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Abstract

Background Stroke service disparities experienced by individuals of African descent highlight the need to optimize services.
While qualitative studies have explored participants’ unique experiences and service needs, a comprehensive synthesis
is lacking. To address current knowledge gaps, this review aimed to synthesize existing literature on the experiences of
individuals of African descent impacted by a stroke living in high-income economy countries in terms of stroke prevention,
management, and care.

Methods A qualitative meta-synthesis incorporating a meta-study approach was conducted to obtain comprehensive and
interpretive insights on the study topic. Four databases were searched to identify qualitative English-language studies
published in the year 2022 or earlier on the experiences of adults of African descent who were at risk or impacted by a
stroke and living in high-income economy countries. Study methods, theory, and data were analyzed using descriptive and
interpretive analyses.

Results Thirty-seven studies met our inclusion criteria, including 29 journal articles and 8 dissertations. Multiple authors
reported recruitment as a key challenge in study conduct. Multiple existing theories and frameworks of health behaviours,
beliefs, self-efficacy, race, and family structure informed research positionality, questions, and analysis across studies.
Participant experiences were categorized as (1) engagement in stroke prevention activities and responses to stroke symptoms,
(2) self-management and self-identity after stroke, and (3) stroke care experiences.

Conclusions This study synthesizes the experiences and needs of individuals of African descent impacted by stroke. Findings
can help tailor stroke interventions across the stroke care continuum, as they suggest the need for intersectional and culturally
humble care approaches.
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Introduction

Stroke is a high-priority health-related topic of interest
in many countries as it is among the leading causes of
disability and death [1, 2]. Due to the aging population,
the number of people experiencing a stroke in high-
income countries, such as the UK, Canada, and European
countries, has been growing [2—4]. Moreover, decreases
in stroke fatality have resulted in more people living with
stroke-related impairments [2], with over half of people
who have had a stroke experiencing persistent disabilities/
impairments impacting their mobility, vision, speech,
and cognition [5]. Psychosocial well-being can also be
impacted, as a third of people with stroke experience
depression [6]. These stroke-related impacts can reduce
long-term functioning and health-related quality of life for
people who have had a stroke [6, 7].

For the purposes of this review, ‘high-income countries’
are based on the World Bank’s categorization of countries
with high-income economies [8]. Addressing inequities
in stroke is a current research and health system priority
in many high-income economy countries (e.g. USA,
UK) [8-10] due to evidence of ethnically marginalized
communities experiencing disparities in the incidence,
prevalence, care, and outcomes of stroke [9-13].
Communities such as those of African descent experience
a higher risk of a stroke [14], stroke at a younger age [15],
and poorer post-stroke functional outcomes (e.g. higher
post-stroke morbidity) than White communities [16, 17].
In addition, stroke service disparities, such as unequal
treatment and a lower likelihood of referral to stroke
treatment, have been previously noted to persist among
communities of African descent [18, 19]. There is a clear
need for more research to optimize stroke services for
communities of African descent [12].

Qualitative research, by virtue of being grounded in
a naturalistic paradigm, can provide insight to help bet-
ter understand lived experiences, including experiences
of health and support (e.g. self-management behaviours),
and individuals’ needs to maximize their health, health-
related quality of life, function and participation, and
inform health and social services [20]. Studies such as
these have demonstrated that these individuals impacted
by a stroke require health providers to consider cultural
factors in order to optimize stroke services [21-26]. For
instance, a qualitative study with individuals of African
descent (eight individuals who have had a stroke, eight pri-
mary caregivers, and 18 secondary caregivers) highlighted
the importance of considering family members’ needs in
stroke interventions as they often play a crucial role in
stroke care. Based on their study findings, the author gen-
erated a theory to guide considerations for nurses working
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in acute and community stroke care settings with elderly
African American individuals with a stroke and families
[21]. Another qualitative study by Pierce highlighted vari-
ous actions and behaviours grounded in religiosity and
cultural beliefs and norms related to caring behaviours,
including ‘Christian piety and purpose’ valued by stroke
caregivers [23]. The findings of this study were used to
create guidance for health providers’ assessment and inter-
vention [23]. While there are some qualitative studies like
these that have explored the stroke experiences of commu-
nities of African descent impacted by stroke (e.g. [21-25,
27-35]), a comprehensive qualitative meta-synthesis of
this literature is lacking [36, 37]. A meta-synthesis of
the literature will help inform the development of higher
quality and tailored stroke interventions by identifying
and addressing relevant contextual factors and barriers
and facilitators to implementation. To address the current
knowledge gap, the objective of this review was to synthe-
size existing literature on the experiences of individuals
of African descent impacted by a stroke living in high-
income economy countries in terms of stroke prevention,
management, and care.

Methods
Design

We conducted a meta-synthesis incorporating a meta-study
approach to identify the similarities and discrepancies
reported in findings from multiple sources to produce rich,
interpretive insights about this study topic as a ‘coherent whole’
[36-38]. The meta-study approach [39] entails the following
steps: (1) formulating a research question, (2) selection and
appraisal of primary research, (3) meta-method (examining
methods used within), (4) meta-theory (examining theoretical
assumptions within studies), (5) meta-data-analysis (coding and
reinterpreting findings of studies), (6) meta-synthesis (critically
examining theoretical stances within studies and interpreting
existing findings), and (7) disseminating findings.

Formulating a Research Question

The research question we sought to address was: What are
the experiences of individuals of African descent impacted
by stroke living in high-income economy countries in terms
of stroke prevention, management, and care?

Theoretical approach: Aligning with a social construc-
tivist paradigm, the interpretations made from the data syn-
thesized from the included studies were co-constructed by
the analytic research team members and influenced by their
individual experiences and cultures [40—42]. The analytic
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research team members included HS (occupational therapist,
University Assistant Professor who identifies as a woman
of South Asian ethnicity residing in Canada), SPF (research
assistant with interest in public health who identifies as a
woman of African ethnicity residing in Canada), and RB
(MSc rehabilitation sciences student who identifies as a
woman of Caribbean Chinese ethnicity residing in Canada).

Selection and Appraisal of Primary Research

Identifying inclusion/exclusion criteria: Guided by scoping
review methods [43, 44], the inclusion criteria were outlined
according to the population, concept, and context (PCC)
approach [43] (see Table 1). Studies meeting the following
inclusion criteria were included: (i) population: addressed
a research question/objective related to the experiences of
adults of African descent, (ii) concepts: individuals who
were at risk/impacted by a stroke and living in high-income
economy countries (i.e. stroke resources/services may dif-
fer between higher and lower-income economy contexts) [8,
45], (iii) available in English, (iv) used qualitative method-
ology to capture participant experiences, and (v) available
in full-text and English. No date restrictions were imposed.
Dissertations that met the inclusion criteria were included
to enhance the comprehensiveness of this review. However,
language limits (English language) were applied due to time
and resource constraints. Mixed methods studies that did not
separately report qualitative data and/or separate findings
from participants of African descent were excluded.
Specifying appropriate data sources: The following
databases were searched on June 10, 2022: Ovid Medline
Epub Ahead of Print, In-Process & Other Non-Indexed
Citations, Ovid MEDLINE Daily, Ovid MEDLINE, Ovid

Table 1 Inclusion criteria

Embase, Ovid APA PsycINFO, and Ebsco CINAHL
Plus. HS and EN (Faculty Liaison & Instruction Librar-
ian) used relevant subject headings and text words to
locate search concepts related to ‘communities of African
descent’, ‘high-income countries’, ‘stroke’, and ‘qualita-
tive research’. The search terms were informed by previous
reviews conducted by our research team on similar topics.
For example, stroke-related search terms were informed
by our prior review of the experiences and needs of indi-
viduals of South Asian descent impacted by a stroke living
in high-income countries [45]. Another prior review con-
ducted by our research team on community-based cultur-
ally tailored chronic disease education programs informed
the search terms related to individuals of African descent
[47, 48]. Supplementary materials 1 presents the data-
base search strategies.

Duplicate articles were removed using Endnote (a refer-
ence management software) and Covidence (a review data
management website). We also reviewed the reference lists
of 10 randomly selected included studies to identify addi-
tional relevant studies that may have been missed during
the database search.

