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LESSONS LEARNED FROM THE 2CEERIAS STUDY

Overview

The Coronavirus 2019 (COMI®) pandemic hasnpacted public life and health care delivery, including

utilization of stroke treatment. Stagt-home orders and guidance fwacticesocial distancingave imposed

risks toaccessingare and treatment for people with chronic and acute conditions, likeke. COVIBEL9 has
disproportionately affected Black and Hispanic communities, populations who are also at higher risk for stroke.

Phase Il of theCommunity Engagement in Early Recognition and Immediate Action in Str2REERIASYmMs
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pandemic 2CEERIAS builds on the success of the CEERIAS study, funded by the Patient Centered Outcomes
Research Institute (PCORI) in 200EERIASartnered with the community members in twpredominantly
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Black and Hispanic Chicago neighborhoods at
hightrisk for stroketo develop an educational
program to spread messaging about stroke
warning signs and symptoms, promote trust, and
communicate the importace of early arrival to
the Emergency Department (ED) in improving
stroke outcomes. CEERI#&ned influencers
FNRY (KS O2YYdzyAide oa{ dNR]
encourage community members to complete the
Gt OG G2 'O0G C!{¢é¢ LI SRIS:
would call911 if they withessed someone having
a stroke.Studyfindingsdemonstrated that
following the CEERIAS program, there was an
increase inyounger people, menand Black
patientswho arrived at theEmergency
Department (B) earlyin select Chicago hospitals
which increased their chances of receiving time
dependent treatment Furthermore, the number
of people who used an ambulance when they
thought they were having a stroke also improved
after the programbegan

PCORI funded 2CEERIAS in 2020apt the
CEERIAS program to a virtual environmestthe
COVIBL9 pandemic has prompted changes to
our social norms and movedany engagement

activities online to reduce risk offection. For the ZEERIAS studyerecruited 20 Stroke Promoters to
complete an interactive virtual training on stroke awarenasd symptom identification, and participate in
discussions obarriers to timely stroke care during COMI® andstrategies fo effective messagintp

communities of coloon the importance of O G A y 3

G C! {ThetvirtuRliaralding éqi@pédStoke

Promoters to embark on a 99ay2CEERIAS community engagement campaign with a virtual focus.
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This papeexaminesour efforts to virtually train 20 Stroke Promoteirs the context otthe current stroke and
COVIEL9 landscapgncluding our approach to engagement, results from the virtual trainiagd,lessons
learned.This paper alscecommenddurther research andction to improve strokerelated health outcomes

for communities of color and address community needs during a pandemic that necessitates social distancing
and remote engagement.

Unprecedented: Addressing Stroke During a Pandemic

Theimmediate need for comprebnsive education and engagemenh the importance of timely stroke carg
is even more urgenin the COVIEL9 environment where communities of color face additional challenges

accessing quality care and experience worse health care outcames

Therapid spread othe 2019 CoronavirusCOVIBL9) has strained U.Sesources and placegaressure orthe
healthcare system to meet the needs thiose most vulnerablé? The focus on COUI® prevention and
treatment has made access to treatment for othezute health conditions like strokaore challenging.
Among2CEERIAS program community members, the knowledgeCtOgtib19 disproportionatelyaffects
communities of coloadded topreexistingmistrust of the health care systenfihis was further exacerbad by
fears and anxietieaboutleavinghomes and neighborhoods seek careCommunity members also expressed
concern about beingeparated from their lovednes during an EbBr clinic visitgiven COVIH19 protocolshat
restrict family memberdrom coming to the hospitaFurther,researchindicatesthat COVIEL9islinkedto

more severe infections in stroke patients and in kigihume care settinggnd as many as orthird of COVID
19 patients exhibit neurological symptorasch asheadaches ad dizzines$®

The COVIEL9 pandemiaontinues to change how providedeliver stroke careHospitals have reorganized
workflows implemented more stringent sanitation protocobsd reallocated personnel to different
departmentswhich has led talelays in the timely administration of stroke treatmetftAcute care facilities
have also been straindaly thesurgeof COVIBLY patientsas cases have risen across the.laS illustrated by
changes in intensive care unit (IQuilizationfrom the begnning of the pandemic in Mardlo December 2020
(seeFigure 1next page)Higher acuitystroke patients may requirmore intensive care or ventilators
Accessing this equipment becomm®re challenging wn facilities must also meet the demands of treagti
COVIEL9 patientst?
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Figure 1. Chicago Ventilator and ICU Bed Utilization by C&N\dPatients'™
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Thepandemic has also influenced how peoplcesgreatment formany conditions, which may extend to
stroke.Some preventive care services, like wellness visits, have been delayed or mavetktealth
environment to accommodate guidance to remain socially distartaddress changes in healthcare
workforce capacity and the availability of personal protectgaipment (PPE}

/| KAOIFI32Qa adz2NHS Ay (St SKSIfGK aSNBAOSA FGOISNI GKS &l
leverage virtual platforms for enhanced community engagement in stroke education and awareness, such as

the 2CEERIAS initiagivFigure Anext pageshows telehealth utilization patterns in Chicago over the course of

the pandemic. Telehealth utilization has increased since March 2020, spiking after lllinois Governor Pritzker
issued a staxat-homeorder.'* Telehealthutilizationdecreased since March, but has remained about 15%

higher than before the COWI® public health emergencyhe ways in which patients and providers will

continue to use virtual solutions to manage their conditions, such asgiosike recovery, will conture to

evolve®®

Of note, here areracial, ethnicgeographicandsocioeconomic disparities in telehealth access and litetacy.
Not everyone is able to access telehealth services or use them effectiMabyigh inperson strategies for
community engagment are useful, there is a need to ensure thare is equitable acceds effective use of
virtual platforms to improve outcomes and eliminate health disparities

