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Abstract

Introduction and Goal: Stroke is a serious health condition that disproportionally affects 

African-Americans relative to non-Hispanic whites. In the absence of clearly defined reasons for 

racial disparities in stroke recovery and subsequent stroke outcomes, a critical first step in 

mitigating poor stroke outcomes is to explore potential barriers and facilitators of poststroke 

recovery in African-American adults with stroke. The purpose of this study was to qualitatively 

explore poststroke recovery across the care continuum from the perspective of African-American 

adults with stroke, caregivers of African-American adults with stroke, and health care 

professionals with expertise in stroke care.

Materials and Methods: This qualitative descriptive study included in-depth key informant 

interviews with health care providers (n = 10) and focus groups with persons with stroke (n = 20 

persons) and their family members or caregivers (n = 19 persons). Data were analyzed using 

thematic analysis according to the Social Ecological Model, using both inductive and deductive 

approaches.

Findings: Persons with stroke and their caregivers identified social support, resources, and 

knowledge as the most salient factors associated with stroke recovery. Perceived barriers to 

recovery included: (1) physical and cognitive deficits, mood; (2) medication issues; (3) lack of 
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support and resources; (4) stigma, culture, and faith. Health care providers identified knowledge/

information, care coordination, and resources in the community as key to facilitating stroke 

recovery outcomes.

Conclusions: Key findings from this study can be incorporated into interventions designed to 

improve poststroke recovery outcomes and potentially reduce the current racial-ethnic disparity 

gap.
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Introduction

Stroke is a serious health condition that disproportionally affects African-Americans relative 

to non-Hispanic whites (whites).1 For example, African-Americans have twice the risk of 

stroke as compared to their white counterparts.1–3 Additionally, African-Americans are more 

likely to: (1) have a stroke at a younger age2–4; (2) experience a more severe stroke5–7; (3) 

die from a stroke8; (4) and have more poststroke disability.9–11 There is additional concern 

about stroke in African-Americans because although the rate of stroke is declining in the 

United States, the reduced stroke rates are not observed in African-Americans.4

The specific underlying causes of racial-ethnic disparities in stroke incidence and stroke-

related outcomes are not entirely clear. Considerable concerns exist regarding racial-ethnic 

disparities in stroke recovery patterns that contribute to negative long-term outcomes in this 

high-risk population. According to Skolarus & Burke (2015), greater poststroke disability 

among African-Americans relative to whites may be due to differences in recovery occurring 

in 2 distinct recovery periods that occur after initial hospitalization (early recovery and 

community living).12 Therefore, as adults with stroke return to their communities, many 

have plateaued in their recovery and have persisting poststroke deficits. Consequently, they 

are attempting to reintegrate into their prestroke communities but with new poststroke 

deficits. It is tenable then that African-Americans not only return to their communities with 

new poststroke deficits but they also have less improvement during this early recovery 

period. Therefore, they are attempting reintegration into their communities during the 

community living period at a much lower baseline level of function.12 An alternative 

hypothesis is that African-Americans simply have greater decline during the community 

living period.12 Therefore, African-Americans may be experiencing the hypothesized 

decline over a longer time frame because they typically experience their strokes at a younger 

age.2–4 Regardless, a better understanding of the racial-ethnic differences in stroke recovery 

trajectories and subsequently poststroke outcomes is required.

A second key factor believed to contribute to racial disparities in stroke as well as other 

chronic health conditions is the impact of structural racism. Structural racism occurs when 

institutions and their ideologies and processes of care converge to create inequities in health-

related outcomes in racial-ethnic minority groups.13 Racism in itself exists throughout the 

life course and is connected with other systems of inequity.14 The impact of structural 

racism on health outcomes is not simply determined by the functioning of healthcare 
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systems, but also reflects inequities in society housing, education, employment, earnings, 

benefits, credit, and other factors that contribute to inequities that traditionally exist among 

racial and ethnic minorities.15

More importantly, structural racism is not easy to quantify because it is grounded in not only 

the interconnections of institutions that provide healthcare but also in the context of 

historical inequities in healthcare systems, healthcare practices and the aforementioned 

societal factors.15 Yet what is clear, is that structural racism creates a level of risk for racial-

ethnic minorities that is undermining the health of minority populations.16

In the absence of clearly defined reasons for racial disparities in stroke recovery and 

subsequent stroke outcomes, a critical first step in mitigating poor stroke outcomes is to 

explore potential barriers and facilitators of poststroke recovery in African-American adults 

with stroke. Studies of barriers and facilitators related to stroke outcomes have been 

previously explored and have emphasized: stroke recovery and prevention17; adherence to 

secondary stroke prevention18; rehabilitation goal setting19; and community care of persons 

with stroke.20 Yet we are only aware of 1 study that was designed to specifically address 

issues with African-American adults with stroke. Unfortunately, this study was limited to 

African-American men under the age of 65 only17 and has limited transferability.

