LUPUS

SCIENCE &
MEDICINE"

To cite: Drenkard C, Easley K,
Bao G, et al. Overcoming
barriers to recruitment and
retention of African—American
women with SLE in behavioural
interventions: lessons

learnt from the WELL study.
Lupus Science & Medicine
2020;7:¢000391. doi:10.1136/
lupus-2020-000391

Received 19 February 2020
Revised 27 April 2020
Accepted 11 May 2020

| '.) Check for updates

© Author(s) (or their
employer(s)) 2020. Re-use
permitted under CC BY-NC. No
commercial re-use. See rights
and permissions. Published by
BMJ.

'Department of Medicine,
Division of Rheumatology, Emory
University School of Medicine,
Atlanta, Georgia, USA
2Department of Biostatistics and
Bioinformatics, Emory University
Rollins School of Public Health,
Atlanta, Georgia, USA

%Clarity Consulting and
Communications, Atlanta,
Georgia, USA

Correspondence to
Dr Cristina Drenkard;
CDRENKA@emory.edu

Overcoming barriers to recruitment and
retention of African-American women
with SLE in behavioural interventions:
lessons learnt from the WELL study

Cristina Drenkard
S Sam Lim @, Teresa Brady®

ABSTRACT

Background African—Americans are historically
under-represented in SLE studies and engaging them
in behavioural interventions is challenging. The Women
Empowered to Live with Lupus (WELL) study is a trial
conducted to examine the effectiveness of the Chronic
Disease Self-Management Program (CDSMP) among
African—American women with SLE. We describe
enrolment and retention challenges and successful
strategies of the WELL study.

Methods The Georgians Organized Against Lupus
(GOAL) cohort, a population-based cohort established
in Atlanta, Georgia, was used to enrol a sample of 168
African—American women with SLE into the CDSMP.
The CDSMP is a 6-week, group-based programme led
by peers to enhance self-management skills in people
with chronic conditions. Study performance standards
were predefined and close monitoring of recruitment
and retention progress was conducted by culturally
competent staff members. Continuous contact with
participants, research coordinators’ notes and regular
research team meetings served to assess barriers and
define strategies needed to meet the desired recruitment
and retention outcomes.

Results While no substantial barriers were identified
to enrol GOAL participants into the WELL study, WELL
participants faced difficulties registering for and/

or completing (attending >4 sessions) a CDSMP
workshop. Major barriers were unpredicted personal and
health-related issues, misunderstanding of the scope
and benefits of the intervention, and transportation
problems. Early implementation of tailored strategies
(eg, CDSMP scheduled on Saturdays, CDSMP delivered
at convenient/familiar facilities, transportation services)
helped to reduce participant barriers and achieve a
CDSMP registration of 168 participants, with 126 (75%)
completers. Frequent contact with participants and
compensation helped to reach 92.3% retention for the
6-month survey.

Conclusions Predefined standards and monitoring of
participant barriers by a culturally competent research
team and proactive solutions were critical to implementing
successful strategies and achieving the desired
recruitment and retention outcomes of a behavioural trial
involving African—American women with SLE.

Trial registration number NCT02988661.
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INTRODUCTION

SLE is a chronic autoimmune condition that
disproportionately strikes women and ethnic
minorities. Incidence and prevalence are
10-fold to 15fold higher in women compared
with men and threefold higher in African—
American women compared with their white
counterparts.”” Mortality is threefold to four-
fold higher in SLE than the general popula-
tion, and African-Americans are more likely
to experience poor outcomes than whites.”
Proper medical care and patient engagement
in selffmanagement play a major role in SLE
outcomes.”! Yet people of African-American
ethnicity and low socioeconomic status face
formidable barriers to accessing healthcare and
selfmanagement education.” '~

Participation of high-risk SLE populations
in intervention trials is a public health priority
for reducing health disparities.'® However,
African—-Americans have been historically
underrepresented and engaging them in
research is challenging. Moreover, while clinical
trial representation of other racial minorities
with SLE has increased over time, the participa-
tion of African—Americans has decreased from
2006 to 2011."

Not only do African—American women repre-
sent a health disparities population dispropor-
tionately impacted by SLE, but this group is
also at high risk for poor outcomes. Nearly 90%
of nationwide hospitalised patients with SLE
are women, and mortality in this group is the
highest.”” ' Under-representation of African—
American women limits the generalisability of
findings, the provision of effective treatment
and the development of tailored behavioural
interventions aimed at improving self-care.”
Given the complexity of health problems
associated with SLE, education is critical to
promoting positive self-management prac-
tices.””* Although promising self:management
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interventions specific to SLE are currently being exam-
ined,”® we stll lack widely available evidence-based
programmes. Moreover, we are unaware of behavioural
trial participation barriers of African—-Americans women
with SLE.

The Chronic Disease Self-Management Program
(CDSMP), a community-based, evidence-based programme
designed to enhance selfmanagement skills in people
with chronic conditions, may benefit African-American
women with SLE.* Since 2003, the US Administration on
Aging has promoted the development of infrastructure to
deliver the programme across multiple states.”’ Although
it is difficult to determine the number of CDSMP sites or
programmes at any time, the Evidence-Based Leadership
Council programme locator indicates that there is at least
one and usually multiple sites offering the CDSMP in every
US state.” Although not SLE-specific, the CDSMP core
curriculum addresses many of the self-care challenges faced
by women with SLE. Moreover, because its widespread avail-
ability, the CDSMP can be leveraged as an accessible option
for targeting African—-American women with SLE in the
community.

The CDSMP has demonstrated to be effective in
improving self-management behaviours and outcomes in
African—-American populations with arthritis and multiple
comorbidities.”” Building on a pilot study that reported
promising benefits of the CDSMP among low-income
African-American women with lupus,” we are now
conducting a 5-year behavioural trial called the Women
Empowered to Live with Lupus (WELL) study. The WELL
study intends to fill a need for an accessible intervention
that can potentially improve outcomes in African—-Amer-
ican women with SLE. This report provides an overview of
the WELL study design, followed by the recruitment and
data collection methods, and the assessment of barriers
and strategies implemented to overcome recruitment
and retention barriers among African—-American women
participating in the CDSMP.