* March 2020 data reflect ventilator and ICU utilization on March 19, 2020. December 2020 data reflect ventilator and ICU
utilization on December 3, 2020. Data are not cumulative.
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Figure 2. Chicago Telehealth Utilizatiamd Total COVIE9 Cases Over Tir{&:>®
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While some peoplare seeking preventive amehabilitativecare virtually via telehealthgthers aredelaying
caredue to concerns about contractingOVIBL9.Y” Major stroke centers have reportedecreases in patient
contacts, likely due to social distancing orders and tdanfection?® As ofAugust 20204 in every 10 adults in
the U.S. reported delaying or avoiding medical care because of concerns related tc I20OXIDostone-third
of U.Sadults delayed or avoided routine medical caaad 12% avoided emergency café-or stroke patients,
delaying care can haserious longierm or fatal consequences.

The pandemic has also intensified disparities in stroke care and outcomes duripgritiemic due toscial
determinants of health (e.grace/ethnicity, socioeconomic status, health literacy, etc.)

Early studies on COVI® haveshown that racial and ethnic minority groups have been disproportionately
affected by the virug? Even beforghe pandemicresearch foundhat stroke hasa greaterimpacton racial

and ethnic minoritiesBlack and Hispanic populatioase almost twice as likely to have a stroke/dsitesand
aremore likely to die as a result of strak&*?Black stroke survivs aremore likely to be disablgdndtheir
range of adwity tends to bemuch more limited tharstroke survivors of other racé$2*The financiaburden

of strokeis alsosignificantlygreaterin minority communitiesbecause stroketend to occur at an earlier age in
Black and Hispanmopulations?>26

Figure 3ifext pagé shows thaprior to the COVIEL9 pandemic women and acial minoritieswere less likely
to receivetissue plasminogen activator (tPA), a medication used td taeate ischemic stroke, thawhite

"Telehealth utilization data are sourced from the , Which

dzaSa (St SKSIt (K Y-BdRredahd fullyGrislrdd Wealth Plan® across &t nikjor commercial payors and
MedicaS ! R@I yil 3Sedé¢ 510G NBEFEtSOG GKS LISNOSyid 2F YSRAOFE as
7 COVIEL9 data reflect the total number of positive COMI®cases reported on a particular date. Data are not

cumulative.


https://reports.chartis.com/telehealth_trends_and_implications-aug2020/
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Figure 3. Racial Disparities in Stroke Treatment:
tPA Utilization
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and

Women

men.?’ Peopleexperiencing acute ischemic strokes
who receive timelyPAare more likely tesuccessfully
recover poststroke?® These disparities in tPA
administrationmay worseras a result of COVAL®,
given that racial and ethnic health disparitieave
grown more broadly®

Stroke and COVH29 in Chicago Communities of
Color

National trenddn stroke disparitiesre reflectedat

the community level in Chicago. A 20QBicagastudy
foundthat on averageWhite strokepatientsarrived

at a hospital 85 minutes after stroke symptoms
started, whereas the timeo arrivalfor Black stroke
victims was 152.finuteson averageForBlack

stroke victims who called 911he time from when

stroke symptoms started until the stroke victim arrived at the hospital was 34 minutes longeWthae

stroke victims?®

/ KA OBaitd Sidewhich has a mostiBlackand Hispanipopulation is the area of the city most impacted
by stroke Highratesof COVIEL9 deaths are also observedthis area ofChica@.***Figue 4 and Figure5
belowshowChicagaegionswith more stroke-related deaths per @0,000(by neighborhoogland COVIEL9

deathsper 100,00Qby zip cod respectively
Figure 4. Chicago Stroke Deaths per 100,080

17.2-30.9
31.0-44.6
44.7-58.3
58.4-72.0
72.1-85.7

Figure5. Chicago COVHD9 Deaths per 100,000™

No COVID-19 deaths
15.7-54.5
90.1-129.1
129.2-179.5
179.6-284.6

§ Adapted from Chicago Health Agledata last updated April 9, 2019.
* Adapted from Chicago.gov; data last updated December 3, 2020.
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Figure6 below further demonstrates that COVAI® has had a disproportionate impact on communities of

color in Chicagolt breaks down the percentage of COVID cases, deaths, and hospitalizatiéosnon-

Hispanic Black, Hispanic, and AdispanidWVhite groupsrelative toti K Sa S I NR dzZLJA Q NBLINB & Sy
population®?33NonHispanic Black and Hispanic Chicagdeve a higher proportion of COVID cases,

deaths, and hospitalizations in comparisorVithite Chicagoas.

N

Figure6. Percentage 02020Chicago COVHD9 Cases, Deaths, and Hospitalizations by Racial/Ethnic Group
Relative to Racial/Ethnic Group Population Shatés*
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These data highligtracial and ethnic health care disparities among Black and Hispanic Chicagharsmay
be affectedby different social and environmental factotd-or instance, Black and Hispanic grobase

higher incidences of other underlying conditigtike hypertensionthat canincrease theisk of stroke and the
severity of COVHR9 symptoms>4” This may lad to increased hospitalizations and worse CGMDnortality.
Further,Blackglisproportionately work in essential occupations (e.g., health care and transportation) that
place them at higher risk of COVID infection®

*Chicago population estimates use 2019 Census data.
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About 2CEERIAS

PCORhas funded2CEERIAS build on previous effortsto improve early treatment of stroke and stroke

outcomes in predominantly Black and Hispanic Chicagonmunitiesby creatinga programthat addresses
needs brought on byhe GOVID19 pandemic.