Screening and appraisal procedure: HS and KMK
confirmed their understanding of the inclusion criteria by
trialing them on a random sample of 25 studies from the
search results to ensure consistency among screeners [49].
After this, HS and KMK conducted two screening stages
on Covidence. First, HS and KMK independently reviewed
the title and abstract of each study to determine whether
it met the inclusion criteria listed in Table 1. Then, in
the second screening stage, HS and KMK independently
reviewed the full text of the studies deemed eligible dur-
ing the title and abstract screening stage to verify whether

Domain Inclusion criteria

Population Individuals of African descent: Adults (> 18 years of age) who are of African or African-Caribbean descent who are at risk
or have experienced a stroke (i.e. caregiver or person who experienced a stroke). If the study includes other ethnicities, the
study should separately report findings from participants of African descent

Concepts Stroke experiences: The experience of stroke prevention, management, and/or care

Context High-economy income country, as defined by the World Bank [8]:

Andorra, Antigua and Barbuda, Aruba, Australia, Bahamas, Bahrain, Barbados, Belgium, Bermuda, British Virgin Islands,
Brunei Darussalam, Canada, Cayman Islands, Channel Islands, Chile, Croatia, Curacao, Cyprus, Czechia, Denmark, Esto-
nia, Faroe Islands, Finland, France, French Polynesia, Germany, Gibraltar, Greece, Greenland, Guam, Hong Kong SAR,
China, Hungary, Iceland, Ireland, Isle of Man, Israel, Italy, Japan, Korea Rep, Kuwait, Latvia, Liechtenstein, Lithuania,
Luxembourg, Macaro Sar China, Malta, Monaco, Nauru, Netherlands, New Caledonia, New Zealand, Northern Mariana
Islands, Norway, Oman, Panama, Poland, Portugal, Puerto Rico, Qatar, Romania, San Marino, Saudi Arabia, Seychelles,
Singapore, Sint Maarten, Slovak Republic, Slovenia, Spain, St. Kitts and Nevis, Sweden, Switzerland, Trinidad and
Tobago, Turks and Caicos Islands, United Arab Emirates, UK, USA, Uruguay, Virgin Islands (US.)

Literature type

Research design  Qualitative methods (including descriptive surveys)

Published full-length empirical studies, including dissertations

*Mixed methods studies were included if they reported qualitative results separately [46] for communities of African descent

Language Studies available in English
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it met the inclusion criteria. Finally, disagreements were
resolved by HS after re-reviewing the studies.

Retrieving data: A data extraction form created by HS
to extract data pertaining to author names, year published,
research question(s), sample size and participants, type of
source (e.g. full-text article, thesis), country, study methods
(e.g. design, methods), recruitment strategies, details of the
research team (e.g. race-concurrent interviewer or analyzer),
study funding source, research aim(s), key findings, includ-
ing themes, quotes, and researcher interpretations in the
discussion related to the needs and experiences of the target
population. The form was tested on two articles by SPF and
HS. After testing, the form was refined to enhance clarity
and comprehensiveness, and then SPF extracted data related
to the research questions from all studies on Covidence. In
addition, a second reviewer (KMK or HS) reviewed the
extracted data for accuracy.

Data Analysis: Meta-Method, Meta-Theory,
and Meta-Data Analysis

HS, SPF, and RB independently examined each of the 37
included studies. Studies presenting data from overlapping
samples were treated independently [50]. The methods (e.g.
recruitment approach, data collection, analysis, researchers’
positionality) and theories (i.e. theories guiding study and
theories produced) were extracted from each study and com-
pared across studies. In line with the meta-study approach
[39], the Joanna Briggs Institute’s critical appraisal checklist
for qualitative research [51] was used to critically appraise
the reported study methods of qualitative studies. It is impor-
tant to note that the use of checklists to assess the true qual-
ity of a qualitative paper qualitative research is contested and
these checklists may not align with all qualitative research
paradigms [52, 53]. The theories informing studies were
descriptively reported.

The meta-data analysis consisted of examining the results
(i.e. study themes/categories and subthemes/subcategories)
of each study. The interpretive analysis was conducted using
Microsoft Word and NVivo 12 (a qualitative data management
software) by comparing the results across studies using
inductive codes, condensing coded data by combining similar
themes/categories, and then interpreting relationships between
the data across studies (‘How do these findings fit together with
findings from another study?’) [54]. For instance, codes such
as ‘turning to God through prayers’, ‘medical care last resort’,
and ‘advice and decision-making with social networks’ were
categorized into a broader-level category called ‘action after
the onset of stroke symptoms’. During weekly team meetings,
HS, SPF, and RB’s individual interpretation of the data and
emerging coherent findings were discussed, and the meanings
were co-constructed to produce the meta-synthesis.
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Results

As outlined in the PRISMA Flow Chart (Supplementary
materials 2) [55], 3029 studies were retrieved from the
database search. After 908 duplicates were removed, 2120
studies underwent title and abstract screening, and 184
moved on to the full-text review stage. Of these, 37 studies
met the inclusion criteria.

An overview of the studies included in this review is
presented in Table 2. The studies were journal articles
(29/37, 78%) and dissertations (8/37, 22%) and published
in the USA (29/37, 78%) and the UK (8/37, 22%). Of the
37 studies, 28 (28/37, 76%) exclusively included com-
munity members of African descent, while 9 (9/37, 24%)
included mixed ethnic communities (i.e. individuals of
African descent and other ethnicities). Moreover, some
studies included only caregivers (11/37, 30%), only indi-
viduals with stroke (9/37, 24%), individuals with stroke
and caregivers (8/37, 22%), individuals with and at risk
of stroke or general members of the community (7/37,
19%), individuals with stroke and health providers (1/37,
3%), and individuals with stroke, caregivers, and health
providers (1/37, 3%).

Meta-Method

Publication years: Studies were published between 1998
and 2022: 1998-1999 (3/37, 8%), 2000-2005 (6/37,
16%), 2006-2010 (3/37, 8%), 2011-2015 (8/37, 22%),
2016-2020 (16/37, 43%), and 2021-2022 (1/37, 3%).

Author groups: Several of the studies were published
by the same first author, such as Blixen [25, 32], Beal
[56-58], Eaves [21, 22, 27, 28], Moorley [33, 35, 59],
Pierce [23, 24, 29, 60, 61], and Greenwood [62, 63]. Stud-
ies were published in various journals, including stroke
or neurology-specific journals (8/37, 22%; e.g. Journal of
Stroke & Cerebrovascular Diseases, Annals of Neurol-
ogy), other health or rehabilitation journals (16/37, 43%;
e.g. Journal of Cardiovascular Nursing, Rehabilitation
Nursing, American Journal of Health Promotion, Clinical
Rehabilitation), or an ethnic or cultural diversity/dispar-
ity journal (5/37; 14%; e.g. Ethnicity & Health, Journal
of Racial and Ethnic Health Disparities, Journal of Cul-
tural Diversity). The remaining records were dissertations.
Studies were funded by agencies such as the American
Heart Association, Baylor University, Indiana University
School of Nursing, National Institute for Health, Uni-
versity of Michigan, University of Texas, and Veterans
Affairs.