METHODS

WELL study overview

Sample

We leveraged the population-based Georgians Organized
Against Lupus (GOAL) cohort to conduct the WELL
study. Primarily derived from one of the five National
Lupus Patient Registries supported by the Centers for
Disease Control and Prevention,2 GOAL is a cohort with
a large number of African—-American patients with SLE
from Atlanta, Georgia.gs Participants include patients
from a broad socioeconomic spectrum served at commu-
nity practices, and the Emory and Grady Health Systems.
By 30 November 2019, GOAL encompassed 1234 adults
with a validated diagnosis of SLE.

The intervention

The CDSMP is a globally disseminated, evidence-based
programme designed to enhance self-efficacy to manage
chronic diseases (eg, heart disease, arthritis).? 38
Conducted among small groups (10-16 participants) in
the community by two certified peers, the CDSMP work-
shop consists of 6 weekly classes, each lasting 2.5 hours.
Lay leaders are trained and certified according to the
Self-Management Resource Center (previously the Stan-
ford Patient Education Center) protocol. Classes are
highly participative through weekly action plans, behav-
iour modelling, vicarious learning, problem solving and
peer support. The CDSMP addresses self-management
challenges that are universal across chronic conditions,
including pain and fatigue, symptom and medication
management, communication with family and profes-
sionals, managing emotions, exercise, and healthy eating.
Participants must attend >4 classes to be a ‘CDSMP
completer’.

Study design

We implemented a two-group longitudinal cohort study
nested within GOAL to examine changes in outcomes
between participants enrolled in the CDSMP (hereafter
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Ongoing biannual surveys

Figure 1

Overview of the study design. AA, African-American; CDSMP, Chronic Disease Self-Management Program; GOAL,

Georgians Organized Against Lupus; WELL, Women Empowered to Live with Lupus study.
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Epidemiology and outcomes

Table 1 Summary of self-reported measures

Category Construct Measure
Demographics Age Ad hoc
Disease duration Ad hoc
Education Ad hoc
Work status Ad hoc
Health-related quality PROMIS global health- PROMIS SF10
of life physical
PROMIS global health- PROMIS SF10
mental
PROMIS depression PROMIS SF8a
PROMIS physical PROMIS SF10b
function
PROMIS pain PROMIS SF8a
interference
PROMIS fatigue PROMIS SF8a
PROMIS sleep PROMIS SF8a
disturbance
PROMIS anxiety PROMIS SF8a
PROMIS anger PROMIS SF5a
PROMIS ability to PROMIS SF8a
participate in social
roles and activities
Self-management PROMIS self-efficacy PROMIS SF8a
beliefs and behaviours to manage medicines
PROMIS self-efficacy PROMIS SF4a

to manage symptoms

Communication with

3-item Stanford

physicians Scale
Patient Activation PAM
Measure
Psychosocial factors Perceived stress Cohen Scale 4
PROMIS emotional PROMIS SF4a
support
PROMIS informational PROMIS SF4a
support
PROMIS instrumental PROMIS SF4a
support
PROMIS social PROMIS SF6a
isolation
Everyday Williams Everyday
discrimination Discrimination Scale
Disease severity Disease activity SLAQ
Organ damage SA-BILD

PAM, Patient Activation Measure, used under Insignia Health licence;
PROMIS SF, Patient-Reported Outcome Measurement Information System
Short Form; SA-BILD, Self-Administered Brief Index of Lupus Damage; SLAQ,
Systemic Lupus Activity Questionnaire.

called the WELL cohort) and the remaining GOAL
participants not exposed to the intervention (the Usual
Care cohort). Given the long-standing (>8 years) relation-
ship between GOAL participants and the research staff,
this is a cost-effective approach to recruit and examine an
adequate sample size and obtain a representative sample
of African—American women with SLE from metropolitan
Atlanta (figure 1).

CDSMP recruitment, data collection and barriers assessment
Research coordination team

Three black/African—~American female research coordi-
nators (RC) with experience in research among ethnic
minorities with SLE were responsible for recruitment and
data collection, and participated in barriers assessment
and resolution.

Recruitment
We selected a random sample from GOAL using the
following inclusion criteria: (1) self-reported African—
American race; (2) female sex; (3) meeting 24 American
College of Rheumatology (ACR) criteria for the clas-
sification of SLE or meeting 3 ACR criteria and having
a documented diagnosis of SLE by a board-certified
rheumatologist; and (4) residence in metropolitan
Atlanta, where community-based CDSMP workshops are
provided. Women selected received a phone call by the
RC explaining the study. Among those interested, the RC
discussed the commitment needed to ensure study integ-
rity and assessed exclusion criteria. Exclusion criteria were
participation in the CDSMP in the past 5 years and cogni-
tive impairment, which was screened via telephone using
the Six-Item Screener tool.* Eligible women were mailed
arecruitment packet, which included a flyer, the consent,
schedule and location of upcoming CDSMP workshops,
and staff contact information. A form to enter partici-
pants’ preferred contact method, workshop time availa-
bility and transportation preferences was also included.
The Emory Institutional Review Board approved the
informed consent to be conducted via online, telephone
or in person. Recruitment was finalised once a consented
participant was registered in a specific CDSMP workshop.
The Usual Care cohort encompassed GOAL partici-
pants who at baseline met the same inclusion criteria as
WELL participants, but were not exposed to the CDSMP
(shaded square in figure 1). Using data from our pilot
study, we calculated that a sample of 150 WELL and 242
Usual Care participants would provide 80% power to
demonstrate a clinically meaningful improvement (2.5
points change) in patientreported outcomes after the
CDSMP.*

CDSMP registration

Most CDSMP workshops delivered in Atlanta are coordi-
nated by the Atlanta Regional Commission (ARC), which is
the regional planning and intergovernmental agency that
provides community services to residents of metropolitan
Atlanta and is licensed to deliver the CDSMP. Workshops
schedule and location were coordinated between the RC
and the ARC to facilitate the registration of WELL partici-
pants into workshops at convenientlocations and schedules.
The importance of attending all CDSMP classes was empha-
sised during recruitment. Workshop registration was final-
ised by the RC via telephone after a participant provided
her availability through the paper form or a phone contact.
Options for transportation to the CDSMP classes included
a $10 subway or gas card, or a round-trip ride (Uber/Lyft).
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Figure 2 Recruitment of the WELL and Usual Care cohorts.
CDSMP, Chronic Disease Self-management Program; GOAL,
Georgians Organized Against Lupus; SM, self-management;
WELL, Women Empowered to Live with Lupus study; WS,
workshop.