Although African-American adults with stroke face poor stroke recovery outcomes when 

compared to whites, little published research exists that describes supports and obstacles 

among this population. Therefore, the purpose of this study was to describe poststroke 

recovery across the care continuum from the perspective of African-American adults with 

stroke, caregivers of African-American adults with stroke, and health care professionals with 

expertise in stroke care. The rationale for this study was to identify barriers and facilitators 

to perceived recovery and to use the information to develop culturally-tailored interventions 

for African-American adults with stroke living in the community. We hypothesized that 

using this multi-perspective approach (patient, caregiver, community, provider, health-care 

system) would help to identify the most salient factors critical to optimal stroke recovery in 

this high-risk population and may alleviate some of the disparities occurring among African 

Americans with stroke through future interventional efforts.

The study reported here is part of the Wide Spectrum Investigation of Stroke Outcome 

Disparities on Multiple Levels (WISSDOM) Center, a larger study of racial disparities in 

stroke recovery.21 WISSDOM was developed to bring together a multidisciplinary team of 

scientists to examine disparities in stroke recovery focused on 3 interrelated approaches: 

basic science, clinical science, and population science projects.

Materials and Methods

Design

A qualitative descriptive study design was used for this research, which included in-depth 

key informant interviews and focus groups. Qualitative descriptive design is an interpretive 

approach that is useful for summarizing events and phenomena as they are perceived and 

described.22 All data were obtained from interviews and focus groups which were 
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determined to be the most appropriate approach to elicit information from the 3 respective 

groups of interest (adults with stroke, family members/caregivers, and expert panel including 

healthcare providers, community providers, and community advocates).

Setting and Sample

A purposive sample from the Charleston County, SC area and 3 neighboring counties 

(Dorchester, Berkeley, and Georgetown) was recruited as part of the WISSDOM-CINGS 

protocol to obtain a representation of: (1) African-American adults with stroke; (2) family 

members and caregivers; and (3) professionals that work with adults with stroke in either a 

health care or community context. Participants were excluded if they could not communicate 

in English language. We conducted a series of focus groups which were held in conference 

rooms at multiple community-based sites in the Charleston, SC area. These focus groups 

were conducted in various locations around the Charleston area to improve access from 

areas that are rural and to encourage participation among potential participants who may 

have had difficulty accessing the medical university area. The key informant interviews were 

held at the offices of healthcare professionals at 3 systems in the Charleston, SC area.

Procedures

This study was reviewed and approved by the Medical University of South Carolina 

Institutional Review Board.

If participants agreed to take part in this formative qualitative study, they were contacted by 

study personnel and scheduled for an interview or focus group. Participants were provided a 

copy of the consent form for their review prior to engaging in this qualitative research. 

Following a discussion related to informed consent, questions were answered, and all signed 

an informed consent to participate in the research project (focus groups or key informant 

interviews).

Data Collection

We collected interview and focus group data during Fall and Winter, 2015–2016. Focus 

groups were conducted with adults with stroke (n = 20 persons) and family members and/or 

caregivers (n = 19 persons). Focus groups were conducted among: (1) adults with stroke 

only; (2) caregivers and family members only; and (3) jointly with both adults with stroke 

and family members/caregivers to explore both individual and shared views. Key informant 

interviews were conducted with the expert panel health professionals (n = 10). A series of 

questions designed by the research team (all experienced in stroke care) were used to guide 

the discussion. Focus groups and interviews used the same guiding questions that focused on 

perceived barriers and facilitators to stroke recovery, expectations for recovery, and potential 

targets or strategies to maximize stroke recovery in African-Americans. Sample questions 

included: “What are the barriers or things that interfere or get in the way of and facilitators 

or things that help African-Americans with stroke recovery?” and “What are the 

recommended actions to maximize stroke recovery and quality in African-American stroke 

patients?” Participants were also asked questions about the impact of families and healthcare 

professionals beliefs and attitudes about stroke recovery. Similarly, all participants were 

asked about the influences of the healthcare systems where they received care or about 
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availability to healthcare in the communities where African-Americans with stroke lived 

after hospitalization. Investigators asked probing follow-up questions as indicated to 

encourage clarification and elaboration.

We audio-recorded the discussions and maintained field notes, which detailed observations 

and context. The face-to-face, semistructured interviews lasted approximately 30–45 

minutes and focus groups lasted approximately 1.5 hours each. Prior to the focus group, all 

participants completed a questionnaire to elicit information about their sociodemographic 

characteristics and the stroke survivors and caregivers were administered a self efficacy 

scale. The stroke caregivers were also administered a caregiver burden scale.