In 2014 PCORundedthe

to improve strokerelated hedth outcomes and reduce racial disparities in Chicago. CEERIAS
researchers conducted the observational study in a predomin@itligkcommunity in the South Side of
ChicagoResearchers selected tiemmunitybecauseof itshigh stroke incidence and loemergency
Medical Service (EMS) usa§MS is critical famitigating the adverse effects of strokéThe CEERIAS team
implemented an iLJSNBR 2y AGNR1 S LINBLI NSRyS&da LINRPINFY GKI G
t NEY2GSNBRZE G2 &aLINBFR YSaal3aiay3a GKFG SYLKEFIaAl SR S
overcome barriers to seeking treatmefar stroke.

¢KS 1Se YSaalr3asS 2F (KSLLISHDRIANT IGRO LI CILHAOALR NIGAG N2 |
(e.g.,[f]lace drooping on one sidgglrm weakness on one side of the bodisjpeech slurring or difficultyand
expedite care given tetroke patients [t]ime to call 911) Results of the CEERIAS study indicated that
successful implementation of the stroke preparedness program can improve set#ted health outcomes in
vulnerable communitieg?ositive returns also suggested a needbtild upon the CEERIAS approach to
educateadditionalO2 YYdzy AG @ YSYOSNAR 2y GKS Nxaj]l 2F adaNR{1S YR

dzAft RAy3 2y | a/ 99wlL! {¢ {dzOO0OSaay tKIFIaS LL

launched in 2020 to
bring the campaign to a virtual platform in response to new
environmental conditions brought on by the COM®pandemic.
Like in the CEERIAS study, Stroke Promoters complete stroke |
ARSYGATAOIGAZ2Y FyR LINGLIEASERY |
messagingln 2CEERIA®g delivered the trainingia web I Experiential Leaming Model
I

Figure 7. 2CEERIAS Community
Engagement Principles

Community Ownership

Agile, Flexible Approach ALINB I F

meetings, social media, and other forms of remote Inclusive, Open Dialogue |
New Learning ]

communicationFigure 7 1ight) highlightsthe 2CEERIAS study
principles for community engagemenithese principles continue
to guideour team interactions withadvisors, stroke promoters, and the broader community.

In October 2020, 2CEERIAS trained 20 Stroke Promoters th2ehalr interactive onlinetrainings which
includededucationand discussion on the risk of stroke,litiNB @I £ Sy OS Ay [/ KAOlF 32Qa 02 Y
the skills needed to identify stroke symptoms quickly and act. The meetings also emphasized the impact of
COVIBL19 on care deliveryfwo neurologists, Dr. Neelum Aggarwal &rd ShyanPrabhakarandelivered the

educational and training material. Dr. Aggarwal and Dr. Prabhalssiased as céPrincipalinvestigators for

the CEERIAS study and provide clinical expertise for 2CEERIAS.

Stroke Promoters were required to attend at least one of four online tngisibut hadthe opportunity tojoin
for more than one sessiorAll four trainings covered the same materiéb promote both experiential learning
and open dialogue, articipantswere encouraged to shaitheir experiences with the healthcare system,
before and during the COVAI® pandemic, ando-design approaches to adapti2C EERIAS messagamgl
deliveryto be effective in a virtual environmenitikewisewe co-developed all training materials with the


https://www.pcori.org/research-results/2014/does-community-education-program-help-increase-early-hospital-arrival-and
https://www.pcori.org/research-results/2014/does-community-education-program-help-increase-early-hospital-arrival-and
http://www.2ceerias.com/
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2CEERIAS Community Advisory Board (CABhmittee of patients, families, community members, and
former CEERIAS Stroke Promoters that pravaesrsight on all study activities. CAB members also attended
the virtual training.

At the conclusion of the virtuafainings we provided Stroke Promotsrwith a 98day action plan to promote
GKS H/99wlL! { a4t I CCEERRAS $troké Pramoters &ill beden§agidyInda social media
OF YLI A3y (2 SR dzGEddiabd grow theePCEERIAA cofraudiy irough messaging on
Facebook, Instagramwitter, TikTok, and other sites.

Approach to Virtual Engagement : Training for Stroke Promoters

We used an agile methodologto facilitate continuous process improvement in the development of
educational materials and other supporting materials to prepare Stroke Promoters for successful

participation in the virtual training.

Pre- and PostSurvey Design

2CEERIAS Stroke Promotssmpleted a onlinepre-survey administered before thigaining andan online
post-surveyadministered after the trainingo assess changes in Promoter knowledbeut stroke

perceptions of seléefficacy withaddressingstroke, and experience with the fadth care system and COVID.

Some of the survey content was drawn from the CEERIAS project and adapted to be more appropriate for the
current environmentWe alsomodified the surveys in response to CAB feedback:

1 Streamlined SurveyWe removed survey items that were redundant and prioritized those items most
pertinent to assessing training effectiveness, Stroke Promoter experience with the health care system,
and Stroke Promoter experience during COVED

1 Flexible Response OptionEr sensitive topics (e.g., trust in the health care systemg)included an
option for Stroke Promoters to defer a response and follow up over the pHone.Stroke Promoter
selected this option, which prompted follewp and further discussiobeyond the swey and virtual
training sessions.