Weekly phone calls were conducted among CDSMP partic-
ipants to assess classes attendance and provide transporta-
tion compensation or the upcoming ride service.

Measures and data collection

Measures were selected to minimise participants’
burden (table 1). We deliver one preintervention and
three postintervention (6-month, 12-month, 18-month)
surveys in the WELL cohort and four surveys separated
by 6 months in the Usual Care group. We have been
successfully using the Dillman’s Total Design Method
with minor modifications to obtain high survey response
rates.”” It is based on the social exchange principle and
operational aspects to minimise costs and maximise
rewards for responding, and establish trust that rewards
will be delivered. Participants have multiple options for
completing the surveys, and the average duration for
responding the WELL survey is 40 min. Reminders are
conducted through emails, text messages or phone calls.
WELL participants receive gift cards of $35, $40, $45 and
$50 for completing the baseline, 6-month, 12-month and
18-month assessments, respectively.

Project management procedures
Performance standards were established by defining
specific recruitment, retention and data collection

targets. We implemented strategies that have been shown
to be successful over the years, including training staff in
outreach, recruitment and retention of minority individ-
uals, building trustful interactions, frequent contact with
participants, and face-to-face enrolment when possible.
A Health Insurance Portability and Accountability Act
(HIPAA)-compliant project management system was
built to track WELL operational tasks, allowing us to
run searches and progress reports of subjects reached,
refused, unable to participate, interested, screened,
consented and registered into a CDSMP workshop. The
system was also configured to report class attendance
and completion of postintervention data collection time
points, and take text notes.

Assessment of recruitment and retention barriers

The RC conducted phone calls among consented partic-
ipants to coordinate CDSMP registration and assess
CDSMP classes attendance. Individualised notes were
taken at each telephone encounter to capture partici-
pant barriers related to the different phases of the study,
including reasons for missing classes. Monthly meetings
were conducted among all research members to discuss
progress, barriers and possible solutions. Meetings were
also conducted with ARC partners to discuss barriers
related to CDSMP workshop scheduling.

RESULTS

Recruitment of the WELL cohort

Recruitment from a GOAL sample of 723 African—Amer-
ican women with SLE began in January 2017 (figure 2).
Twenty-two participants were excluded because they
reported exposure to an inperson self-management work-
shop in the past 5 years. By April 2019, 354 randomly
selected women were reached and 268 (75.7%) who
were interested in the CDSMP were further screened
for cognitive impairment. We excluded two who tested
positive and confirmed that none of the screened partic-
ipants attended the intervention within the last 5 years.
Of 266 eligible women, 228 (85.7%) consented to partic-
ipate. Of the 228, 203 (89.0%) registered into a CDSMP
workshop and 168 of 203 (82.8%) attended at least one
CDSMP class by May 2019, comprising the WELL cohort.
The Usual Care cohort encompassed 531 GOAL partici-
pants not exposed to the intervention. Table 2 describes
the baseline characteristics of participants.

Expected and achieved recruitment

We projected to consent an average of 10 WELL partici-
pants/month to achieve a sample of 150 participants in
2 years (blue line in figure 3). We also expected that 150
WELL participants would attend the CDSMP by 30 May
2019. No substantial barriers were identified to recruit
GOAL participants into the WELL cohort (figure 3);
however, early in the study we learnt that WELL partici-
pants faced barriers to registering for and/or attending
the CDSMP classes (see the following section). We revis-
ited our approach by consenting a higher number of
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Usual Care WELL
Category Measure (n=531) (n=168)

Health-related quality of life PROMIS global health-physical 40.6 (8.8) 38.3 (7.5)
PROMIS global health-mental 43.5(9.2) 41.4 (9.0)
PROMIS depression 51.1(10.9) 53.5(9.2)
PROMIS physical function 40.6 (10.0) 38.4 (7.6)
PROMIS pain interference 57.7 (10.1) 59.0 (9.2)
PROMIS fatigue 57.5(11.2) 58.6 (10.6)
PROMIS sleep disturbance 56.7 (10.7) 57.3(10.8)
PROMIS anxiety 51.9 (11.4) 53.9 (10.5)
PROMIS anger 51.2 (12.5) 53.0 (11.4)
PROMIS ability to participate in social roles and activities 47.5(10.1) 45.3 (8.3)

Psychosocial factors Perceived stresst 6.3 (3.2) 6.2 (3.2)
PROMIS emotional support 51.3 (9.3) 51.4(9.2)
PROMIS informational support 53.6 (10.7) 52.4 (9.9)
PROMIS instrumental support 53.1(9.3) 51.4(9.2)
PROMIS social isolation 47.3 (10.9) 49.9 (10.9)
Everyday discriminationt 1.6 (0.6) 1.7 (0.6)

Statistic values are displayed as mean (SD) unless otherwise specified.

PROMIS measures are reported using a T-score metric in which 50 is the mean and 10 is the SD of a reference population, with higher scores indicating more of the
domain being measured.

*Scores range from 0 to 5, with higher scores indicating better communication.

tScores range from 0 to 16, with higher scores indicating higher perceived stress.

1Scores range from 1 to 4, with higher scores indicating higher perceptions of discrimination.

§Scores range from 0 to 47, with higher scores indicating higher disease activity.

fIScores range from 0 to 30, with higher scores indicating higher lupus damage.