Data Analysis

Audio-recordings from interviews and focus groups were professionally transcribed 

verbatim. Initial hand coding was completed by 2 investigators (C.J., S.Q.) using a first level 

approach which focuses on identify distinct concepts and categories.23 Codes were reviewed 

and con-firmed by (G.S.M., C.E.). Transcripts were then uploaded to NVivo 11.4.2 (QSR 

International, Pty, Doncaster, Victoria, Australia), which was followed by second level, line-

by-line coding of text by an experienced qualitative researcher (M.N.). Data were analyzed 

using thematic content analysis according to the Social Ecological Model, using both 

inductive and deductive approaches. A detailed audit trail of decisions during data analysis 

was maintained, which included reflective notes, emergent codes, and sequence of primary 

and secondary coding.24 Analyzed data were compared across investigators and reviewed 

during multiple sessions by qualitative methodologists (M.N. and C.J.) and the primary 

investigator (G.S. M.) for confirmability and trustworthiness of data.25,26

Results

Characteristics of study participants

Participants in the focus groups were primarily African-American (97.4%), female (74.4%), 

and greater than 60 years of age (60.5%). A majority of the participants had income less 

than $35,000 annually (n = 18). Additionally, participants’ years of education ranged from 

less than high school to graduate school. The stroke survivors specifically were primarily 

female, retired, over the age of 60, and had experienced their stroke more than 1 year prior 

to the focus groups and had at least a high school education. The sample collectively 

experienced a range of disabilities ad less than half were able to walk inside or outside their 

homes, exercise or do things like they were able to do before their stroke. See Table 1 for a 

profile of the stroke survivors.

The expert panel included 10 healthcare and community providers with expertise in stroke 

care for individual interviews. The 10-member expert panel consisted of a chaplain, 

psychologist, pharmacist, nurse, physical therapist, vocational rehabilitation specialist, 

physician assistant, and 3 physicians with specialization in internal medicine, family 

medicine, or neurology.
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Barriers and Facilitators of Stroke Recovery – Reports from Persons with Stroke, 
Caregivers, and Health Care Providers

Focus groups for persons with stroke and family members/caregivers were organized for 

participants to provide information related to barriers and facilitators of stroke recovery 

associated with: (1) the person with stroke, (2) the family member/caregiver, (3) the 

community, and (4) the healthcare system and providers where persons with stroke received 

care. A range of themes were identified related to barriers and facilitators to stroke recovery 

by adults with stroke and caregivers/family members. Fig. 1 is highlights the barriers and 

facilitators at different levels (stroke survivor, family/caregiver, community, provider/

healthcare system).

Adults with stroke: Barriers – Adults with stroke identified several perceived barriers to 

recovery including: (1) physical and cognitive deficits, mood (2) medication issues, (3) lack 

of support and resources, (4) stigma and culture/faith. First, persons with stroke reported that 

poststroke depression and an inability to perform everyday tasks due to residual physical and 

cognitive impairment was a major barrier. The complexity of depression was noted to be 

intermittent as well as a consequence of the stroke recovery experience. For example, adults 

with stroke reported that “depression comes in” during the recovery process. Similarly, some 

reported that depression resulted from other factors experienced across the care continuum 

including lack of resources such as insurance, misdiagnoses, or difficulty being diagnosed, 

and were also attributed to common poststroke medications. Depression related concerns 

were also related to “being a burden on the family.” In fact, many participants reported a 

concern about burdening their family members. Alongside depression were issues with 

emotion and attitudes. For example, participants reported being “angry,” “stubborn,” “being 

[in] denial,” and some reported an “expectation for full recovery to prestroke stage” and felt 

depressed when this was not always the case. For example, 1 women who had a stroke 

during the past year stated, “[I] haven’t driven yet. It’s driving me out of my mind because 

[my husband] doesn’t allow me to drive. He takes me everywhere.”

Depression was a barrier that compounded poststroke physical and cognitive impairment. 

Participants with stroke reported needing to “learn how to do everything over again” 1 

particpant, shared “I learned I can’t button my shirt all the way and I’m a minister and I get 

dressed, I just take the tie. Won’t be buttoned, but none of them would know, but I can’t 

button my dress shirt over my pants shared” and yet another gentleman shared “For me I 

think that the hardest thing is to unbutton my shirt-sleeve. It take a long time for me to 

learn.” Communication issues were present as indicated by the participants with stroke who 

noted “[my] speech is not what it used to be” or “[I] can’t stand a lot of noise” and had 

“inability to do prestroke activities” reflective of the implications of physical and cognitive/

communication disability after stroke.