Table 1 below summarizes the concepts captured inpiiee and postsurveysResults from the preand post
survey are summarized in

Table 1. Summary of Concepts Captd Across the Preand PostSurveys
Survey Concept Pre-Survey Post-Survey

(Up to 33questions) (13 questions)

v X
v X
v v
v X
v X
v v
X v

Demographics

Experience with Stroke

Stroke Knowledge

Stroke Knowledge Attitudes and Seffficacy
Experience with thédealth Care System
Impact of COVIBEL9 Pandemic

Feedback on Convening Experience

Training Design an&cheduling
We designed the trainings to meet the objectives summarized in Figure 8 below.
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Understand the impact of COVID-19 on stroke early warning education for Black and
Hispanic communities

Q Review social media strategies for engaging communities

We solicited input from the CAB and the Stroke Promoters to design the virtual training and makeioast
processmprovements

1 Streamlinad Training Whilethe initial plan for the virtual training was to conduct a eday remote
sessionwe pivoted to acommodate Stroke Promoter needbhe Stroke Promoters and the CAB
aKFNBR GKFIG GKSe& 6 SNB frdnboudfsidy Gn0& doshrmunidation glatforist G A 3 dz
As suchyve condensed the training from fmur-hour session to a twour session.

1 StrokePromoter- and CABCentric SchedulingiVe schedule four training sessions during different
days of the week and times of the day to align with StrBkemoterand CARwvailability.Many of the
Stroke Promoters have joland commitmentge.g., barbercommunity health workerfaith leader,
caregiver, etc.)hat necessitated flexible schedulin@troke Promoters were required to attend at
least one session, but had the option to attend more than one trainirengage more deeply with
other Stroke Promaters in discussions around stroke and CG14AD

1 PreTraining Materials:To ensure thattroke Promoters received the full scope of the 2CEERIAS
educational materials after moving to an accelerated session forwmtleveloped a preraining
videofor Stroke Promoters to watch in advancetbt virtual training.Stroke Promoters also received
avirtual training onepager that provided information about training logistics, an agenda for the
session, andips for online participation.

9 Office Hours Prior tothe training sessions, held two optional office hours meetings for Stroke
Promoters to meet the teamegst the virtual platform (Zoom meeting) technology, and ask questions.

1 Adjustments and ModificationsAt the end of each traininghe 2CEERIAS project teaabriefed and
identified opportunities for continuous improvement. During the second, third, and fourth training
sessionsyve shifted the order of the traininggendato encourage increased engagememd
discussion among the Stroke Promoteeslier in the program.

Engagement in the Virtual Environment

We leveragedvirtual meeting tools to encourage Stroke Promoter engagement and discussion during the
training, including the chat function, video amsdreensharing, and unmuted phone lineStroke Promoters
used the chato share comments and questions throughout the presentation
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Stroke Promoter Virtual Training Discussion

StrokePromoters sharednsights in the pre and posttraining surveys andluring the virtual training We
identified key themes around communitynemberexperiences with and perceptions of the healtare

system as well as opportunities for health care providers and researchergiprove community
engagement around strokand COVIEL9.

Barriers toSafe andlimelyCare

Effective treatment for stroke is timely tréaent ¢ barriers to critical care for people experiencing a stroke

result in poor health outcomesgome Stroke Promoteemnd CAB membeghared that community members

may bereluctant to call 911out of fear of negative police interactions. Others notedttsome community
membersmay be atrisk for stroke but ar@inable to
take preventive measures to reduce stroke rigk.g.,
exercise, diet, etcdue tochallenges with accessing
primary care healthy food, and transportation in their
neighborhood. In the pre-survey (N=17), almost 45% of
Stroke Promoterseported difficulty reachinghe
R2002NNa Fphdn®dhd eNT5iofA y A O
Stroke Promoterg$eel theyhave to wait too many days
for an appointment.

Stroke Promotersand CAB membehared that when

they canaccess health care servicg®or provider-
patient communicationmakesinteractions difficult During the virtual training, Stroke Promoters noted that
healthcareproviders lack transparency amde unwillingto listento patienta Q O 2 i & pHgsurvdy over
75% ofStroke PromotergN=17)saidthat providersoften speak in a way that is too technical or medaadl
give instructions that are difficult to follow/iews on providers were not all negative, howevether Strole
Promotersindicated during thetraining sessions and in the peairveythat their own providerswill take time
to explain thingsn an understandable wagnd are generally honestbout illness and treatment needs.

Favorable interactions d® dzii ¢ SA 3K { (i Nahd S

/1. Y S ¥an&@mM&with equitable treatment oBlack

patients by health care provider©ver 80% of Stroke

Promotersin the presurveyshared that they believe

providers do not treaBlack patients the same a§hite

patients Prior to the spread of COVD, dispatties in care

delivery influenced G NB 1 S t déd@siorss o Seel Q

YSRAOIf O NB Hdé. StrokelPtdindle?s Qhiaretjabtiuzyi e hearinghat community members
feelthat regardless of social statuBlack people receive less treatmeinbm healthcare providersStroke
Promotersand CAB membeiasodiscussed thahigh-profile influencersin their communitieshave
experienced serious challenges with the health care systeddescribed hovthese examplecan make
people of color skeptical afeeking careStroke Promoters and CAB members discussed negative experiences
at hospitals and other places of care in their neighborhoods, like waiting a long time to get the care they
needed or receiving lowuality care.Theynoted that people in theBlack community cannot rely cdBMSin

the way thatnon-minorities canreferencingdisparities iEMSarrival times.

10
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TheCOVIB19 pandemic has intensified barriers to cafer
communities of color in Chicagbearof contracting COVHD9
hasdeepened Stroke Promet and CAB membaroncerns about
stroke preparedness and respon&troke Promoterand CAB
membersshared that they are hearinigom friends, family, co
workers, and neighbors that they aveorriedaboutI 2 Ay 3 (G2 G KS R 2 OdutoNgxdhat#t ¥ FA OS
will increase their risk of COVI infection.