PROMIS, Patient-Reported Outcome Measurement Information System Measure; SA-BILD, Self-Administered Brief Index of Lupus Damage; SLAQ, Systemic Lupus
Activity Questionnaire; WELL, Women Empowered to Live with Lupus study.

participants than the actual sample size needed in the  participants to take part into upcoming CDSMP
intervention arm, allowing to have a sufficient pool of

[3,]
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Figure 3 Monthly recruitment, CDSMP registration and CDSMP attendance. CDSMP, Chronic Disease Self-management

Program; WELL, Women Empowered to Live with Lupus.

workshops. Monthly recruitment progress of the WELL
cohort is depicted in figure 3.

Participation in the CDSMP and retention in the study

We faced challenges in accommodating WELL partici-
pants into existing CDSMP workshops. The most signif-
icant ones were (1) workshop cancellation due to low
enrolment; (2) frequent no-shows or last-minute cancella-
tions to attend a specific workshop; and (3) low workshop
completion rate (table 3). We also identified a relatively
low rate of 6-month survey responses (80.9% respondents
within the first year). We describe the main challenges
and the strategies implemented to overcome these chal-
lenges.

CDSMP registration

We encountered difficulties matching participants’ pref-
erences with available CDSMP locations and schedules,
causing a relatively low rate of CDSMP registration in
relation to the number of participants consented. We
implemented several strategies aiming at increasing
the number of workshops that would meet the needs
of our participants. First, the research staff provided
support to the ARC with the coordination and delivery
of CDSMP workshops. We constantly assessed the most
convenient locations and schedules among WELL partic-
ipants and informed the ARC coordinator about partic-
ipants’ preferences. Second, in addition to community
centres nearby study participants’ residency, workshops
were delivered at facilities located at Grady and Emory
campuses, which were found to be very convenient and
familiar to many participants. Of the 42 CDSMP work-
shops delivered in a 2-year period, 28 (66.7%) took place

in libraries, community health centres and churches, and
the remaining 14 (33.3%) in Grady and Emory facilities.
Additional workshops were delivered in the afternoons,
and nine (7.1%) were scheduled on Saturdays. We also
increased the number of WELL participants registered
into each workshop to avoid CDSMP cancellations due to
insufficient participants. As a result, among 228 women
consented, 203 (89%) registered into a CDSMP. The
cumulative proportion of participants registered into
the CDSMP in relation to those consented increased
from 43.4% by the 12th month to 89.0% by the end of
the intervention period. As shown in figure 3, a peak in
CDSMP registration and attendance occurred between
the 23rd month and the end of the intervention phase,
which coincided with the delivery of seven workshops at
Emory and Grady facilities, three of which were scheduled
on Saturdays (figure 3). Because CDSMP registration not
only targeted recently consented participants, but also
those who had been waiting to be accommodated, the
total number of participants recruited into the CDSMP
was 168 (black line in figure 3), slightly surpassing the
initial estimate of 150 (blue line in figure 3). Eighty-two
participants attended a workshop with other members
of the community and the remaining 86 attended work-
shops exclusively with other participants with SLE.

Participant cancellation or no-shows after being registered into a
CDSMP workshop

Additional challenges were last-minute cancellations to
attend a specific CDSMP workshop or no-shows without
notice. Two major barriers were recognised in rela-
tion to these challenges: (1) competing demands (eg,
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Table 3 Summary of recruitment and retention of African—American women with SLE into the CDSMP: challenges, barriers,

strategies and outcomes

Challenge Identified barrier

Implemented strategy

Outcome

Low registration into a

CDSMP workshop. and scheduled

» CDSMP locations » Collaborative Emory-ARC efforts to coordinate CDSMP
workshops that would meet study participants’ needs.

not matching » Support ARC community recruitment efforts. -
participants’ needs. P Increased the number of CDSMP workshops at -

» 42 CDSMP WS scheduled in 2
years.

28 in community centres.

14 in Grady and Emory

convenient locations and schedules. facilities.
— CDSMP at libraries, health centres, churches, Grady — 14 CDSMP scheduled on
and Emory facilities. Saturdays.
— CDSMP delivered on Saturdays. » Of 228 participants consented,
» Increased the number of study participants registered 203 (89%) registered into a
per workshop (to prevent need to cancel workshops due CDSMP.
to low registration).
Participant no-shows » Competing health » CDSMP demonstration (1-hour ‘Session Zero’). P 6 ‘Sessions Zero’; 28 attendees.
or cancellation, after and life-related » Reinvited to register for a different CDSMP workshop. P Of 2083 participants registered into
being registered into a demands. » CDSMP workshops on Saturdays. a CDSMP, 168 (82.8%) attended
CDSMP workshop. » Unclear » Provided information about the CDSMP at multiple >1 class.
understanding of the points of the recruitment process. » Attendance increased from 45
CDSMP scope and » Culturally relevant recruitment material including a short participants in the first half of
objectives. informative/testimonial video with messages highlighting the recruitment period to 123
alignment of lupus patients’ self-management needs participants in the second half.
with the intervention goals and benefits. > 64 of 168 (38%) attended a
Saturday-delivered CDSMP
workshop.
Low CDSMP » Health and life-related » Option to attend future CDSMP workshops. » The completion rate increased
completion rate (less demands. » Flexible transportation options across the 6-week from 64.7% in the first 6 months
than four classes » Variable CDSMP. since the intervention started to
attendance). transportation needs. » Weekly reminder via phone call/text message. 80.0% in the second 6 months.
» Forgetfulness. » Non-monetary incentive at class 3. » The cumulative completion rate
was 75.0% for the 2-year study
period.
Low rate of 6-month » Competing demands. Frequent, personalised contact by study staff. » The 6-month response rate
survey response. » Forgetfulness. Survey reminders. was 80.9% for year 1 CDSMP

survey.

participants and 98.9% for year 2
CDSMP participants.

Flexible survey delivery. » By 30 September 2019, the

Monetary and non-monetary incentives.

>
>
» Implemented a +3-month window to complete the
>
>

overall 6-month response rate was
92.3%.