Design: Most studies employed the following quali-
tative designs: ethnography [23, 24, 29, 60, 64],



Journal of Racial and Ethnic Health Disparities

(61=1)
SI9A1321RD pUR (7 =1U)

(1omred

(uBdLIDWY UBJLIJY SeM
juedronred 1oa13a1e0 QUO

(1109 2ons)
VS UISISeayInos ay}

OMNS YIIM S[enpIATpU] a1ed) 93k JO SIBAA [T po1eSie} JON  Inq [[V) UBOLIOWY UBOLIY ur AJ10 [BISBOD ZIS-PIJA  9[O1Ie [euInof VSN 20T “Te 19 suing
(L=u
stouyred ared pue (O] =u) UBJLIdWY VSN ‘oo
930S YIIM S[enpIATpu] §9> 9YOIS (IIM USJAl  UBOLIJY SB POUNUSPI-J[9S  ISBOYLION WOIJ PANIONY  S[ONIe [BUINOf VSN ST0T “'Te 19 uaxIg
(L=u)
s1ou)aed a1ed pue (O] =u) UBOLIQUW Y VSN ‘oo
OoMns YIIMm S[enpIAIpU] 69> AYONS YUM US|  UBJLIJY SB PAUNUSPI-J[9S  ISBAYLION WOIJ PAJINIOFY  S[JN.Ie [BUINOf vSn $10C T8 10 uaXI|g
(8=u
{Ansooue ueiseone))
PUE UBOLIOWY QATIEN srendsoy
‘UBdLIOWY UBDLIJY ur pue sodedsmou
‘oruedsIy ‘uerseone)) ‘suofes Irey ‘s)ue3aISuod
'3°9) s1ot10 pue (1 =u) UROLIOWY UROLIJY
(6=u) UBOLIOW /- UROLIJY 1M S9UIINYD 7 WOI)
930S YIIM S[enpIATpU] 1< USWIOA\  :popnjoul Ing pajadie) JON syuedionred paynIody o[onIE [BUINO[ VSN 10T “Te 19 1eeg
SeoIe UBqIn 0M)
(8y=u) Ul ySN oyl ut sayoInyd
yons oYM siI Je ajdoad GE< USWIOA UBOLIDWY UBOLILY INOJ WOIJ PAINIISY S[ONJIe [RUINOf vSn S10T ‘TBed
(g=u ‘Ansooue
UBISBONE)) PUB UROLIOWY
QATIBN ‘UBOLIOWY
uedLY ‘oruedsty ‘uers Aypioey
-eone)) '3-9) SI9YJo pue uoneI[IqeyaI/oIed
(6=u) (] =u) uedLIDWY UBOLIJY PapURIXa IO OUIPISAI
OIS YIIM S[enpIAIPU] 1< UQWOA\  :PapN[oul Inq pajosie) JON 9JBALId UI SBXQ[, Ul pOpISdy  UONBMISSIJ VSN 010C ‘Teed
(9=u) son
(L1=u) -IOTUYIR JOYI0 + ([ | =U) Apnis 10318] WOIJ
OMNS YIIMm S[enpIATpU] o< Po1eSie} JON  UBOLIOWY UBOLIFY/Mor[q syuedronred paynIody 9[onIE [BUINO[ VSN L10T “Te 19 ueuysLye[eg
(omurpd
[eo130[01nau Juanedino)
(9=u) YA pue K1) UIISOMPIA 951e]
(1 =u) 10A13018D Iea[oun) Jewed  (§=u) UBdLIOWY UBOL}Y Ul [e3dsoy wolj p)InIdoy Q[onJe [euInof VSN 00T ‘T8 19 seyeq
suoreziue3Io paseq
(ce=u) -Qiiey uensLyy Jo siaq an
ons oYM st Je ojdood G9-0¢ USWIOA\  -WOW UBOLIOWY UBOLILY ‘Auno)) sa31090) ULl  UONEIASSI(] VSN L10T ‘uosiopuy
((p=u) vueyn
pue (=u) BLIdTIN Ul s1eak 7 2 10J
(8=u) u10q S[eNnpIAIpUI) SjuBI3 ‘YD ‘0891(] ues woiy
ons oYM st Je ojdood I< SO[B]N  -TWW] WIOQ-UBILIJY ISOM so[Iw )07 > PopIsdy  UONBMSSIJ VSN 910C ‘18Y
juedronred jo odA7, 93e jo31e], Iopuad IO XaS JoSIe], uoTRIS T/ AIoTUY)g S[rejop [emxau0)) oonIe jo odAy, Anuno) Teak ‘I0TINE ISIL]

MATAQI SIY) UT POpN[OUT SAIPNJS AY) JO MIIAIOAQ T d|qel

pringer

a's



Journal of Racial and Ethnic Health Disparities

(1y=u) s121R)

(¢ =u) jons

{iim S[enprAlpul pue
(01 =u) systderay) TeorsAyq

(1g=u) ons

s puarLyy/K[rurej e pey

10 9YO1S JO YSII Je ‘ayons
Jorid yIIm s[enprATpuy

SIOAISoIRD

(81 =u) Arepuodas pue

(g =u) Krewnid pue (g =u)
20ns im STenprAIpuf

SIOAISoIRD

(81 =u) AIepuodas pue

(g =u) Arewnid pue (g =u)
2ons yim STenprAIpuf

SIOATSOIRD

(81 =u) AIepuodas pue

(g =u) Arewnid pue (§=u)
201s im STenpIAIpUf

SIOAISOIRD

(81 =u) AIepuodas pue

(g =u) Arewnd pue (g =u)
[ons YIIM STENPIATPUL

(zer=w
[ons INOYIIM/NSLI Je 3[doog

< Ppa1981e) JON
1< Ppo3asie) 10N
1< Ppa3a31e) 10N
< Pa3a31e) JION
< po3asie) JION
< Po3asie) JION
C< Po3asie) JON
09< pajasie] JON

(01T =u) ysnug Ay
10 ‘(Ig=u) wejswyed 10
UBRIPU] UBISY (O] =4)
ueaqqrIe)) yoeyg Io ued
-LJV OR[g PaynUapI-J[9S

Jorld
IO UBOLIOWY UBOLIFY
sInpe (L=u)
oruedsIy pue ‘(6 =u)
ueIseone)) ‘(¢ =u) ued
-[IoWY UBdLIJY pajeSie],

UBOLIQWY UBOLIJY

UBOLIQWY UBOLIJY

UBJLIQWY UBOLIJY

UBJLIOWY UBOLIJY

SIOTUDS
oune| pue ‘uedLIdWY
UBQIOY ‘UBILIDWY 9S9U
-ID ‘UBOLIOWY UBOLITY
(Paynuap!-§[3s) senrunw

-Wwod OIUY)R § PaId3Ie],

(31N ‘Qwoy a1ed 10
9IBd ULI9)-3UO[ SOPN[OXd
¢‘dnoi3 110ddns 10 9)1dsar
‘O1Iud0 ABp ‘9Ied [RUOS
-Iad se yons 10399
AIejunjoA Io ‘[e1oIoWuod
‘K10)me)s Aq 11oddns
Aunuwwod se pauyap)
Q18D [RIO0S PAsn dABH

BUI[OIE) YINOS UT PIpISL
pue ‘uonelriqeyar juan
-edur wouiy pagreyosip

puE UOISSIWIPE AW} AU

oSeory)

BuUIjOIR)) YMON
JO SONUNOJ WISY}IOU
[eINI WOIJ PAINIAL

‘eoIe TRINI B UT POPISAY

BuIjoIR)) YON
JO SONUNOJ WISY}IOU
[eINI WOIJ PAINIAI
‘eoIe TRINI B UT POPISAY
BuIjoIR)) YMON
JO SOnUNOd WISY}IOU
[eINI WOIJ PAINIAI
‘eoIe TeINI B UT POPISAY
BuIjoIR)) YION
JO SonUNOd WISY}IoU
[eINI WOIJ PAINIAI
‘eoIe TeINI B UT POPISAY

Kyuno)
S9[ouy SO woij
sjuedronred pojnIosy

J[onte feuInof SN

uoneIassI(q vSn

J[onte feuInof VSN

J[onte feuInof VSN

J[onte feuInof VSN

J[onJe [euInof VSN

uoneessIg VSN

JIonIe feuInof vSn

10 “Te 10 POOMUIID)

€107 “QuaaIn)

8107 “Te 12 ursuasig

900€ ‘soneq

200 ‘seaeyg

000¢ ‘seaeg

8661 ‘sarq

810C “Te 12 Suey)

juedronred jo odA7,

93e 1a31e], Iopuad 10 XIS JoSIe],

uoTRISTIWI/AIOTUY)

S[TeIp [BNIXAIUOD)

gonae jo adA], Anuno)

Ieok ‘IoyIne ISIy

(ponunuoo) zsjqey

pringer

Qs



Journal of Racial and Ethnic Health Disparities

9=uv
OIS YIIM S[ENPIAIPUL

(L=uw
OIS YIIM S[ENPIAIPUL

(9=u)
OMNS YIIm S[eNPIATPU]
O1=1
Arunuuwod Jo a1ed Yiresy
Ul 9Y0I)S Y}IM S[ENPIATPUT
1M SIOM JeY) [BUOISSJ
-o1d pue (6] =u) I0AI3IRD
froquuour A[rurey ‘(Og = u)
930S UM [enprAlpu]