This fear is mixed witgeneraluncertainty apund the virus an@¢onfusion on how tosafelyaccess carahile
still maintaining proper protective measuresstroke Promoters shared concerns abthg uncertain, long
lasting effects of COVHDI infection Stroke Promoters and CAB membexpressed concerns th&@OVIB19
af 2y 3 épéoplEwBa\iEve recovered frol@OVIBLY (tested negative) but still experiensgmptomsare
at greater risk for stroke and other conditioffs'®

Promoters have expressaeilistrust in the health care systemln the presurvey, over 80% of Stroke

Promoters said that they believed thhabspitalsécover ug their medical mistakes and that hospitals

experiment on people without telling then®ncea vaccine or treatmenbecomes availabléor COVIBLY, 40%

of Stroke Promoters (NE9) said that they wouldot be willing to take it in the possurvey.Similar toresults

from a national survey about attitudes toward COMMB, Stroke Promotersiere concerned that the COVAD

19 vaccine would not be thoroughly testéddzS (2 | GNUHzZAKSRE NBOBASSE | yRk2NI |
Administration (FDA

Empowering the Communityo Take Ownership of Their Care

Stroke Promoters and CAB members discussed ways that the 2CEERIAS team can improve (eagsaging
social media posts, 2CEERIAS talking pointstetanidengagement of K A O BlatR addiHispanic
communities on stroke care.

Messagingshouldincludeinformation and evidence that addresses COV1B-related concerns Messaging

shouldcover topts such athe ways in which hospitals and EMS have changed their procedures to reduce the

risk of COVIR9 transmissiorby using appropriatd®PE and cleaning protocolhismessagingan help
FfftSOAILGS O2YYdzyAili & YSYoSNE@andeRic atmDeuipyh®rs with thetédolS S  OF N
and resources to do so safeMessaging shouldlso includenformation to help people when they are

communicating with their providerssuch asexamples ofquestions to ask during doctor visitdaterials

should be available imultiple languages

Stroke Promoters and CAB members recommendeddinake messaging should address prevention and
stroke care quality The 2CEERIAS campaign should include eduneatitaterials that discuss the linkages
among obesity, cardiovascular disease, and CQ9)Rnd stress the importance of eating well, exercising, and
taking other measures to reduce stroke risk. Additionalggpie of color in Chicagmay notbe as confient in
seeking stroke care due to previonsgativeexperiences with the health care systeBuch messaging should
include information about Chicago Primary Stroke Centers, which are required to meet certain quality

11
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standards and are trusted to treat ske patients.
AyOfdzRSa | fAad 2F / KAOI 32

The person delivering the message is just as important as t
message itseliMessages should bsharedvia a source that
people inthe community trust When developing messaging
materials for distribution, Stroke Promoters and CAB membe
recommendedthatt / 9 9wL! & dzaS AaNBI €
a0201 LK20G2adé ¢KS YSaal3as
community members see the faces of their friends, family, a
neighborsexpressingupport. One Stroke Promotedcted on
this recommendation anddapted the pledge to the likeness
of her family in a shareable graphisee righ).

The 2CEERIAS campaign shenlgage everyongnot just
older adults whanay beat higher riskor stroke.The
2CEERIAS team should engpgelic schools andistorically
Black colleges and universities (HBCidsgach children and
young adultsAs noted in the CEERIAS study, many young
adults, whohavelived in multigenerationahouseholds have R e Wiy
witnessed cardiovascular eventsd.,heartattack and stroke) ot eistlon
and have beemesponsible foinitiating the 911 call for
assistancé’ Knowingthe warning signs and symptoms of
strokewill enable people to help others experiencing a stroke
get timely treatment.

While 2CEERIAS has a virtual compayrtee campaign should
not be restricted to virtual outreachStroke Promoters and
CAB members whoansafely engag&ith community
members irpersoncan spread the 2CEERIAS mesgage. PLAN WITH YOUR FAMILY
Stroke Promoter suggestamieating aQuick Respons&R
code,abarcode thatsmartphones can reado share 2CEERIAS
materials while maintaining social distanc2CEERIAS can be
combined with other initiativesind essential servicebke

.
voter registration or food deliveries. Stroke Promoters and C IIIIII.III.II I‘
membersalsodiscussed creating a 2CEERbA® ded face |

mask
I agree to act F.A.S5.T when I see someone with
. . the sudden signs of stroke. As a bystander, I
Some of these suggested ways to improve messaging have SRR S R
already been implemented. Others are opportunities for \

improvement in a future phase of this work.

TIME LOST is BRAIN LOST

Stroke-Promoter Adapted Pledge Graphic
12
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90-Day Social Media Campaign

Completion of the 9@ay Social Media Campaign was a Project Milestone designed to test the revised
messaging summarized from the Virtual Conveiiiniipe using virtual and netraditional engagement
platforms. The Campaidgreganlate October and continued through the end of January 2021. Promoter

used the project website, Facebook, Twitter, Instagram, Tik Tok, and LinkedIn to spread the 2CEERIAS message.

Other methods of dissemination included phone banking and community events

Website Analytics
T New Visitors to site 49.3%/50.7% Returning Visitors
1 80 Users (72 New Users)
1 Device most used: Mobile (63.7%), Desktop (35%), Tablet (1.3%)

- Users: 51 (mobile), 28 (desktop), 1 (tablet)
- New Users: 49 (mobile), 23 (desktop)idblet)

Social Media Overview

f

Total Overall Impressions

- Facebook (n=457)

- Twitter (n=346)

- Instagram (n=116)

- LinkedIn (n=42)
October to November had the greatest increase in overall impressions. Facebook (+64%), Twitter
(+1190%).
Impression began to precipitously decline after November 2020.
Exhibit 1. Shows that Facebook and Instagram yielded the most followers. LinkedIn having the least
value.