ARC, Atlanta Regional Commission, an Atlanta-based organisation that owns the CDSMP licence; CDSMP, Chronic Disease Self-Management Program; WS,

workshop.

health issues, job schedule changes, childcare needs)
and (2) lack of a clear understanding of the purposes
and scope of the intervention. To reduce these barriers,
we increased the number of workshops delivered on
Saturdays and offered opportunities to register in an
upcoming workshop to those participants who were still
interested in the CDSMP. Additionally, we increased our
efforts to better inform participants about the scope,
commitment and goals of the CDSMP at multiple points
during the recruitment processes. We used feedback
from CDSMP completers and secondary data from a qual-
itative substudy to produce additional recruitment mate-
rials, including a short video that provided culturally rele-
vant information about the intervention and a CDSMP
participant’s testimony.'' *' Messages from those materials
served to align the goals of the intervention with the self-
management needs of our population. Additionally, we
offered a standardised 1-hour information session prior
to class 1, known as ‘Session Zero’, to nearly 200 partici-
pants who had not registered into the CDSMP.** Among
56 participants interested, 28 were able to attend, 11 were
unavailable and 17 missed the session. This activity served

to demonstrate the interactive nature of the workshop,
encouraging enrolment at the end of the session. CDSMP
attendance increased from 45 to 123 participants in the
first and second half of the recruitment period, respec-
tively.

CDSMP completion rate

In the first 6 months of the intervention phase, 11 of 17
(64.7%) participants completed four or more CDSMP
classes, a rate substantially lower than the 75% reported
nationwide.” The weekly phone calls conducted by
the RC provided insightful feedback about attend-
ance barriers. Unexpected demands from the under-
lying disease (eg, lupus flares, hospitalisations, medical
appointments) or personal issues (eg, childcare needs,
job demands) were identified as major barriers. To over-
come these challenges, non-completers were given the
opportunity to start another CDSMP workshop if they
were motivated to do so. Additional barriers among non-
completers included variable transportation needs over
the 6-week CDSMP duration and forgetfulness about
the next-week class. To address these, each participant

Drenkard C, et al. Lupus Science & Medicine 2020;7:e000391. doi:10.1136/lupus-2020-000391 7
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was offered flexible weekly transportation options and
received reminder messages the day before the upcoming
class. To maintain engagement, a non-monetary token
(WELL study bag and greeting card) was mailed to those
who completed the third class. As a result, the CDSMP
completion rate increased from 64.7% to 80.0% in the
first and second 6 months of the intervention phase. The
overall completion rate reached 75.0%. A slightly higher
completion rate was observed for workshops delivered on
Saturdays (76.6%) compared with weekdays (74.0%).

WELL cohort 6-month retention

Our project management system allows RC to track survey
delivery and completion dates and take centralised notes
across studies at each participant’s encounter. These notes
facilitated a personalised approach to address partici-
pant barriers and preferences to effectively provide data.
Evaluation of postintervention data collection rendered
an 80.9% rate of 6-month responses within the survey
schedule in the first year. Major barriers were competing
demands (eg, health and personallife events, participation
in other studies) and forgetfulness. To increase retention,
we applied a +3-month window to each time point of data
collection and made more frequent contact with partici-
pants to send reminders. Moreover, participants seen at
our outpatient lupus clinic were offered the opportunity
to complete any outstanding survey in a private room. We
continued implementing successful retention strategies,
such as flexible survey delivery modes (email, mail or by
phone) and both monetary and non-monetary incen-
tives. The 6-month response rate increased to 98.9% for
surveys scheduled within the second year. Overall, 155 of
168 (92.3%) participants completed the 6-month postint-
ervention survey.

DISCUSSION

This report describes the methods implemented to
recruit and retain African-American women with SLE
into the CDSMP, a 6-week, group-based, generic self-
management education programme. Within a 2-year
period, 168 African—-American women with SLE attended
the CDSMP, 126 (75%) completed 24 weeKkly classes and
155 (92.3%) responded to the 6-month postintervention
survey. We encountered, however, various challenges in
meeting the desired study goals, which can be grouped
into two major categories: (1) CDSMP coordination to
accommodate participants’ needs and (2) participant
barriers to attending and completing the programme.

CDSMP coordination

CDSMP workshops in Atlanta are primarily delivered by
organisations that largely target the chronically ill and
elderly population and coordinated by the ARC, which
is licensed to deliver CDSMP in metro Atlanta.* Conse-
quently, it was difficult to match the most common work-
shop locations (senior centres) and schedules (morning
days of the week) with our participants’ preferences. Stra-
tegic solutions included a tight coordination between the

study staff and the ARC to deliver conveniently located
workshops, including healthcare facilities familiar to our
participants. Moreover, afternoon and Saturday CDSMP
workshops enabled attendance of those who had medical
appointments, full-time jobs or caregiver commitments.
We also consented a larger number of participants to
reduce the likelihood of workshop cancellation associ-
ated with insufficient number of participants.

Participant barriers

SLE poses a substantial toll to African-American women,
with multiple negative consequences on their lives. With
over 80% of the study population reporting some type of
organ damage and 60% being unemployed or disabled,
unpredicted health-related and personal-related prob-
lems were common threats to CDSMP attendance and
completion. The average scores of SLE activity, physical
health, mental health and depression suggest that many
of these patients may not have had adequate control of
the disease and comorbidities. Since these factors lead
to poor outcomes and higher healthcare utilisation, our
participants frequently faced barriers to attending the
6-week CDSMP classes. Other studies have emphasised
that demands from family, work and stressful life events
are challenges often faced by minorities, which can limit
their engagement in interventional studies.** * More flex-
ible and additional workshops contributed to increased
attendance from 45 to 123 participants in the first and
second half of the study period.