(8 =u) YSLI 9SBISIp 1189y
pue 0ns YIm S[enpIAIPU]

($1 =u) xjons oYM
pue (9=u) yim syuedronreq

(or=w
a0Ns YIIM S[enpIAIpU]

(Iy=u) s121R)

(I =) s11e)

Iea[oun

Iea[oun

Iea[oun)

Ieapun

sage [V

sv<

Sv<

ueaqque)
-uedLyy se AJnuopr-jjos
peprutiy,
10 ‘edorewie( ‘®IONT 1S
ur ueoqqrre)) oy) ut
UI0Q-UedqqLIB)-URdLIY

oW

USWIOA

BID USNIPUIA 9y} Sul
-Imp pue[Sug 0} pareISw

orewroq —UueoqqLIE)-UBdLI}Y

UBOLIQWY UBOLIJY

pajesie JoN :9)OI)S Y)IM S[ENPIAIPUL

SO[eIN UBOLIOWY UBILIJY
U UBSLIOUWY UBOLIJY
pajasie) 0N UBOLIOWY UBOLIJY

(01 =) ysnrrg AYM
10 (1 =u) 1UeISHERq 10
UeIpU[ URISY ‘(0] =1)
ueaqqLie)) yoe[g Jo ued
pajoSIe} JON -1V YOr[d PAYNUSPI-JIOS

(01 =1) ysnug amym
10 “(Jg =) 1UeISIYEd 10
ueIpu UBISY ‘(01 =)
ueaqqrie)) yoerd Jo ued
PajsIEl 10N LYV JOB[E POYNULPI-JIoS

(3In) uopuo]
JO pug Iseq Y Ul PoPISY

(3IN) uopuo iseqy ur
Surar] Apuouewrod mON

uopuo|
JO pug ISe ) UI PIATT

(um03a81090) pue

‘RarodjIeg “193sYyI0(])

SanUNOd JurIoqu3Iou

€ pue eare DS ‘Aluno)
UO)SO[IBY) WOIJ PAINIITY

Dd ‘uoj3urysepp-eare

ueqIn Ue Ul (sIoquIaw

[oInyo) 9IS YoInyo
jsndeq y3noIy) pajnIoay

vsSn
QU Ul pasiel pue ulog
uonez
-1uE3I0 UB WOIJ PAYINIoAT
BPLIO[] JO SJUAPISoY
(31N Qwoy a1ed 10
AIBd ULID)-3UO[ SOPN[OXd
¢‘dnoi3 y110ddns 10 9)rdsar
‘nuad Aep ‘ared [euosiad
S [ons 10J99s AIeJunjoA
IO [BIOIQWIWOD ‘AI0INIels
£q 110ddns Ayrunwwod
SB pauyap) aIed [BIO0S
pasn (s1eaA 7S) ApIuaoay
(31N ‘Qwoy a1ed 10
QIBD WI9)-3UO[ SOPN[OX
¢dnoi3 110ddns 10 9)1dsax
‘Q1u90 Aep ‘9Ied [RUOS
-12d se yons 10309s
AIejunjoA Io ‘[BIOIOUILIOD
‘K10)me)s £q 11oddns
A)unuwiwos se pauyap)
9IBD [RIO0S PIsn dABH

Q[onIe [RUINOf

Q[onIe [RUINOf

Q[onIe [BUINOf

Q[onIe [RUINOf

Q[onIe [RUINOf

UONLIASSI(]

UOTIBIISSI(]

J[onJe feuInof

J[onIE [euInof

N

N

N

vsn

vsn

vsn

vsn

N

AN

8107 e 32 AS[100JA

910T “'[e 12 Ko[100IN

9107 ‘e 32 AS[I00IA

610T e 12 poomSey

810C “[e 19 99

910C ‘sduor

#10¢ ‘uosuyog

L10T ‘T8 12 pOOMUIID)

910T ‘T8 12 POOMUIID)

juedronred jo odA7,

93e 1a31e], Iopuad 10 XIS JoSIe],

uoTRISTIWI/AIOTUY)

S[rejop [emxau0)) oonIe jo odA], Anuno)

Ieok ‘IoyIne ISIy

(ponunuoo) zsjqey

pringer

a's



Journal of Racial and Ethnic Health Disparities

(91=u) sue

-WLIOJUT [RIQUQZ/SIOAITAIRD

K1epuodes pue (8§ =1u)

syuBULIOJUT AQY/SIOAIZ
-1ed Arewrid :s1oA13ore)

(91=1) syue

-UWLIOJUT [BIQUQZ/SIOAITOIRD

AIepuooas pue (g§=1u)

SJUBUILIOFUT A9Y/SIOAIS
-1ed Arewnid :s1oa13are)

(91 =) swe

-WLIOJUT [RIQUQZ/SIOAISAIRD

K1epuodes pue (8 =1u)

SJUBULIOJUT AQY/SIQAIZ
-1e0 Arewnid :s1oA13are))

(91 =u) s1oA13018D
A[rurey ueqin AIepuodg
(91=u) syue
~WLIOJUT [BIQUQS/SIOAISoIRD
K1epuodes pue (8 =1u)
SJUBULIOJUT AQY/SIQAIZ
-1ed Arewnid :s1oA13018D)
(L=w
s1ou)aed a1ed pue (O] =u)
AYOons YIIM S[eNpPIAIPUL

Tegpoun paasie) 10N
Tespoun paresie) 10N
Tespoun paasie) 10N
Ieapoun paresie) 10N
Ieapoun paresie) 10N

g9> eI

UBOLIOWY UBILIJY

UBOLIOWY UBDLIYY

UBOLIOWY UBOLIY

UROLIOWY UBDLIJY

(sa1e15 paytuny
UIoUINOS WOolj pIjeu
-13110) UBOLIOWY UBOLIFY

UBOLIOW Y
UBDLIJY PIYNUSPI-JOS

ons
(I [eNPIAIPUL JOJ d0UE

-Insur yjjeay areard aaey

Jou PIP pue AdUEISISSE
yi[eay [erouruy AJUnod
10 91e)S ‘[RIOPIJ PIATIIAT
‘[oa9] A119A0d > swiooUL
ATurey “oouapIsal ueqin
-juardioar aI1ed se awoy
QUWIES Ul PIpISAI sjue

-wIoyur A9y ‘eydsoy pue

939100 [eoIpaW UeqgIn
‘o3re] ® Je Sumes uon
-BI[IQRYI WOIJ PIAINIONY

oIy UISISoMY}IOU
ur AJiunwiwiod ueqan)

oIy UI9ISoMY}IoU
ur Jrunturod ueqin

pooynoqyStou/s3ur
-punoOLINS YIM paysnes
QIOM PUE SJUSWIUOIIAUD
K)Io-IoUUT UT POPISAT
syuedronred [y ‘oryQ jo
UOoISal UI)SOMY}IOU WOIL]

90UdPISAI
9IqeyLIoA pey uardroar
Q1D SB P[OYasnoy dures
U1 papisat ‘o1gQ Jo

UOISoI UIQ)SOMYIIOU WOT,]

HO ‘PUBPAdD
woIj a1oM sjuedronied

QIdonIe feuInof vSn

Q[onIe [RUINOf vSn

JIonIe feuInof vSn

J[onIE [eUINOf vSn

uoneessIq VSN

JIonIe feuInof vSn

(oud
-I9Y09) 1007 T8 12 90I3Ig

100T “92191d

100T ‘92131

6661 T8 19 21314

8661 0114

9107 “Te 12 DISukziog

juedronred jo odA7,

93e 1a31e], Iopuad 10 XIS JoSIe],

uonRISTWWI/AIOTUY)g

S[TeIp [BNIXAIUOD)

gonae jo adA], Anuno)

Ieok ‘IoyIne ISy

(ponunuoo) zsjqey

pringer

Qs



Journal of Racial and Ethnic Health Disparities

Table 2 (continued)

Type of participant

Target sex or gender Target age

Ethnicity/immigration

Country Type of article Contextual details

First author, year

=50)

Caregivers (n

>45

Not targeted

Self-identified Asian

Journal article Recruited from 11 volun-

Pound et al., 2016

Indian (38%), Asian

tary sector organizations
and local hospital stroke

unit in UK

Pakistani (4%), Black
African (16%), Black

Caribbean (18%) or

White British (24%)

Journal article US-academic health centre Self-identified African

Individuals with stroke

<65

Men

USA

Sajatovic et al., 2018

38)

(n

Youth (n

American

39) and adults
38) without/at risk of

stroke

youth

Adults > 18 and

Not targeted

African American

Journal article Recruited from 3 black

USA

Skolarus et al., 2013

(n

(11-16)

churches in Flint, MI;
urban community

=9)

Carers (n

Unclear

Journal article Three urban locations in Self-identified African- Not targeted

UK

Strudwick et al., 2010

Caribbean ethnicity (i.e.

people who originate
from the Caribbean

southern England

Islands or Guyana, and

their descendants born in
the UK, first and second

generation)

community-engaged or community-based approaches [26,
65], grounded theory [21, 22, 27], narrative inquiry [57,
58], or phenomenology [35, 59, 66].