Exhibit 2. Shows that Facebook and Twitter yielded the most overall impressioresilhihkving the least

value.

13
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Percent Change
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Additional insight from Stroke Promoters yielded was the way in which Social Media was used for engagement.
For example, by using Facebook Stories feature, Promoters were able to see the names of their contacts that
looked d@ the 2CEERIAS content. Promoters used this opportunity to engage-onesree discussions with

those targeted individuals; resulting in more 2CEERIAS pledges completed. We also learned that platforms
such as Microsoft Team were leveraged to broaddastZCEERIAS message to colleagues and other
constituents. This engagement strategy also helped to more broadly share the 2CEERIAS message and from
earlyresponses yielded imply that further dissemination beyond our targeted reach of Chicagoidesired

Lessons Learned

Overall,Stroke Promotersesponded positively to theraining. A total of 3,679 2CEERIAS PACT to ACT FAST
Pledges were completed resulting from the-B@y Campaign. Data collected from the Virtual Convening, 90
Day Campaign Office Hauand our project end meeting has been compiled to understand the project
learnings relative to our objectives. A restatement of those objectives include:

1 Produce recommendations for future patient, family and commustdtiven research focused on
strokeeducation and early treatment.

9 Address barriers to community stroke activation and assess the impact of neighbeknedactors
on strokerelated disability in the COVWAL® environment.

1 Disseminate and track a modified educational intervention reggamong Chicagoland Stroke
Promoters using online, social and broadcast media.

In conclusion the 2CEERIAS project demonstrates an evidbaseel method for effective engagement
strategies for atrisk acute stroke communities. It is also believed the RT&AR model could potentially be
tested and adopted to eliminate disparities among other clicaand acute conditionskigure Selow
captures the most prominent themeabat Stroke Promotes sharedthroughout the project

The use of virtual platforms is a form of dissemination that worked for the 2CEERIAS engagement strategy.
Accordingly, further dissemination of the critical messages could adopt a similar learning platform as used for
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the virtual training and in particuighe spread of the 2CEERIAS mess&gben asked how the virtual training
could be improvedStroke Promoters provided the following feedback:

T a{f K2ZNUBND Yde S Figure 9. Word Cloud Summarizing Positive
I &Perhaps providing the slides in advance would stroke Promoter Feedback on Virtual Training
be helpfule
, . awareness
1 dMore time or maybe even Zoom breakout
sessions with othefStroke] Pomoters to hear Everythmg
their promotion ideas/plans/strategies.
strategiesé study
Based on Stroke Promoter feedback and additional inpu A \ \
from the CAB, 2CEERIAS team identified lessons learne s testimonials
. . . symptoms
for training community influencers (i.e., 2CEERIAS Strol 2 Personal
Promoters) in a virtual environment on stroke treatment 5 eff(ie{ggégigemcm
and community engagement strategies.is TUnderstanding s

recommended that platforms such as YouTube be

activated within another dissemination effort to address the further spread of the 2CEERIAS message. Also, by
shortening the learning session and providing these learnings via YouTube study participants felts 2CEERIAS
could address stroke disparities in tB®©VIBL9 environment and beyond across other regions and territories.

Build Trust

Relationshigbuilding during a pandemic was challengitie used different strategies to communicate with

Stroke Promoters based on thaitatedindividual preferencesie alsoengagedwith the Stroke Promoters

frequently. In addition topersonal phone calls artdxt messagingd) 8 SR 2y GKS  ftitddP {1 S t NB°
preference we held biweekly office hours meetings to troubleshadssues encountered during the @ty

campaignand share information about stroke and CO\®

We were able to quickly build strong relationships with the Promoters as evidenced by our frequent
commuricationand interactive discussioriBroughthe engagemenprinciple oflnclusive, Open Dialogué/e
believe therewas already a strong foundation of trust with the experienced Stroke Promoters who had
participated in the original CEERIAS study and rejo2@EERIAS prepared to resume their work where the
campaign previously left off. Many of the Stroke Promoters new to 2CEERIAS were recommended by
experienced CEERIAS Stroke Promaiénese existing relationships helped itdegrate new participants

Further, open conversationsetween Stroke Promoters artle 2CEERIAShysicians allowed for a
bidirectional discussion of challenges in the community and in the hospital setting, with honest disoourse
how both groups would need to continde partnerto improve health outcomes facommunities of colar

Be Flexible
Adopting anAgile Approactfanother principlepllowed us to be flexible, pivotinguicklyto address challenges
as they arosgwithout derailing the overall goals and objectives of the initetAdfter the first of four virtual
training sessionsve switched the order of the presented material to ensagequate time for discussion and
encourageStroke Promoterso interact During the first virtual training, the Stroke Promoters spent less time
sharing theimperspectives on barriers to care during CO¥®and strategies for improving messaging and
dissemination After this trainingwe moved some of the presented matergter an initial discussion on
barriers to care, whiclstablished a more opeand expressive environment earlier in the training session.
15



\l/
ATW HEALTH SOLUTIONS

Raising Healthcare's Standard

This fostered more participation from more Stroke Promoters, both using the chat functioauatia This
new formatwas used in the third and fourth training sessions, as well.

As discussed abovend team was flexible in scheduling the trainings to maximize Stroke Promoter
participation and engagement. Trainingere held on different days of the week, including augday, and at
different times of the day to accommodate Stroke Promoter work schedules and caregiving needs.