Other studies among African-Americans have identi-
fied mistrust as a major recruitment barrier."* Since our
team has built a long-standing relationship with GOAL
participants, mistrust was not perceived as an issue in our
study. However, despite the experience of the research
team working with African-Americans, some women
showed a poor understanding of the objective and struc-
tured nature of the CDSMP. Cultural adaptations of the
recruitment materials, frequent communication with
participants and the implementation of a demonstra-
tion session helped women align their expectations with
the objectives of the intervention. These measures have
been adopted by others as effective strategies to engage
African-American in clinical trials and may have contrib-
uted to the reduced number of lastminute cancella-
tions and no-shows in our study.47 Other procedures that
helped to overcome retention challenges were weekly
class reminders, non-monetary rewards and transpor-
tation support. The importance of these strategies in
increasing trial retention among minority populations
has been emphasised in other studies.** **

Our study has limitations. First, we did not conduct
a formal qualitative assessment of barriers and poten-
tial solutions. However, experienced RCs took notes
and provided ongoing insight that served to success-
fully modify our recruitment and retention procedures.
Second, in order to reduce participants’ barriers to work-
shops attendance, we implemented procedures (eg, class
reminders, non-monetary compensation) that represent
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deviations from the real-world CDSMP. Third, to achieve
the desired sample size within the study timeline, some of
the workshops were attended exclusively by study partici-
pants. Interestingly, WELL women who also participated
in a qualitative substudy did not raise organic concerns
about the diverse composition of the CDSMP groups.'' *!
A deeper assessment is warranted to determine the influ-
ence of demographic and disease-related factors on the
programme outcomes. Fourth, findings of this study
are best generalised to African—-American women in the
Southeastern USA and not to other racial/ethnic groups
and in other regions or countries. Fifth, the lack of RCs
might impact participation of patients with SLE in the
real-world CDSMP. However, providers and organisations
that advocate for patients with lupus can play a key role
by referring patients and providing support to the most
vulnerable groups. Alternative community-based strate-
gies that might work for this population include internet-
based CDSMP, CDSMP delivered by organisations who
target minorities with lupus, and video conference for
participants who attended first class but have mobility or
transportation challenges at the time of other classes.

The strengths of our study include the intentional focus
on identifying recruitment and retention challenges,
and a proactive and nimble research team able to imple-
ment strategies to reduce barriers. We did not consider
altering the 6-week programme delivery protocol since
this study is designed to evaluate the effects of a widely
available community intervention among our high-
need minority population, rather than to develop a new
intervention. The overall completion rate (75%) in this
sample, however, is relatively high considering that lupus
is a complex condition with high prevalence of comorbid
conditions and symptoms that wax and wane. Although
some solutions to reduce barriers to workshop atten-
dance were facilitated by the research grant (eg, reducing
transportation costs), many others could be implemented
in the community because they were either free (hold
classes at convenient locations, hold Saturday classes,
overenrol to avoid workshop cancellations) or low cost
(reminder calls/texts, token incentives). In addition, the
design enabled recruitment of a large number of partic-
ipants who have been historically under-represented in
research, proving to be a feasible option to save time and
costs.

In conclusion, by establishing performance standards
and conducting constant assessment of progress and
barriers, we were able to adjust our strategies to meet the
desired recruitment and retention outcomes. A trustful
relationship through culturally competent research
members, trial information that aligns participants’ needs
and intervention outcomes, transportation support,
and flexibility to consider personal and illness-related
demands of participants were fundamental strategies to
successfully engage and retain a large cohort of African—
American women with SLE into a generic, group-based
self-management programme. Should further findings
supportabenefit of the CDSMP among African—American

women with SLE, the feasibility of implementing these
strategies in the real world may be considered to facilitate
the participation of this minority in the CDSMP.

Acknowledgements The authors acknowledge the research team members,
Letheshia Husbands, Aita Akharume and Meaza Girmay, who were fundamental

to achieving the successful recruitment and retention outcomes for this trial. The
authors also want to thank Lynda Conner and Kristie Sharp from the ARC for their
support to our study, and GOAL and WELL participants for their commitment to SLE
research.

Contributors All authors were involved in drafting the article and/or critically
revising it for important intellectual content, and all authors approved the final
version to be published. CD, KE, SSL and TB contributed to the study conception
and design. CD-T and GB contributed to acquisition of data. All authors contributed
to analysis and interpretation of data.

Funding The WELL study is funded by the National Institute on Minority Health and
Health Disparities (R01MD010455). The GOAL cohort is supported by the Centers
for Disease Control and Prevention (CDC-U01DP005119 and CDC-U01DP006488).
The findings and conclusions in this report are those of the authors and do not
necessarily represent the official position of the Centers for Disease Control and
Prevention.

Competing interests None declared.

Patient and public involvement Patients and/or the public were involved in the
design, or conduct, or reporting, or dissemination plans of this research. Refer to
the Methods section for further details.

Patient consent for publication Not required.

Ethics approval The study was approved by the Emory Institutional Review Board
and Grady Health System Research Oversight Committee. All study participants
signed informed consent.

Provenance and peer review Not commissioned; externally peer reviewed.

Data availability statement Data sharing not applicable as no data sets
generated and/or analysed for this study. All data relevant to the study are included
in the article or uploaded as supplementary information. The WELL study is an
ongoing behavioural trial registered on 7 December 2016. We will share individual
de-identified data (and metadata and trial documents) via a data use agreement
after the study is completed and primary papers are published. Individual de-
identified data provided in this report are available upon reasonable request (or

a data use agreement). The assessment of recruitment and retention challenges,
as well as strategies to overcome barriers reported in this study, was an organic
process that took advantage of ongoing notes by research staff and discussions by
the research team (primarily qualitative data). Thus, no individual data are available
and data sharing is not applicable to this specific study.

Author note Although the study was performed in the US, this report includes
traditional English terms to meet the UK editorial style.

Open access This is an open access article distributed in accordance with the
Creative Commons Attribution Non Commercial (CC BY-NC 4.0) license, which
permits others to distribute, remix, adapt, build upon this work non-commercially,
and license their derivative works on different terms, provided the original work is
properly cited, appropriate credit is given, any changes made indicated, and the use
is non-commercial. See: http://creativecommons.org/licenses/by-nc/4.0/.

ORCID iDs
Cristina Drenkard http://orcid.org/0000-0002-6832-7291
S Sam Lim http://orcid.org/0000-0003-2361-0787

REFERENCES

1 Petri M. Clinical features of systemic lupus erythematosus. Curr Opin
Rheumatol 1995;7:395-401.

2 Lim SS, Bayakly AR, Helmick CG, et al. The incidence and
prevalence of systemic lupus erythematosus, 2002-2004: the
Georgia lupus registry. Arthritis Rheumatol 2014;66:357-68.

