
“I think about it (stroke) all the time; is that normal? I’m flying off the handle more now. I can’t 

concentrate; can’t remember.” Respondent P8

Knowledge Barriers
Stroke terminology

Risk factors
Comorbid conditions

Medications

“What do they mean by diseases of the artery? What do they mean?” Respondent P4
“We found out he had diabetes and high blood pressure. We didn’t know that.” Respondent CP2

Lifestyle Barriers
Life in the fast lane

Smoking
Alcohol

Diet

“One of the biggest things with me is the lifestyle I have; lots of money, big home, cars, and all that.” 
Respondent P1.

“I grew up on soul food all my life and it’s kind of hard for me to change.” Respondent P5

Functional Impairment Barriers
Fine motor skills

Memory
Vision
Speech

Mobility

“I don’t remember staying overnight in the hospital; I can’t remember most things that happened in the 
hospital.” Respondent P7

“My left side is pretty much paralyzed, so I have a hard time getting around or using the whole left side 
of my body.” Respondent P4.

Self-Identity Barriers
Macho men

Changes in body image
Changes in role

“I have always been in good health—I never even had a cold. Now I’m damaged!” Respondent P8
“He’s used to doing things but he can’t do what he used to do, like work, which was important to him.” 

Respondent CP5
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Table 2

Family and Community Level Barriers to Post Stroke Care and Recovery Among African-American Men 

(AA) and Their Care Partners (CPs) (n=17)

Themes and Categories Illustrative Quotations from Respondents

Lack of Support from Family/
Friends

“But see I grieved for many different reasons. It wasn’t just because of the stroke only. I grieved to see 
how people leave you when you’re distressed,. Not one soul showed up, and I helped many people.” 

Respondent P2

Care Partner/Family Stress
Frustration/Fear

Care partner risk factors
Family interferences

Role Changes

“The caregivers have things too. I have diabetes and high blood pressure. I’ve taken care of him and I 
have a condition with my shoulder. I’m in a lot of pain.” Respondent CP5

“I guess well me and her sometimes, especially with her kids, people try to tell you what to do who 
have no idea what’s going on. We go to them and they try to tell us oh you shouldn’t be doing this, you 

shouldn’t be doing. We try to tell them we can do this, you know. We need to do this. It’s sort of 
difficult. That can really get on your nerves sometimes.” Respondent P9
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Table 3

Provider and Healthcare System Level Barriers to Post Stroke Care and Recovery among African-American 

Men (AA) and Their Care Partners (CPs) (n=17)

Themes and Categories Illustrative Quotations from Respondents

Loss of Identity “So I dressed in my suit and tie one day, and I really realized, that’s when it really hit me, I’m just a 
number here. The doctor and nurses kept coming in and out looking for me but didn’t recognize me 

because I was sitting in the room and they were looking for somebody in a hospital gown. I just sat there 
listening and looking and they was talking, where did he go?” Participant 3

Patient/Clinician Relationships
Distrust of provider

Confusion about provider
Lack of knowledge about black 

male stroke survivors
Poor communication

“Sometimes I think of the doctors as just using us as a paycheck. I think that all the while I smoked I 
didn’t see a lot of effort on his part to say don’t do this or you shouldn’t do that. I looked at it like if 

something happened because I smoked, if I got lung cancer or something like that, that’s a paycheck for 
the doctor. If you get sick who you gonna go see, your doctor, who gets paid, your doctor. If they write a 

prescription for you they get kickbacks on that from the drug companies.” Participant P2

Frustration with Lack of 
Efficacy of Treatment

“And he has high blood pressure and the doctors got him on this medication. He started having tingling 
and numbness in his hands and arms, and he says the medicine seems like it’s not working. So I don’t 
know, everything they do is like they’re experimenting with new drugs and it seems like it’s not doing 

nothing for him.” Respondent CP6

Access Difficulties “Doctor X is always cancelling my appointments. You wait 35 minutes on the phone, and they’re like 
he’s not going to be able to see you for another 6 months!” Respondent P5
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