Listen Act, and Empower

The first core principle #CEERIAS community engagement is Community Ownefshielp foster this

principle,we listened to the insights and perspectives from Stroke Promoters and thea@@Bcted on their
recommendations to improvenessaging and disseminatistrategies and shape the 9fay campaig. For

instancei KS GSIY Y2RATASR (KS H/e%o9nalidénformationt aBalit sitiokRe ! Ol C! {
prevention andCOVIBEL9 and stroke riskactors.

In spite of the positive responses to the virtual training from Stroke Promoters, Stroke Promoters have
reported that converting social media messaging and virtual dissemination efforts to action in the form of
aA3aYySR at Ol G2 ! O0FfCt SURAYHABSRICKRSKI Ry RBCSIYI DR G KI i
and share online messages, but do not complete the pledge. Several Promoters explained that people in their
networks use social media for entertainment, and for this reason educational mesdiigésom the

2CEERIAS program, may not be getting as much notice. diredmngesnirror trends in telehealth

utilization. While use of virtual platforms to engage in health care spiked after the start of the pandemic,
telehealth usage leveled off dug summer and fall 202@his aligns with what Stroke Promoters have
experienced in conducting community outreach: virtual strategies were more of a focus in spring,2020
whereas there has been a recent shift to more traditionalperson tacticsMost of the pledges that have

been signed to datevere garnered from ifperson community engagement rather than social media.

To overcome the challenges of virtual engagement, Stroke Promoters have been empowered to take
ownership of the 9alay campaign, takinthe 2CEERIAS message and transforming it into something
meaningful for their families, friends, neighbors, andvearkers, who can accelerate spread. Stroke Promoters
are infusing 2CEERIAS messaging across their social interactions, and have deveiopkthategials, like

the graphic that one Stroke Promoter created to reflect the likeness of her family.

Stroke Promoters arilentifying ways to furtheadapt engagement strategies based on their personal

relationships with the community. Farstance,one Promote distributes2CEERIAS printed materiatsy time

she interacts with peopl® dzNJ&A Yy 3 & S & & Ssyich Agkipis tb thé gtodeky@thré@ NS R2 O 2SN a 2 F F
stressedhe importance of maintaining a safe social distaaod adhering to OVID19 safety guidelines while

seeking to make a personal connection when explaining the 2CERRB{#&™M.As virtual social activities have

become more commorgther Promotersemphasizedhat video cak with friends and family create an ideal
environment to sharevideosand online materiad. StrokePromotershaveattributed their success in

generating pledges topportunities for deep person&onnectiors. Phone and video calls allow Protersto

engage imore intimate conversationghereby establishing connections that lead tweater community

engagement.
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Recommendations

Fundersand health care researcheshouldscale the 2CEERIAS intervention asmhduct additional studies

to learn more abouteffective community engagemenstrategiesand improve health outcomes for
communities of color particularly for stroke and COVHDO.

Building a Force for Change

The 2CEERIAS study is piloting an approach to adapt the successful CEERIAS training and engagement
strategies to the virtual environmenThe learnings from the 2CEERIAS study cduartieer adaptedto reach

other communities of color throughout the U.B/hile the 2CEERIAS study benefited from leveraging the

strong CEERIAS network established durinditsiephase of thiswork 8 2 OAF £ YSRAI f Aa il Sy A,
leveraged tddentify Key Online Influenceia Chicago andther regions These influencers could be recruited

to expand thereach of the progranRecruitingpeopleton-the-grounce who live in and understand the needs

of communities at a national scabéll build a force forseriouschangein health careA future study could

establish enationwidevirtual Stroke Promoter learningtpmmunityto enhance communicatiorgxpand the

spreal of best practices, andccelerate change.

Funders and researchers should also explore how people access information, particularly in communities of
color. While 2CEERIAS leverages the social networks of the Stroke Promoters to tailor and share messaging,
funders and researchers could consider launching a comprehemsiltechannel communications strategy to
amplify the voices of the Stroke Promoters and expand relac@hicagoresearchersouldbuild on2CEERIAS
lessons learned regarding-person and wtual community engagement testablish a multstakeholder
consortiumwith other health care stakeholders likeealth plansaccountable care organizations, community
based organizationsndlocal businesset® spreadconsistentmessaging If successful, such a program could

be piloted in other regions.

Moving from Reach to Behavior Change

The 2CEERIAS study examgmamunity reach via virtual engagement strategies (i.e., social media and other
forms of virtual communitiespdapting inpersonengagement strategies used in the CEERIAS $tudglers

and researchers shouklaluate the success of 2CEERIAS using real world evidencetdRMWEerstandthe

effect of the campaign on changes in caeeking behavioiThecurrent measure of successrfthe 2CEERIAS

studyhA & GKS ydzYoSNI 2F LIS2 LJoS Od4KEZ! K KRESItHEOR A& evidléated at | O
to see how signing the pledge has translated to behavioral chandeubsequenhealth outcomes

The2CEERIAS study uncoveredieas to care and identified promising tactics to overcome those barriers in
predominantlyBlack and Hispanic Chicago neighborhoddsre broadly, funders and researchesisould
conduct studies to better understand motivatas§ behavior changasthey relate tothe careseeking

behaviors of communities of color

EliminatingCOVIB19 Racial and Ethnic Health Disparities

The CEERIAS and 2CEERIAS projects were designed, in part, to address racial and ethnic disparities in stroke
outcomes. The lessosarned from these projects could also be applied to other conditions, such as COVID
19.