3 Somers EC, Marder W, Cagnoli P, et al. Population-Based incidence
and prevalence of systemic lupus erythematosus: the Michigan
lupus epidemiology and surveillance program. Arthritis Rheumatol
2014;66:369-78.

4 Izmirly PM, Wan |, Sahl S, et al. The incidence and prevalence of
systemic lupus erythematosus in New York County (Manhattan), New

Drenkard C, et al. Lupus Science & Medicine 2020;7:e000391. doi:10.1136/lupus-2020-000391 9


http://creativecommons.org/licenses/by-nc/4.0/
http://orcid.org/0000-0002-6832-7291
http://orcid.org/0000-0003-2361-0787
http://dx.doi.org/10.1097/00002281-199509000-00006
http://dx.doi.org/10.1097/00002281-199509000-00006
http://dx.doi.org/10.1002/art.38239
http://dx.doi.org/10.1002/art.38238

Lupus Science & Medicine

York: the Manhattan lupus surveillance program. Arthritis Rheumatol
2017;69:2006-17.

Dall'Era M, Cisternas MG, Snipes K, et al. The incidence and
prevalence of systemic lupus erythematosus in San Francisco
County, California: the California lupus surveillance project. Arthritis
Rheumatol 2017;69:1996-2005.

Alarcéon GS, McGwin G, Uribe A, et al. Systemic lupus erythematosus
in a multiethnic lupus cohort (LUMINA). XVII. predictors of self-
reported health-related quality of life early in the disease course.
Arthritis Rheum 2004;51:465-74.

29

30

3

practices and self-efficacy among African American women with
systemic lupus erythematosus: analysis of the peer approaches to
lupus self-management (PalS) pilot study. Lupus 2019;28:937-44.
Lorig KR, Sobel DS, Ritter PL, et al. Effect of a self-management
program on patients with chronic disease. Eff Clin Pract
2001;4:256-62.

Administration for Community Living. Chronic disease self-
management education programs. Available: https://acl.gov/
programs/health-wellness/chronic-disease-self-management-
education-programs [Accessed 8 Jun 2019].

7 Alarcon GS, McGwin G, Roseman JM, et al. Systemic lupus 31 Evidence-Based Leadership Council. Find eblc programs and
erythematosus in three ethnic groups. XIX. natural history of the workshops worldwide, 2020. Available: http://www.eblcprograms.
accrual of the American College of rheumatology criteria prior to the org/evidence-based/map-of-programs/
occurrence of criteria diagnosis. Arthritis Rheum 2004;51:609-15. 32 Drenkard C, Dunlop-Thomas C, Easley K, et al. Benefits of a self-

8 Costenbadc—_;r KH, Desai A, Alarcén GS, etal. Trend§ in the incidence, management program in low-income African-American women
demographics, and outcomes of end-stage renal disease due with systemic lupus erythematosus: results of a pilot test. Lupus
to lupus nephritis in the US from 1995 to 2006. Arthritis Rheum 2012;21:1586-93.
2011;63:1681-8. 33 Drenkard C, Rask KJ, Easley KA, et al. Primary preventive services

9 Chambers SA, Rahman A, Isenberg DA. Treatment adherence and in patients with systemic lupus erythematosus: study from a
2'(',?,'?‘1' é)gg;orge in systemic lupus erythematosus. Rheumatology population-based sample in Southeast U.S. Semin Arthritis Rheum

J/,40.695-0. ) 2013;43:209-16.

10 Heiman E, Lim SS, Bao G, et al. Depressive symptoms are 34 Brady TJ, Murphy L, O'Colmain BJ, et al. A meta-analysis of health
associated with low treatment adherence in African American status, health behaviors, and health care utilization outcomes of
individuals with systemic lupus erythematosus. J Clin Rheumatol the chronic disease self-management program. Prev Chronic Dis
2018;24;368—74. ) 2013;10:E07.

11 Twumasi AA, Shao A, Dunlop-Thomas G, et al. Health service 35 Lorig K, Ritter PL, Plant K. A disease-specific self-help program
utilization among Afnlcan American women living with systemic compared with a generalized chronic disease self-help program for
lupus erythematosus: perceived impacts of a self-management arthritis patients. Arthritis Rheum 2005;53:950-7
intervention. Arthritis Res Ther 2019;21:155. - e . -

’ 36 Lorig KR, Mazonson PD, Holman HR. Evidence suggesting that

12 Paasche-Orlow MK, Wolf MS. Promoting health literacy research to healgt]h education for self-management in patients vggh chrgnic
reduce health disparities. J Health Commun 2010;15 Suppl 2:34-41. arthritis has sustained health benefits while reducing health care

13 Thomas B. Health and health care disparities: the effect of social costs. Arthritis Rheum 1993:36:439-46.
and‘envwonmentalzl factors on individual and population health. Int J 37 Lorig KR, Ritter P, Stewart AL, et al. Chronic disease self-

Environ Res Public Health 2014;11:7492-507. management program: 2-year health status and health care

14 Toloza SMA, Jolly M, Alarcén GS. Quality-Of-Life measurements utilization outcomes. Med Care 2001:39:1217-23.
in multle_thmc patients with systemic lupus erythematosus: cross- 38 Lorig KR, Sobel DS, Stewart AL, et al. Evidence suggesting that

15 Eyltursil\l/IISSll.ljei %urr iﬁe%n”ﬁtol IHiIEiip 2;)110;;,(2:2,[37._49% duci a chronic disease self-management program can improve health
ef(:r]e%s mé;rbeil di:ly gg d rr;o nilil;c))/),in bl‘a?:kas -wit;asig;zinigrls‘f)uicmg status while reducing hospitalization: a randomized trial. Med Care

o 1999;37:5-14.
erythematosus. Arthritis Rheum 1991;34:1187-96. ! . o

16 McElhone K, Abbott J, Teh LS. A review of health related quality of 39 %a”a.?a” CM, Unverzagt FW, Hui SL, et al. S."I‘ ftem soreener to
life in systemic lupus erythematosus. Lupus 2006;15:633-43. identify cognitive impairment among potential subjects for clinica

17 Horrell LN, Kneipp SM. Strategies for recruiting pépulations to 20 Lesgggﬁhitng?\ld CBJare ?\;)\?ZTA:\OZESL tal desian survey method
participate in the chronic disease self-management program o o , Bass Wi . <.e an total design survey method.
(CDSMP): a systematic review. Health Mark Q 2017;34:268-83. 1 ?an Fa”.’ :Zysslﬁlan '198[363'2'2?1?:_8' C. et al. Exploring th

18 Baldwin DM. Disparities in health and health care: focusing efforts to wumla3|d L etloft’h unhop-_ cc;lmas ’ elfa - EXploring t e
eliminate unequal burdens. Online J Issues Nurs 2003;8:2. perceive |mpai1fc orthe c rortng hlse.ase se -mar;‘eflgemex .