Recruitment approaches: Various recruitment strategies
were used within studies, including posting advertisements
in community programs frequently attended by the target
communities, churches, food shops, public libraries,
newspapers, and health clinics. In addition, some studies
used snowball sampling approaches, including recruitment
support from community leaders, health providers, and
key informants. Multiple authors noted recruitment
challenges with recruiting participants of African descent
[21, 27, 67-69], which for some was the most challenging
aspect of their study [21, 27]. For instance, one author
noted that they could not recruit any participants for nine
months [21], thus having to expand their geographical
location of recruitment [27]. Another study recommended
developing relationships with key informants or visiting
culturally tailored social groups rather than study
advertisements/posters [68]. Several authors continued to
recruit participants until they attained data or theoretical
saturation [22, 26-28, 32, 56, 58, 70]. However, other
authors indicated that it was difficult to ascertain saturation
[21] or that saturation was not applicable to their analysis
technique [66]. Instead one preferred content sufficiency,
defined as a process of attaining content saturation by
creating categories/subcategories using an exhaustive
content and systematic data analysis approach [67].

Data collection: Studies primarily collected qualitative
data using interviews, focus groups, and observations.
One author noted a challenge related to group interviews
of individuals with stroke and their family members due to
family members being less comfortable sharing during these
interviews [27]. One study used photovoice methodology
[71]. Choice of data collection location appeared to
be important as several authors selected sites based on
participant comfort and to capture diverse geographical
perspectives. For instance, some authors conducted
interviews in participants’ home settings [21, 22, 24, 27-29,
33, 35, 59, 60, 64, 67, 68]; one author specified the reason
was to enable participants to have a sense of control [22].
Other authors provided participants a choice (e.g. home or
community) [58] or selected community locations/activities
familiar to them (e.g. doctor’s appointment, dog trainer,
community centre, coffee shop, conference room, church)
[24, 25, 29, 58, 59, 62, 72]. Authors offered participants
refreshments or meals [25, 26, 32, 65, 66, 73]. A photovoice
study provided participants with a camera as a gift [71].
Several studies had ethnically concurrent interviewers
conduct data collection or involved in data analysis (e.g.
[21, 23, 24, 32, 56, 60, 61, 64, 67, 73, 74]).

Data analysis: Thematic and content analyses were
commonly used as data analysis approaches within studies.

@ Springer



Journal of Racial and Ethnic Health Disparities

In addition, two studies used interpretive phenomenological
analysis [35, 59] and four used ethnographic or constant
comparative analysis techniques [21, 60, 65, 71].

Study quality: Based on Joanna Briggs Institute’s critical
appraisal checklist for qualitative research [51], the quality
rating of qualitative studies (n=34/37, 92%) ranged between
7 and 10 (average 8.7). Across these studies, they inconsist-
ently reported their philosophical perspectives (n =24/34,
74%), the researchers’ cultural or theoretical perspec-
tives and views (n=16/34, 47%), and the influence of the
researcher on the research, and vice versa (n=20/34, 59%).

Meta-Theory

Authors of some studies used existing theory or framework
related to health behaviours, beliefs, self-efficacy, race,
and family structure, to inform their research positionality,
research questions, and analysis. For instance, authors used
the health promotion model [64], health belief model [64,
74, 75], social ecological model of health behaviour [25, 76],
symbolic interaction theory [27], Bandura’s theoretical self-
efficacy model [65], Bandura’s social cognitive theory [77],
critical race theory [67], Common Sense Model of Illness
[66, 73], Everet Rogers Diffusion of Innovation Theory [73],
and Friedemann’s System Organization Framework [23, 24,
29, 60]. The relationship between culture and stroke experi-
ences were captured as data relating to a community’s val-
ues, norms, beliefs (e.g. spirituality) that impact their stroke
experiences, while acknowledging that subcultures may lead
to differing health beliefs [64, 75]. All authors indicated that
understanding stroke experiences from a cultural perspective
could improve communication with community members
and inform the development of tailored interventions or
improve the quality of existing interventions for commu-
nity members.

Meta-Data Analysis

Participants: Table 2 describes the study samples. Various
terms were selected to describe the ethnic identification of
the community members, with African American being the
most common since studies were primarily conducted in
the USA [21-29, 31, 32, 56, 58, 60, 65, 70, 72-78]. How-
ever, Chang and colleagues (2018) noted that this term may
be problematic as it fails to encompass individuals who
are immigrants from African countries [74]. Other terms
included Black/African American [67, 71], Black African
[62, 63, 69, 79], Black Caribbean [62, 63, 69, 79], African-
Caribbean [33, 59, 68], and West African-born immigrants
individuals born in Nigeria and Ghana/West African Male
immigrants [64]. Due to the ‘vastness of diversity of Africa’,
some studies reported focusing on specific communities of

@ Springer

African descent. For instance, Agi (2006) focused on immi-
grants from Ghana and Nigeria [64].

Participants’ (i.e. individuals with stroke and caregiv-
ers of African descent) stroke experiences reported across
studies were interpreted by the analytic research team and
categorized into the following broad categories: (1) engage-
ment in stroke prevention activities and responses to stroke
symptoms, including barriers to engaging in stroke preven-
tion activities and responses to stroke symptoms, (2) self-
management and self-identity after stroke, and (3) stroke
care experiences, including care experiences with health
providers and systems and caregiving experiences and
expectations.

Category 1: Engagement in Stroke Prevention Activities
and Responses to Stroke Symptoms

A synthesis of barriers reported across studies to partici-
pants’ engagement in stroke prevention (subcategory la) and
their responses after stroke symptom onset (subcategory 1b)
are described in this category.

Subcategory 1a: Barriers to Engaging in Stroke Prevention
Activities: Health Beliefs and Norms and Structural Barri-
ers Participant responses from 16 (43%) included studies
described various beliefs about stroke prevention held by
participants, which impacted participants’ perceptions about
the cause of stroke and their health behaviours. Some of
these beliefs differed from their healthcare providers, includ-
ing beliefs related to supernatural causes of stroke which
may act as barrier to seeking preventive treatment (e.g.
consult a healthcare provider for information about stroke
risk reduction, monitoring or treating high blood pressure)
or medical treatment for symptoms [59, 64]. Specifically,
some participants believed that stroke was a result of a spir-
itual illness caused by supernatural powers, such as voo-
doo, juju, witches, and wizards or a punishment from God
that required natural or spiritual interventions (e.g. herbs
or prayers) instead of medical treatment [59, 64]. While
these beliefs were passed down from generation to genera-
tion, some participants’ beliefs about supernatural causes of
stroke declined over time after immigrating to the USA [64].

Participants in other studies believed that stroke was
inevitable due to risk factors, such as hypertension, being
so common among African Americans regardless of whether
someone engaged in health prevention behaviours (e.g. die-
tary/lifestyle changes) [56]. The prevalence of hypertension
among African American communities appeared to dilute
participants’ perceptions of the seriousness of hypertension
as a stroke risk factor, as one participant stated: ‘Every Black
person that goes to the doctor, they give them the blood pres-
sure pills. So, we don’t take the stroke as seriously because
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we’re all on blood pressure medicine’ [58]. Overall, several
participants, including those with a family history of stroke,
had limited knowledge of lifestyle risk factors for stroke [25,
59]. Limited stroke knowledge may also be a result of a
lack of readily available information about stroke outside
of encounters with health providers, such as public service
announcements on the Internet, television, and billboards
[56].