The longterm impactsof COVIEL9 are yet to beknown.As the Stroke Promoteiscussed during the virtual
training sessions, COVID longhaulerscombatthe effectsof COVIBEL9long after they test negative for the
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virus.About 10% of COVAI® patients become lonbaulers, many of whom are essential workers who were
exposed to COVHDI earlier in the pandemit. A recent study found that Black Americans were mdeelyi to
havepandemicessentiajobs such as those in theersonalcare industry?®

As of December 2020, several life sciences organizations hnaeeiiaced the successful development of
COVIEL9 vaccinationd® However,a surveyreleased in November 20Z6und that fewer than 50% dlack
people and 66% of Hispanic people said that they wialté the COVIR9 vaccine free of charg&he survey
found that only 14% of Black people trust that a CGYAvaccine will be safé4>This aligns witlindings

from the posttraining survey to Stroke Promoters, in which only 40% of Stroke Promoters said they would
take the COVIR9 vaccine.

As such, racial and ethnic disparities in CEGMMDealth outcomes will likelworsen, and research should be
conducted to understand these disparities in order to identify strategies to eliminate them and improve
outcomes for allSimilar methods and taids from 2CEERIAS could be applieghigage Chicago communities
of color onthesetopics.

The connection between the 2CEERIAS message and-COyéDerated discussions about primary care
services for aftisk populations. Many promoters cited that thekaof primary care utilization and connections
to primary doctors is also a barrier to successful outcomes among Black and brown communities throughout
the Chicagoland area.

Next Steps for 2CEERIAS

In 2021, Stroke Promoters walbntinue to reach out taheir friends, family, neighbors, and broader
communityusingtacticsthat haveworked well in 2020andidentifying new tactic$o overcomethe challenges
of virtual engagementTobetter understand what drives behavior change in the virtual environmeatare
fielding a brief survey to people wtsign the pledg¢o gather data on whainotivated them to complete the
pledge These learnings can hesed to shape engagement strategies

We are also going texpand outreach téhe community throughChicagdiealth disparities organizatiasuch
asthe .Wealso plan to develop podcaspisodedor the
series.

Finally, we plan to seek funding to pursue some of the research prajestsibed aboveSpecifically, the
Stroke Promoters felt strong about the need to Wke 2CEERIAS learning model to further disseminate and
promote the for early arrival to care asWas the need for patient partners within the community identifying
and utilizing a primary care servic@&yfurther building the evidence base in this area, we can better
demonstrate and increase the effectiveness of these initiatiVes. agile naturef the 2CEERIAS8o0gramis
suchthat the more we learn, the better we can adapt to the changing environmesntpower the

community and drive meaningful change.
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Appendix A: Summary of Pre- and PostSurvey to Stroke Promoters
Results

Demographics and Exgience with Stroke

17 out of 20 Stroke Promoters completed the fs@rvey and all 20 Stroke Promoters completed the post

survey. Figurdlincludes demographic information about the 2CEERIAS Stroke Promoters who completed the
pre-survey, as well as thearior experiencewith stroke.

FigureAl 2CEERIAS Stroke Promoter Experience with Stroke and Demographics (N=17)

Race

10 2CEERIAS Stroke
Promoters have
experienced a stroke
or cared for someone

|.I
who has experienced P 18-40 years
a stroke (18%)
‘ — 41-61+years
3 of these 10 Stroke
Promoters stated that
they or the person o o o o
they cared for Non-
experienced a barrier |I |I | I | | —— Conforming
or delay to getting Male (12%)—_ (6%)
treatment
[ ] o [ o

10 out of 17Stroke Promotersiave experienced a stroke or cared for someone who has experienced a stroke.

Half of these respondents (5 out of 10) stated that they cared for a family mewiheeither was deceased or

who survived a stroke. Stroke symptoms experienced included facapthg (9 out of 10), arm weakness (7

out of 10), and speech difficulties (8 out of 10). Stroke Promoters shared that other symptoms included
GO2yFTdzaA2y>é GakKz2NIl t23a& 2F YSY2NRIé¢ AGaKSEFENAY3I RATFTFA
heeRI OKS>¢ adzylo6tS (2 Y2@0S tAYoazé FyR a@SNE f SGKI NH
3 of the respondents stated that they or the person they cared for experienced a barrier or delay to getting
treatment. Delays in treatment were due to a lack of familiarity witloksérand being unable to describe what

they were experiencing. Anotheespondentstated that their loved one was misdiagnosed with chronic

fatigue. 6 out of the 10 respondents stated that they did call 911. Of the 6 respondents who called 911, 3
patientsreceived treatment at a Primary Stroke Center.
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Stroke Knowledge
FAST Acronym

15 out of 17pre-surveyrespondents correctly described the meaning of the acronym FAST (face drooping, arm
weakness, speech difficulty, time to call 911). 16 out of 17 resposdsaated it was very important if they saw
someone having a stroke for that person to get to the hospital quickly amaitl6f 17 respondents stated

they would know to call 911 immediately.

In the postsurvey,18 out of 20Stroke Promotersorrectly desdbed the meaning of the acronym FAST, Face
drooping, arm weakness, speech difficulty, time to call ¥llIrespondents stated that they would not delay
seeing their doctor or going to the emergency room or urgent care during the CI3\iBndemic after
completing the Stroke Promoter Convening.

Identifying Stroke Symptoms and Calling 911

FigureA2below compares the response to the Stroke Knowledge assessment items in tlaag@reost

survey. The possurvey results indicate that following the trainingpre Stroke Promotersaid theywould

GOttt dmMm AYYSRAIFLGSteé¢d Ay (GKS S@Syid 2F | 20aSNBAy3
FigureA2.

Change in Stroke Knowledge After Completing 2CEERIAS Stroke Promoter Virtual Training (N=17, 20)
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