Medication issues also emerged as a barrier to stroke recovery. Difficulty accessing 

medications due to “lack money or insurance for medications” or concerns about taking too 

many medications or “on 22 meds, too many meds” are concerns for adults with stroke. 

Clearly some seem to deviate from medication recommendations as indicated by “not taken 

since daughter went online and found side effects” or making the decision that “meds don’t 
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work” without understanding the impact of the decision while other voiced concern about 

cost and “lack of insurance for meds.”

A third key issue was related to lack of social support and limited resources. Participants 

noted that social support was “less and less as days go by” and there are “little outside 

programs that too many people don’t hear about.” Similarly, participants indicated 

substantial concern with the lack of resources such as being “put in a position where I had 

no choice but to find means” or “lack of at-home services; no one to change a light bulb.” It 

was also noted that there were no or minimal resources for persons with stroke in rural 

communities.

Stigma and culture/faith issues emerged as a perceived barrier of stroke recovery among 

adults with stroke. One adult with stroke reported concern with being labeled a “stroke 

victim” and the “stigma or label being put on a person.” This issue seemed of particular 

concern for a male stroke survivor who noted “[a] man is supposed to show strength and 

here I’m the weak one.” Culture/faith was a noted barrier to accessing care as “African-

Americans go to God first, wait for a response, hence delay in seeking care.” Delays in 

seeking treatment were in combination with a reduced focus on preventive care. Examples 

were shared by a stroke survivor who said “85 percent of African-American men don’t go to 

doctors” or another who noted “Blacks don’t necessarily go to doctors as quickly and as 

often as whites do.”

Adults with Stroke: Facilitators – Identified facilitators included: (1) personal 

characteristics; (2) family/caregiver support; (3) knowledge/information; and (4) 

postdischarge resources. Reported personal characteristics deemed key to poststroke 

recovery included: self-motivation, patience, and faith. Self-motivation was believed to “put 

(me) in a position where I had no choice but to find means” or that the adult with stroke 

“researched and [was] motivated to find resources and programs.” Another participant 

highlighted the importance of patience. He “learned that I had to have patience with myself 

and I use myself as a best friend to myself.” Along with patience, faith was voiced as critical 

to the recovery process. Participants noted “I’m gonna walk with Jesus,” “God brought me 

through,” and “we know that God can take us through anything if we trust in him.” Faith in 

God and the bible were articulated as critical to the recovery process.

Family/caregiver support was another noted facilitator for the recovery process. Participants 

acknowledge being “fortunate to have supporting caregivers” whereas another noted “her 

husband brought me through.” Care-givers were noted critical to providing postdischarge 

care. Knowledge/information emerged as a facilitator to stroke recovery. Participants noted 

needing information about medication and diet that was not provided at discharge. Others 

expressed beliefs that they could have benefitted from additional information about 

comorbidities and stroke prevention. Along with postdischarge information, a range of 

postdischarged services were noted as critical to the recovery process including: (1) respite 

care; (2) rehab, physical therapy, occupational therapy, speech therapy; (3) follow-up care 

and care coordination; (4) family/caregiver support; (5) knowledge/information; and (6) 

postdischarge resources.
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Family/Caregivers: Barriers – Key identified barriers included (1) lack of support and 

resources; (2) lack of knowledge about stroke; and (3) culture/faith. All key barriers to 

stroke recovery reported by family members/ caregivers overlapped with barriers reported by 

persons with stroke. Family members/caregivers noted that social support was “less and less 

help as days go by” or they experienced “lack of support after discharge.” There was also 

concern regarding “programs for stroke victims/family are not disseminated.” Similarly, 

stroke knowledge-related issues were identified by persons with stroke and family members/

caregivers. One family member/care-giver noted “lot of people wouldn’t even know the 

symptoms of stroke” or have knowledge about “risk factors for stroke and stroke 

recurrence.” Other knowledge related problems centered around “misconception about 

stroke,” “medication management,” and limited knowledge among African-Americans that 

may be related to a “tendency not to ask questions.” The final barrier reported was 

associated with culture/faith. Similar to the adults with stroke, time to seeking treatment 

seemed related to cultural beliefs and faith as indicated by “culturally in black families, 

they’re not going to react as quickly to things all the time as Caucasians.” Cultural 

differences in alternative medicine also emerged as indicated by “take home remedies in the 

first place instead of going to the doc (doctor).”