Authors reported several reasons participants did not seek
preventative medical care. Magwood and colleagues indi-
cated that participants estimated that up to 85% of African
American men did not go to the doctor [76]. Participants’
view that ‘Black men were healthier’ than the general public
fostered reluctance to access health services [64]. Moreover,
other barriers to participants’ engagement in health promo-
tion and stroke prevention activities included having a low
perception of their personal stroke susceptibility, despite
some having stroke risk factors [25, 26, 56, 57, 59, 66, 75].
In addition, knowledge gaps in participants’ understanding
of stroke (e.g. where it occurs in the body) and stroke risk
factors (e.g. hypertension) were barriers to accessing pre-
ventative health services [22, 25, 56-58, 64, 72,75, 76, 78].
Additionally, access to health care was limited by structural
factors, including accessibility (e.g. geographical distance,
transportation difficulties) and affordability of care (e.g. high
care costs) [28].

The authors of one study noted that the concept of health
prevention was new to immigrants, and they may be influ-
enced by the health-seeking norms within their native coun-
tries [64]. For instance, West African-born immigrants were
from a culture where the norm was only to visit the hospital
when someone was very sick [64]. These individuals were
from a culture that rarely sought preventative healthcare or
services for mild symptoms because it was ‘like looking for
illness to escape family responsibilities” and ‘associated with
lazy men’ [64].

Authors noted that it was common for participants to
obtain knowledge regarding stroke from their family mem-
bers, friends, and acquaintances, while a lesser proportion
obtained this information from a health provider [56, 73].
In addition, a lack of publicly available information about
stroke and poor communication between participants and
health providers was believed to have contributed to par-
ticipants’ knowledge gaps about stroke prevention [63, 78].

Subcategory 1b: Responses to Stroke Symptoms Partici-
pant responses to stroke symptoms were synthesized from
13 studies (35%). While some participants could recognize
stroke symptoms and stroke as an emergency requiring a
timely response [73], multiple barriers inhibiting timely
access to stroke care after the onset of stroke symptoms were
described across studies. These barriers included a fear of
losing immigration status [65], being burglarized if living

in a high-crime area [58, 80], and the possibility of being
diagnosed with a medical condition [64]. In addition, past
experiences of discrimination from health providers/with
care provision [26], medical jargon, being embarrassed or
uncertain of their symptoms’ nature and severity, and not
viewing the symptoms as an emergency [22, 26, 56, 73]
were also barriers to seeking timely medical attention.

After the onset of stroke symptoms, many participants
consulted their social network for advice before a health pro-
vider [22, 56]. For example, a participant in one of the stud-
ies stated, ‘I didn’t go to the doctor for three days. I refused,
but they [family] took me anyway’ [73]. Their refusal to
seek medical attention was because they ‘did not want to be
bothered with doctors...I don’t want to deal with police, fire-
men, and all that’ [73]. Some caregivers indicated that they
avoided seeking medical assistance for the individual with
stroke symptoms because they did not want to upset them
if they did not view the symptoms as a medical emergency
[26, 73].

Instead of seeking immediate medical attention after the
onset of acute stroke symptoms, the authors indicated that
some participants hid their symptoms [22] or attempted to
‘sleep them off” [33]. Others relied on prayers to facilitate
their recovery [35, 57, 64, 76] or used folk/home remedies
[64]. An author reported a quote from participants about
why they turned to prayers, ‘we believe that if we have to
pray, we cast out the devil that is the cause of the attack. We
believe it’s a devilish attack, and if we pray, we cast out the
devil that way, this is the belief of Africans’ [64]. As noted
above, there were many interacting factors that drove these
responses, (including a core belief that a ‘stroke can be pre-
vented by appeasing or destroying the devil’ [64]) which
could prevent timely treatment as individuals relied on
prayer first instead of seeking timely medical attention [76].
Moorley [35, 59] opined that beliefs like witchcraft could
‘coexist amicably alongside modern medicine’ as these may
not necessarily impact medication management or risk fac-
tor management. The cost of medical attention was another
barrier to seeking health care for stroke symptoms [26, 65]
and a motive for turning to God: °...people turn to God when
in a hopeless situation due to lack of money to seek medical
attention...No money, you pray to God to heal you’ [64].

Authors noted that gender roles and expectations
grounded in sociocultural beliefs and norms (e.g. the cul-
ture of an individual’s native country) impacted partici-
pants’ willingness to seek health care [64, 76]. For example,
authors noted that men were expected to be strong; being
sick and accessing health services (e.g. going to the hos-
pital) contradicted this image, which contributed to men
neglecting their health symptoms [25]. Authors noted that
participants hiding or ignoring/dismissing stroke symp-
toms could lead to delayed medical treatment [22, 57]. In
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contrast, women generally appeared more comfortable seek-
ing health care as they tended to have greater exposure to it
(e.g. through childbirth) [64].

Category 2: Self-Management and Identity After Stroke

This category includes synthesized data on intra- and inter-
personal factors impacting life after stroke, including self-
management (subcategory 2a) and self-identity (subcategory
2b).

Subcategory 2a: Self-Management Self-management
behaviours from the perspectives of participants related to
medications, psychosocial well-being, faith in God, lifestyle
changes, and social networks were synthesized from 20 arti-
cles (54%).

Medication management: Multiple authors reported
participant challenges with accessing and managing
medication, especially multiple medications, due to the
high cost of medication, low income, and lack of insurance;
these barriers led to medication deviation [28, 65, 76,
78]. Due to high medication costs, participants requested
generic medications or substituted medications with home
remedies [25, 28]. Aside from cost barriers, participants in
the studies reported concern or confusion about the purpose
or side effects of medications, which reduced medication
compliance [32, 70, 74, 76].

“I’m very unhappy about taking 21 pills every day and
I don’t really know what I’m taking.” [25].

“Clearly some seem to deviate from medication rec-
ommendations as indicated by “not taken since daugh-
ter went online and found side effects” or deciding that
“meds don’t work” without understanding the impact
of the decision” [76].

Participants’ beliefs about the effectiveness of alternative
and complementary methods (e.g. herbal supplements) led
them to deviate from recommended medication regimes as
they used these to replace or supplement pharmaceutical
medications and instead of medications, home remedies
were preferred by some individuals [32, 76].

Self-managing psychosocial well-being: Authors indi-
cated that depression was challenging for many participants,
including caregivers [31, 33, 35, 70, 76, 78]. Men with
stroke had more difficulty self-managing their psychosocial
well-being as they had difficulty recognizing and seeking
help for their depression [33, 78]. Expressing emotions was
difficult for participants with communication challenges,
leading to emotional upsets [70]. In addition, some par-
ticipants were concerned about the social stigma of being
labelled as a ‘stroke victim’ and tended to refrain from social
settings [76].

@ Springer

Faith in God: Self-management strategies used by
participants stemmed from culture, religion, faith, and
spirituality, including their strong faith in God [35, 66,
72]. Authors identified that belief in God and spirituality
positively impacted participants (e.g. their emotional
well-being) and supported their stroke recovery [29, 35,
60, 68, 70, 72, 74, 76]. Some participants believed that
‘God is ultimately in charge of every life event’ [72],
which helped them stay optimistic about a more positive
future and protected their mental health [35, 60, 68].
However, sometimes participants’ beliefs that God could
grant recovery led to unrealistic expectations of complete
‘recovery’ [76], or there was a tension between religious
beliefs and medical approaches [35].

Self-management lifestyle changes: Participants in the
included studies described self-management strategies,
including conventional lifestyle changes and home remedies
informed by cultural beliefs [25, 28]. However, modifying
diet was difficult for some due to the high cost of healthy
foods [70] and cultural diets (e.g. Soul food) [78].

Social networks: Social and religious networks helped
participants feel supported after a stroke [26, 35, 59, 67, 72,
76], and peer support groups were an information source
and provided emotional support [77]. For example, churches
offered support and comfort for participants [26, 35, 59, 67,
72, 76], but it was challenging for some individuals with
stroke to attend church due to physical or functional barri-
ers [68, 76].

Subcategory 2b: Self-Identity and Stroke Self-identity after
stroke related to gender/social and family role changes, indi-
vidual responses and returning to work, were synthesized
from 12 studies (35%).