Family/Caregiver: Facilitators – Key identified facilitators included: (1) emotional 

support/patience; (2) resources/support; and (3) knowledge/information. Very similar to 

responses of persons with stroke, family member/caregivers also noted a need for patience 

and need to serve as a cheerleader to the person with stroke. A daughter of a stroke survivor, 

when discussing the need for patience, shared “you have to be a good listener…because with 

[the] slur talking, sometimes you don’t understand what they are saying. A couple of times 

you hear them and then again and again, over and over, you don’t hear.” One caregiver 

reported “I’ve taken on the role of cheerleader and tell him you’re getting better, don’t worry 

about it.” Personal characteristics of compassion, love, caring, and encouragement were 

described as critical to stroke recovery. Caregivers believed resources for care-givers were 

critical including “support groups for care-givers to share and learn” and that it didn’t matter 

if support groups were face to face or not in person. Support groups offered an opportunity 

to receive knowledge/ information for many of the participants. However, 1 family member 

was empowered to locate information and resources on his own and said, “do you[r] own 

research to figure out like how it works.”

Community/Environment: Barriers – Reported community and environmental barriers 

primarily centered upon support. Issues emphasized poor postdischarge care and social 

support. One person with stroke reported, “once you come out the hospital, society doesn’t 

know,” whereas others noted a “lack of programs available.” One senior family noted a 

particularly distressing account of poor social support when she reported “can’t find nobody 

to even change a light bulb.” Environmental barriers also included access to public and 

private buildings in the community. One participant described challenges with accessibility 

as noted by “a lot of things, buildings, you can’t get into them if you have a stroke.”

Community/Environment: Facilitators – Family members and caregivers also discussed 

facilitators to stroke recovery existing in the context of the community. Community-based 
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social supports and resources emerged to promote perceived recovery. A particpant whose 

sister had a stroke emphasized “If they had a support group to help people and have like 

things to show people how long it will take to get certain strengths back and stuff like that, 

that will help the people to understand.” Several participants mentioned the church 

community and described the supportive nature of other members. Persons with stroke and 

their families were encouraged to “thank church members” and “be there for them.” It was 

also noted that supports included both “your peers” and “your environment.”

Provider/Healthcare System: Barriers – Reported barriers associated with providers and 

healthcare systems were related to: (1) limited time for patients and families; (2) mistrust of 

healthcare systems; (3) poor communication; and (4) limited stroke-related information 

provided by providers. Persons with stroke noted “being rushed, half the doctors have no 

more than 15 minutes,” that “staff have no time to listen,” “do not pay attention,” and 

“doctors don’t have time to check medication compatibility.” The reports aligned with 

mistrust of healthcare systems due to “misdiagnoses and lack of attention for 12 hours 

thinking [they were] drunk” and “ambulance people didn’t know I had a stroke.” Others 

noted “hospitals are not backing you” and “doctors give you some stuff (medications) that 

really don’t help. You get the same symptom over and over again.” Similarly, persons with 

stroke voiced concern over poor communication and labeled it as “one of the biggest 

hindrances.” Limited information provided by healthcare systems was voiced as an 

additional concern. Persons with stroke noted “info[rmation] about how [stroke] can change 

your life was not necessarily given” and “they need to give more information to everybody 

as far as the caregiver and the patient.”

Provider/Healthcare System: Facilitators – Persons with stroke identified a need for 

caring providers to facilitate positive poststroke recovery processes. They reported needing 

“quick attention by doctors and quick referral to therapists and appreciated providers who 

listen and spend time with the patient/family.”

Strategies to Improve Stroke Recovery – Reports From an Expert Panel

The expert panel identified key areas they believed negatively impacted stroke recovery 

(barriers) and those critical to improving stroke recovery (facilitators). Key themes emerged 

were related to: (1) the stroke survivor; (2) family/caregiver; (3) community/environment; 

and (4) what providers and healthcare systems might do better to improve stroke recovery. 

Refer to Fig. 1 for a visual depiction on perceived barriers and facilitators among the expert 

panel.

Persons with stroke: Barriers – The expert panel reported that adults with stroke who 

lack knowledge about stroke risk, stroke risk factors, and medication management 

contributed negatively to stroke recovery outcomes. Regarding medication management 

specifically participants noted: (1) lack of resources to purchase medications; (2) 

medications not being filled or picked up; (3) medications not being taken; and (4) not 

willing to accept how they made the person with stroke feel. Other barriers were related to 

resources: limited transportation for follow-up visits, inability to purchase quality foods, and 

loss of work and insurance. Finally, providers noted that negative attitudes and beliefs were 
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detrimental to the recovery process. Specific examples included: (1) being angry and not 

willing to adapt; (2) giving up and isolating themselves; (3) fatalism; waiting to die; (4) 

feeling ashamed about aspects of the disability; (5) dependence of religion; and (6) 

premorbid attitudes. Facilitators – In contrast, the expert panel reported that established 

prestroke medical relationships, coordinated medical care, and availability of postdischarge 

services were critical for poststroke recovery. Postdischarge services that were primarily 

emphasized focused on poststroke rehabilitation and coordinated postacute care services.

Family/Caregiver: Barriers – The expert panel reported that stroke survivor’s family/

caregivers lack of long-term planning, lack resources for respite care, and their inability to 

assist patients with activities of daily living (ADLs) were detrimental to the recovery 

process. Specifically, the panel participants noted family members/caregivers often need to 

remain employed, although they were simultaneously needed to assist the person with post-

stroke disability, which was a negative contributor to the recovery process. Other concerns 

included potential abuse and limited attempts to verbalize needs of the adult with stroke. 

Facilitators – Similar to facilitators at the individual level for persons with stroke, the expert 

panel primarily emphasized the need for community support, respite care, and organized 

care services postdischarge.

Community/Environment: Barriers – The expert panel noted limited funding for 

community services, fragmented community services particularly for travel, and 

underestimation of the contribution of churches to patients with stroke as key contributors to 

negative post-stroke recovery. Facilitators – Key facilitators of stroke recovery identified by 

the expert panel included: availability of transportation (e.g., shared ride services) and ability 

to obtain needed environmental modifications such as ramps or assistive technologies as 

critical to post-stroke recovery outcomes.

Provider/Healthcare System: Barriers – At the provider/healthcare system level, the 

expert panel identified limited time to work with stroke patients, poor patient-provider 

relations, and limited finances as key negative contributors to stroke recovery. Physicians, in 

particular consistently voiced concern with an inability to spend enough time to build 

relationships with patients and a poor understanding of the impact of patients’ finances on 

their decision-making process. “I get this cross-section of what it must be like and that’s it…

how do you interpret?” “When [time] resources are limited, it’s easier to be paternalistic.” 

Other negative contributors to poststroke recovery included providers minimizing patients’ 

concerns with diminished sexual relations and intimacy or losing their patience with persons 

with stroke who desire faster recovery. One provider captured many of these issues when 

they noted “most MDs and other health professionals are taught the technical aspects of 

what to do and do not think about real life.” Facilitators identified by the expert panel 

included: (1) standardization of care; (2) care coordination; and (3) the need for providers to 

provide a keen ear to reports of poststroke disability. The panel suggested providers needed 

to be better at listening to the unique needs of persons with stroke to better understand the 

complexity of how their poststroke condition manifests in their everyday life. Similarly, 

providers discussed needing to focus on risk factor control via adherence to medications. 

Finally, the panel recommended providers present persons with stroke with a worst-case 
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scenario for recovery while helping them to understand that some aspects of recovery would 

be an adaptation to a new reality rather than returning to their prestroke level of functioning.

Disussion

The objective of this study was to utilize a multi-perspective approach to identify the most 

salient perceived barriers and facilitators of stroke recovery for African-Americans. Several 

key findings emerged from this study that can be incorporated into interventions designed to 

improve poststroke recovery outcomes and reduce the current racial-ethnic disparity gap. We 

will discuss the findings from 2 perspectives; first perceived barriers and facilitators to 

stroke by persons with stroke and family members/caregivers and the second perspective on 

barriers and facilitators of stroke recovery from an expert panel of stroke healthcare 

providers.

The first key finding was that persons with stroke and caregivers identified support, 

resources, and knowledge as the most salient factors associated with stroke recovery. In Fig. 

1, lack of social support and lack of resources critical to the stroke survivor, care-giver/

family member, and community emerged as critical barriers. Similarly, resources and 

supports emerged as critical facilitators of stroke recovery for the person with stroke, family/

caregiver, and community/environment. It is notable that knowledge about the stroke 

condition, stroke risk, and risk factors and recovery was identified as a barrier when not 

provided by providers/healthcare systems but as a facilitator to stroke recovery when 

available for persons with stroke, caregivers, and the community. Additionally, personal 

characteristics of patients, family members/caregivers, and providers were deemed a critical 

facilitator of poststoke recovery.

It is no surprise that social support and the availability of resources are critical factors for 

stroke recovery. An early study by Glass et al found that social support was associated with 

faster and greater recovery of functional ability after stroke and socially isolated patients 

were at risk for worse recovery.27 Social support is critical to stroke recovery because in its 

absence, patients can feel a disconnect leading to feelings of frustration, apathy, and 

depression, which are negative predictors of stroke recovery.28 For some persons with 

stroke, lack of support during the recovery period can impact their motivation to engage in 

rehabilitation therapies or reengagement of premorbid function tasks that are necessary to 

return to independence. Additionally, some people need assistance with reconnecting with 

their family and community as they recalibrate to their new normal that frequently includes 

some level of physical and cognitive disability. More importantly, socializing with 

individuals who were part of their prestroke lives are critical to limiting depression and other 

negative feelings while facilitating poststroke independence.