Gender and social/family role changes: Participants
explained that it was common for men to overlook their
needs and focus on their family’s needs due to culturally
constructed gender roles [64]. However, after a stroke,
some men experienced stroke-related changes that no
longer allowed them to perform physical work (e.g. being
the handyman) or financially contribute to their family (e.g.
the breadwinner). Their activity limitations led to emotional
challenges related to feeling weak and their role changes [22,
58, 64]. Men also experienced social isolation from family
and friends who avoided seeing them ill [25]. In addition,
women also had to negotiate a new self-identity after stroke
by getting to know their new functions/limitations [33].
Regardless of gender, participants who required physical
assistance emotionally struggled as they valued independ-
ence and did not want to be a burden to others [22, 57, 76].
In social settings, some participants especially men indicated
that they had to be concerned about being profiled for their
race and health conditions [25].
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Individual responses: Participants in the included stud-
ies shared individualized responses after stroke related to
adopting a new self-identity, accepting self, and engaging
with body cues to support stroke recovery [22]. For instance,
some participants reported the need to come to terms with
their bodies to regain a sense of control [33, 58], and adopt-
ing a positive mindset helped deal with stroke recovery [35].
Others isolated themselves from social networks because
they were ashamed of their new illness identity [21].

Returning to work: Authors noted that participants
expressed a desire to return to work due to financial stressors
after stroke [72], such as having lower income after having
to retire early and the added burdens of medical and health
expenses, even for those that had health insurance some
expenses were not covered [28].

Category 3: Stroke Care Experiences

This category describes participants’ care experiences with
health providers and health care systems (category 3a) and
caregiving experiences and expectations (category 3b).

Subcategory 3a: Care Experiences with Health Care Providers
and Health Care Systems Care experiences with health pro-
viders and systems were synthesized from 12 studies (32%).
Not all participants trusted health providers [22, 78]. For
example, caregivers indicated that they doubted the accuracy
of the stroke diagnosis, whether their loved one was receiv-
ing proper care or whether a different treatment would be
more effective [22, 28]. In another example, Perzynski et al.
(2016) found that some participants believed that pharma-
ceutical companies incentivized the doctor to recommend
medications [78]. Participants in the included studies indi-
cated that service providers did not always understand them,
including challenges related to their culture or gender [25,
68]: ‘so for doctors to understand us black males as far as
what medication to use, what rules to adopt, I don’t think
that they know’ [25]. However, some participants did not
prefer culturally tailored programs, and in fact felt insulted
after being offered services [68]. “This is very insulting, in
other words they’re saying to me, listen, I can’t help you, go
to your own people... she goes to church but that was the
Black side of her, but, she would more find more enjoyment
being amongst English people... I didn’t really want her to
go into, sort of, like, a West Indian day centre, because she
wouldn’t have, she didn’t like it’ [68]. Another barrier to
patient-provider trust was the providers’ unwillingness to
speak to participants about alternative or complementary
treatments to pharmaceutical medication [25].

Poor communication with providers made caregivers feel
abandoned and overwhelmed because they did not feel like
they could ask staff questions about their loved one’s care

[63]. Moreover, some participants’ verbal communication
(e.g. speaking loudly) was perceived by health providers
as rude [63]. Some participants found that the paperwork
and procedures in the hospital (e.g. emergency room) were
challenging to navigate, and unfamiliar terminology made
navigating services difficult [63]. In addition, ongoing
paperwork was another barrier for caregivers accessing
health support for the individual with stroke [63].

While some participants had overall positive experiences
with care [67], some felt they had experienced poor quality
of care. For instance, participants indicated they were
not involved in determining goals and treatment plans.
In addition, they felt the rehabilitation staff appeared to
work harder with White individuals during rehabilitation
sessions [67]. When they advocated for needed services,
participants believed that the staff perceived them negatively
[68]. Another example was provided by participants who
had experienced difficulty receiving their initial stroke
diagnosis; participants had to make repeated trips to the
emergency room but were sent home without answers [72].
Care workers arriving late was perceived as disrespectful to
the comfort and dignity of the individual with a stroke, and
the arrival of an unfamiliar care worker added to caregiver
fatigue [79]. In addition, participants perceived disrespect
from providers when they took personal calls while working,
rushed personal care routines, and used the same washcloth
for a person’s intimate and remaining body parts [79].
Participants also felt that dispatchers of emergency services
interrogated and discriminated against them due to their
ethnicity and if they lived in a lower-income or high-crime
community [26].

Participants avoided institutionalized care as carers were
concerned about the quality of institutionalized care [68].
However, at the same time, participants perceived relying
on formal/paid support or family members for personal care
was humiliating and degrading [60]. Beyond health services,
a need for additional social support for low-income groups,
such as affordable food and exercise programs/facilities [78]
and addressing financial barriers to accessing stroke care and
medication management, was identified [26, 58].

Subcategory 3b: Caregiving Experiences and Expecta-
tions Caregiving experiences and expectations were synthe-
sized from 13 studies (35%). Social and community supports,
such as family members/caregivers, friends, and community
(e.g. church), were critical in supporting stroke recovery and
coping [26, 35, 59, 67, 72, 76]. Authors noted that supportive
family/caregiver facilitated recovery from stroke [76].

The social and historical contexts of African culture were
believed to influence the caregivers’ expectations and duty
to care for or give back to their family members [21, 24, 29].
This duty to care resulted in some caregivers having feelings
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of personal satisfaction and fulfillment in being able to ‘give
back’ [21, 27, 29], but many struggled to manage their other
responsibilities (e.g. their own health) while caring for an
individual with a stroke [21, 68, 70], resulting in sacrifices
to support their loved ones [60].

There were different types of caregiving roles, with some
gender-based trends noted, as men tended to provide financial
support, whereas women tended to provide emotional and
personal care support [21, 24, 29, 60]. Caregivers’ faith in God
helped them cope with the demands of caring for someone
with a stroke [24, 29, 68]. In addition, due to multiple family
members/friends involved in the care, caregivers had to
manage others’ opinions/judgements about the quality of their
caregiving [21].

Discussion

To the best of our knowledge, this review presents the first
meta-study to advance our knowledge of the experiences
and needs of individuals of African descent impacted
by stroke living in high-income countries. Based on our
analysis, participant experiences and needs after stroke
were organized into three categories: (1) stroke prevention
and responses to stroke symptoms, (2) self-management
and self-identity after stroke, (3) stroke care experiences.
While this meta-synthesis is novel, some of the findings are
supported by prior literature, discussed below.

The Need for Targeted Stroke Education

Prior literature has suggested ethnic disparities exist
throughout the stroke care continuum [18]. The current meta-
study highlights the need for tailored stroke education along
the stroke service trajectory, from identifying and responding
to stroke symptoms to community re-engagement. Educating
individuals about different beliefs about the causes of stroke is
necessary, as some stroke beliefs can decrease engagement in
healthy behaviours and encourage health-seeking behaviours
[22, 56, 57, 64, 70, 81]. Prior research has indicated that
individuals of African descent, particularly individuals
who are socially disadvantaged, may delay hospital arrival
time following the onset of a stroke and have lower usage of
acute stroke treatments [82—84]. This is concerning because
timely acute treatment results in better outcomes than delayed
treatment [85—87]. The reasons for delayed health-seeking
behaviour may be due to lower levels of health literacy about
specific stroke knowledge domains, challenges identifying and
responding to stroke symptoms, and attitudes and behaviours
that reduce willingness to seek health services [83, 88].
Additionally, as depicted in the synthesized studies, cultural
beliefs about health can sometimes conflict with medical
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management, with some individuals choosing to resolve
their acute symptoms with herbs or prayers while delaying
medical treatment [89]. While interventions to enhance stroke
knowledge exist [88], the education must be co-designed and
delivered in accessible and trusted locations to reach the
public, including hair salons, barbershops, churches, TV,
and radio, given the importance of acute stroke treatment
[48, 65, 81, 90]. While the feasibility and sustainability of
stroke intervention delivery in nontraditional settings (e.g.
barber shops) require further exploration, these settings are
promising for health interventions to have a wide reach and
reach high-risk individuals [90, 91]. For example, a 2023
review of health promotion interventions that emphasized
community engagement and lived gender and race-based
experiences delivered in barbershops found that these
interventions positively impacted participant retention
and health-related changes [90]. Other reviews of health
interventions delivered in faith-based organizations have
also noted improved outcomes [92, 93]. However, challenges,
tensions, and barriers, such as social, political, economic,
institutional, and cultural issues, must be considered [92, 93].