Intertwined with the need for support is the need for resources (personal, family, and 

community-based). Financial and nonfinancial resources emerged as critical to the recovery 

process. Financial resources are frequently needed for medication, rehabilitation services, 

environmental modifications, and transportation. In the absence of such resources, many 

persons with stroke do not have access to the necessary services critical to optimal recovery. 

Compounding the need for financial resources is an inability to re-engage in employment 
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due to poststroke disability. Nonfinancial resources include community-based services such 

a support groups and other community-based services that are frequently free to persons 

with stroke but viewed as critical to the recovery process.

The final major component to poststroke recovery identified from multiple perspectives was 

the need for knowledge/information related to stroke. Persons with stroke and family 

member/ caregivers voiced significant frustration about a lack of information related to 

stroke, stroke risk, stroke prevention, and the location of stroke-related resources after 

discharge to home and their community. Although some had family histories of stroke, many 

noted not knowing: (1) the cause of stroke; (2) what causes stroke risk; and (3) what 

strategies they should use to improve their current level of function while also reducing their 

risk of recurrent stroke. Unfortunately, these findings highlight previous reports of poor 

stroke-related knowledge among individuals at risk for stroke and those who have a history 

of stroke.29,30 Therefore, programs designed to enhance stroke recovery outcomes should at 

a minimum include information about stroke and the factors that are most critical to 

improving the stroke recovery process. Such information should extend beyond stroke-

related information (cause, risk, etc) and also include information about national and 

community resources that might improve their access to the necessary resources for optimal 

stroke recovery.

A second major finding emerged from the expert panel was that limited knowledge about 

stroke, fragmented care, limited time for care, and limited patient finances were critical 

barriers to stroke recovery. The panel also emphasized the need for organized and 

coordinated care, standardized care, and sensitivity to patient needs as key facilitators of 

stroke recovery. The expert panel, persons with stroke, and family members were all in 

agreement regarding the need for improved knowledge/information on stroke. From the 

provider perspective, understanding stroke is critical to secondary stroke prevention or to 

reduce the risk of stroke-related risk factors. Healthcare providers are guided by the 

American Heart Association/American Stroke Association “Guidelines for the Prevention of 

Stroke in Patients with Stroke and Transient Ischemic Attack”.31 Evidence based guidelines 

offer recommendation for the control of stroke risk factors and guide the care of persons 

with stroke. However, people who do not understand stroke or stroke risks may be more 

likely to be noncompliant with risk reduction strategies in the absence of a clear 

understanding of the management approach. For example, participants in this study reported 

issues related to delays in seeking treatment and medication adherence issues unique to 

African-Americans. Therefore, cultural approaches to care and lack of knowledge about 

stroke has the potential to create a critical barrier to optimal patient and provider agreement 

and engagement in the poststroke management.

The final collection of issues expressed by the expert panel related to fragmented care, 

limited time for care, and the need for organized, coordinated, and standardized care are 

primary symptoms of the current healthcare organization approach in the United States 

today. Recent changes in the organization of Medicare and the establishment of accountable 

care organizations (ACOs) may assist stroke providers in the management of stroke patients. 

ACOs are groups of hospitals and physicians that agree to be jointly responsible for 

healthcare organization, spending, and quality of care.32, 33 Physicians and healthcare 
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systems engaged in the care of stroke patients will receive incentives to coordinate patient 

care and approach patient care collectively.32 Many ACOs have already demonstrated 

improvements on measures of quality each year since inception in 2012.34 These changes 

will not completely solve the problems reported here that likely contribute to poor access to 

the care persons with stroke need but is a critical step to addressing the issues highlighted by 

the panel.

Finally, issues related to lack of sensitivity of healthcare providers to the persons with stroke 

perspective were acknowledged by the expert panel comprised predominately of health 

providers. The issues examined in this study are specifically related to a racial-ethnic 

minority population. These findings along with fragmented care may suggest aspects of 

structural racism related to interpersonal racism and bias within healthcare systems and the 

potential to contribute to disparate stroke outcomes.15 Healthcare systems frequently offer 

cultural sensitivity training to address such issues. However, little attention has been given to 

the outcomes of these trainings or whether such training truly impacts the beliefs and 

attitudes of healthcare providers about racial-ethnic minority patients. This issue is of 

concern given the general lack of concordance of the racial-ethnic background of the 

patients and healthcare providers. Consequently, evidence suggest strategies to combat 

structural racism can be complicated. Strategies must engage healthcare systems at the 

highest levels and include training for the next generation of healthcare professionals to not 

only recognize the problem but to develop strategies to facilitate change.15

Additionally, interventions designed to address disparities in health must also extend beyond 

traditional healthcare systems and must be designed to address the social, physical, 

economic, and political environments that impact the larger social contexts that contribute to 

disparities.35 Such interventions require transdisciplary teams with the requisite skills to 

address the multilevel contributors to disparities in outcomes for conditions such as stroke.36 

In addition, a continued focus must remain on provision of culturally sensitive care that 

emphasizes respect for patients and their culture, and in turn enables patients to feel 

comfortable with the healthcare provider creates a stronger patient-provider relationship and 

greater trust.37 Culturally sensitive care also empowers the patient to engage during the visit 

to share their views and concerns.

Conclusion

In this study of African-Americans with stroke, support, resources, and knowledge were 

identified as critical to the recovery process. In their absence, African-Americans with stroke 

are more likely to experience social isolation and depression, are less likely to secure the 

necessary resources such as rehabilitation, and are less likely to have the necessary 

knowledge to understand stroke to the degree that facilitates optimal poststroke recovery and 

risk factor control. This study also highlighted factors healthcare providers believe are 

critical to poststroke recovery, such as patient understanding of stroke and stroke risk factor 

control, organized and coordinated care, evidenced-based stroke care, and provided 

sensitivity to the needs of the persons with stroke. These factors collectively should be 

considered in interventions designed to improve stroke recovery and long-term outcomes of 

African-Americans with stroke.
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Appendix A:: Perceived barriers and facilitators of stroke recovery among 

persons with stroke and family members/caregivers

Barriers Facilitators

Persons with stroke • Mood, physical, and cognitive deficits
• Medication issues
• Lack of support and resources
• Stigma
• Culture/faith

• Interpersonal characteristics
• Family/caregiver support
• Knowledge/information,
• Postdischarge resources

Family/caregivers • Lack of support and resources
• Lack of knowledge about stroke
• Culture/faith

• Emotional support/patience,
• Resources/support,
• Knowledge/information

Appendix B:: Expert panel perspectives of barriers and facilitators of stroke 

recovery

Barriers Facilitators

Persons with 
stroke

• Knowledge/Information (lack of): stroke risk, risk 
factors, medication management
• Resources for follow-up care
• Transportation, insurance, money
• Attitudes: anger, isolation, fatalism, shame
• Reliance on religion

• Coordinated medical care
• Postdischarge services

Family/caregivers • Lack of long-term planning
• Lack of respite care
• Limited ADL assistance

• Community support for persons with 
stroke/caregivers
• Organized postdischarge care

Community/
environment

• Funding
• Fragmented services

• Transportation
• Environmental modifications

Provider/
healthcare system

• Limited appointment time
• Poor relationships
• Finances

• Standardized care
• Care coordination
• Provider sensitivity to patient 
communication needs

Appendix C:: Overlapping barriers and facilitators of stroke recovery 

Overlapping characteristics in italics.

Barriers Facilitators

Persons with stroke Support (lack of)
Resources (lack of)
Mood
Physical/cognitive deficits
Medication issues
Stigma
Culture/faith

Interpersonal characteristics
Family/caregiver support
Knowledge/information
Resources.
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Barriers Facilitators

Family/caregivers Support (lack of)
Resources (lack of)
Knowledge/information (lack of)
Culture/faith

Emotional support/patience
Support
Resources
Knowledge/information

Community/environment Support
Postdischarge care (availability)

Support (community-based)
Resources (community-based)

Provider/healthcare system Knowledge/information (lack of)
Short visits
Mistrust
Communication (poor)

Knowledge/information
Caring providers
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Figure 1. 
Perspectives of barriers and facilitators.
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Table 1.

Characteristics of stroke survivor focus group participants

Characteristic N = 20

Time Poststroke

 <1 y 10%

 >1 y 90%

Female 75%

Age

 40–49 5%

 50–59 30%

 60+ 65%

Education

 Less than high school 10%

 High school diploma or GED 30%

 Some college but no degree 35%

 College 25%

Employment status

 Employed 5%

 Retired 55%

 Disabled-not able to work 30%

 Not employed/not looking for work 10%

Stroke self efficacy (select items) Confident you are able to do the task

 Able to get self out of bed 60%

 Walk about the inside home 45%

 Walk safely outside the home 40%

 Dress and undress 50%

 Prepare a meal 50%

 Do own exercise each day 25%

 Continue to do most things like before stroke 25%

Abbreviations: GED, General Education Diploma
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