Cultural Beliefs and Health Behaviours

Cultural beliefs can also impact long-term self-management
of stroke symptoms. In some participants’ worldviews,
illnesses, such as a stroke, are perceived as disharmony
resulting from demons, evil spirits, and supernatural
phenomena [64]. The beliefs can have implications on
medication adherence and management. The findings
from our meta-study provide insights into specific health
experiences, beliefs, and norms that may help or hinder
engaging in timely stroke care and long-term management,
which can be addressed in future health interventions.

Patient and Provider Trust

To promote positive stroke care experiences and improve
trust between patients and healthcare professionals, health
professionals may need to implement strategies to build
trust during cross-cultural interactions and recognize
how their implicit biases may lead to misdiagnosis or
disparities in stroke service, including a lower provision of
evidence-based treatments [19, 32, 67, 94]. Studies in this
review supported the importance of cultural tailoring of
interventions and individualization in stroke interventions.
This finding aligns with a previous review of culturally
tailored chronic health interventions for individuals of
Black/African descent, emphasizing the need for cultural
tailoring and individualization [48] since not every person
prefers culturally tailored interventions [68].
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Cultural Tailoring of Stroke Services

Cultural tailoring of stroke services can be achieved by
directly involving participants or community members
in service design [25, 59]. For instance, various methods
have been proposed for cultural tailoring, including
‘culturally competent care’, ‘culturally appropriate
communication’, ‘culturally sensitive stroke education’,
and ‘culturally relevant therapies’ which acknowledge an
individual’s religious or cultural beliefs [31, 35, 56, 67, 78].
Adopting these relevant approaches [35, 56, 67, 78] and
an intersectional lens [95] may help improve the quality of
stroke care, aligning it better to the unique needs of target
populations.

Adopting an intersectional approach to stroke
interventions, which critically considers the complex
interaction between various elements (e.g. gender, sex,
ethnicity) that interact to share one’s experience in the
world [95-97], may help effectively address the individual
needs of diverse populations of African descent, as their
needs and experiences are shaped by multiple cultural
and identity factors, such as gender, religion, immigration
status, age, and socioeconomic status [98, 99]. For instance,
gender identity can impact health behaviours and healthcare
use, leading to gendered health disparities [100, 101].
Previous research has found that men of African descent
were less likely to access healthcare, including calling 911
after the onset of stroke symptoms, compared to women
or White men [83, 102, 103]. Time since immigration and
health-seeking norms and beliefs may also differ between
individuals born in and those who have immigrated to the
country [64]. Additionally, stroke affects individuals of
African descent at a younger age than other ethnic groups
[104], highlighting the importance of tailored interventions
to address age-specific stroke service needs [105]. Beyond
health services, there is a need for additional social support
for low-income groups, such as affordable food and exercise
programs/facilities [78] and addressing financial barriers to
accessing stroke care and medication management [26, 58].
Moreover, group differences among individuals of African
descent (e.g. Black/African American, Black Caribbean,
Black African, West African born) were noted in this
review, such as beliefs about supernatural causes of stroke
declined over time after immigrating to the USA [64]. These
group differences must be considered within interventions
but cannot be considered if adopting a one-size-fits-all
approach to stroke care. Thus, it is crucial to consider
multiple factors in designing and delivering interventions
across the stroke care continuum. Individualization may
help reduce stereotypical assumptions about individuals
based on their ethnicity by carefully assessing each person,
including their cultural preferences and religious beliefs
[68, 106].

An intersectional cultural humility approach [107] may
help providers identify the unique and individual needs
of individuals with stroke. Adopting a cultural humility
approach requires service providers to learn from their
clients and treat them as individuals rather than as a
homogenous group [107] can promote the delivery of
person-centred care [108]. Actively listening is a key
strategy in cultural humility and can help understand
patients and build trust between providers and patients
[24, 29, 76, 81]. By assessing a person’s cultural contexts
and preferences (e.g. religiosity, spirituality), providers
can avoid stereotypical assumptions based on ethnicity and
determine which culturally tailored resources (if any) may
be helpful for that person [24, 64, 81, 106]. For example,
if a person is spiritual or religious, integrating spirituality
and religion into health promotion and acknowledging the
potential benefits that religion and the church could play
in stroke recovery may be helpful [32, 59]. By adopting an
approach where providers are learning from patients and
understanding each patient’s unique needs, providers can
acknowledge and attend to differences between individuals
and create an open environment for communication [107],
thereby deliver person-centred care [108]. For instance,
if an individual has poor compliance with medications,
providers need to understand the reasons why and may
need to educate patients on the side effects and the risks of
medication deviation [32].

Family-Centred Care

The findings of this review resonate with prior research as
they highlight the unmet needs of caregivers, suggesting the
need for greater care support [109]. In addition, our review
found that multiple family members may be involved in
caring, so providers may need to help negotiate the division
of caregiving duties and educate caregivers and care
recipients on the available options if they can no longer
provide care (e.g. institutionalized care) [21]. Caregivers are
often underrecognized in the health system, but vital sources
of support for individuals with stroke [110]. Research has
recommended that health providers assess caregivers’
needs and prepare them for their caregiving roles to reduce
caregiver burden [110].

Research-Related Challenges

The studies included in this review provide valuable insights
into the experiences and needs of individuals of African
descent after stroke. However, multiple authors reported
small sample sizes due to recruitment challenges, despite
using multiple recruitment strategies, such as recruiting
from multiple locations, partnering with churches,
community centres, and clinics, and leveraging personal
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networks. Recruitment challenges are unsurprising as
previous research has consistently noted challenges
recruiting ethnic minorities for stroke studies [111-113]. To
address these recruitment challenges, in 2022, Cunningham-
Erves and colleagues developed guidelines for culturally
tailored research recruitment, recommending recruitment
through multiple channels, establishing relationships
with communities and neighbourhoods, and specifying
appropriate incentives [114]. In addition, other scholars have
recommended using hospital stroke databases and partnering
with churches to identify study participants [115]. Hospital
stroke databases may also be useful in future research as
we note that limited research has captured the experiences
and needs of individuals in the hospital. Furthermore,
most studies in this review were conducted in the USA and
published by the same author groups, highlighting the need
for more research from other contexts.

Limitations and Strengths

This review has some limitations and strengths. First,
there is a risk that our review has not captured all the
relevant research on this topic [116], despite developing a
comprehensive peer-reviewed search strategy in consultation
with a librarian and using multiple databases and having two
researchers independently screen the titles, abstracts, and
full texts. Second, as noted in other meta-studies [116], it is
difficult to determine which studies report unique data versus
analyzed the same data, including studies that reanalyze data
in another study or a dissertation. We treated all studies as
unique to avoid incorrect assumptions, which may have
affected our findings. Nevertheless, we reported which
studies were from the same author group to provide insights
into possible common data sets. Third, we only included
studies published in English, which may have limited
the comprehensiveness of this review. Finally, although
two reviewers were involved in data extraction, there is a
possibility of data extraction errors.

This qualitative meta-study intended to comprehensively
synthesize what is known on this topic based on the
existing literature rather than providing generalizations.
We used a comprehensive, peer-reviewed search strategy
developed with a Faculty Liaison & Instruction Librarian.
In addition, our research team included team members
who identified as of African/Caribbean descent that were
involved in the interpretation of the findings to capture
cultural nuances present in the literature. Finally, we
enhanced comprehensiveness and rigour with multiple
team members involved in data collection and analysis
and providing readers with detailed descriptions of the
contexts and participants of the included studies, from which
interpretations were drawn [117, 118].
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Conclusion

This meta-study of 37 studies provides valuable insights
into the experiences of individuals of African descent
after stroke and their caregivers, highlighting the need for
culturally sensitive care approaches that consider cultural
and individual needs. These review findings can inform
the development of future tailored stroke interventions
across the stroke care continuum. The methodological and
theoretical insights generated from this review can guide
future research.
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