19 Falasinnu T, Chaichian Y, Bass MB, et al. The representation of program c.)r;]sle —m.anagerl'qen. e a;mljggwoong Egan melrlcan
gender and Race/Ethnic groups in randomized clinical trials of gg;&ezr'm; 5‘;'3”5' a qualitative study. pen Rheumato
individuals with systemic lupus erythematosus. Curr Rheumatol Re, el Tl
2018:20:20. v P v P 42 Jiang L, Smith ML, Chen S, et al. The role of session zero in

20 Bernatsky S, Boivin J-F, Joseph L, et al. Mortality in systemic lupus vagickiizfgls C’g:gs:e;'sgﬁgf’jgg?t:'Zgﬁ?g?;oze”'management program
erythematosus. Arthritis Rheum 2006;54:2550-7. > C e .

21 Dhital R, Pandey RK, Poudel DR, et al. All-Cause hospitalizations and 43 Empowerline-Manage your chronic condition: Atlanta regional
mortality in systemic lupus erythematosus in the US: results from a Commission, 2019. Available: hitps://www.empowerline.org/
national inpatient database. Rheumatol Int 2020;40:393-7. services/manage-your-condition/ .

22 Addressing the challenges of clinical research participation among 44 Nicholson LM, Schwirian PM, Klein EG, et al. Recruitment and
populations disproportionately impacted by lupus. The Lupus retentlo_n strategies in IongltqunaI clinical studies with low-income
Research Alliance and The National Minority Quality Forum 2017. populations. Contemp Clin Trials 2011;32:353-62.

23 Adams KGA, Corrigan JM. Committee on the crossing the quality 45 Otado J, Kwagyan J, Edwards D, et al. Culturally competent
chasm: next steps toward a new health care system 1st annual strategies for recruitment and retention of African American
crossing the quality chasm Summit: a focus on communities. populations into clinical trials. Clin Trans/ Sci 2015;8:460-6.
Washington DC: National Academies Press, 2004. 46 Yancey AK, Ortega AN, Kumanyika SK. Effective recruitment and

24 Ayyagari P, Grossman D, Sloan F. Education and health: evidence on retention of minority research participants. Annu Rev Public Health
adults with diabetes. Int J Health Care Finance Econ 2011;11:35-54. 2006;27:1-28.

25 Goeppinger J, Armstrong B, Schwartz T, et al. Self-Management 47 Gadegbeku CA, Stillman PK, Huffman MD, et al. Factors associated
education for persons with arthritis: managing comorbidity and with enrollment of African Americans into a clinical trial: results from
eliminating health disparities. Arthritis Rheun 2007;57:1081-8. the African American study of kidney disease and hypertension.

26 Williams EM, Hyer JM, Viswanathan R, et al. Peer-to-Peer mentoring Contemp Clin Trials 2008;29:837-42.
for African American women with lupus: a feasibility pilot. Arthritis 48 Coakley M, Fadiran EO, Parrish LJ, et al. Dialogues on diversifying
Care Res 2018;70:908-17. clinical trials: successful strategies for engaging women and

27 Williams EM, Egede L, Oates JC, et al. Peer approaches to self- minorities in clinical trials. J Womens Health 2012;21:713-6.
management (PalS): comparing a peer mentoring approach for 49 Brown RF, Cadet DL, Houlihan RH, et al. Perceptions of participation
disease self-management in African American women with lupus in a phase |, Il, or lll clinical trial among African American patients
with a social support control: study protocol for a randomized with cancer: what do refusers say? J Oncol Pract 2013;9:287-93.
controlled trial. Trials 2019;20:529. 50 Chalela P, Suarez L, Mufioz E, et al. Promoting factors and barriers

28 Williams EM, Dismuke CL, Faith TD, et al. Cost-Effectiveness of a to participation in early phase clinical trials: patients perspectives. J
peer mentoring intervention to improve disease self-management Community Med Health Educ 2014;4:1000281.

10 Drenkard C, et al. Lupus Science & Medicine 2020;7:000391. doi:10.1136/lupus-2020-000391


http://dx.doi.org/10.1002/art.40192
http://dx.doi.org/10.1002/art.40191
http://dx.doi.org/10.1002/art.40191
http://dx.doi.org/10.1002/art.20409
http://dx.doi.org/10.1002/art.20548
http://dx.doi.org/10.1002/art.30293
http://dx.doi.org/10.1093/rheumatology/kem016
http://dx.doi.org/10.1097/RHU.0000000000000794
http://dx.doi.org/10.1186/s13075-019-1942-7
http://dx.doi.org/10.1080/10810730.2010.499994
http://dx.doi.org/10.3390/ijerph110707492
http://dx.doi.org/10.3390/ijerph110707492
http://dx.doi.org/10.1007/s11926-010-0110-5
http://dx.doi.org/10.1002/art.1780340918
http://dx.doi.org/10.1177/0961203306071710
http://dx.doi.org/10.1080/07359683.2017.1375240
http://www.ncbi.nlm.nih.gov/pubmed/http://www.ncbi.nlm.nih.gov/pubmed/12729451
http://dx.doi.org/10.1007/s11926-018-0728-2
http://dx.doi.org/10.1002/art.21955
http://dx.doi.org/10.1007/s00296-019-04484-5
http://dx.doi.org/10.1007/s10754-010-9087-x
http://dx.doi.org/10.1002/art.22896
http://dx.doi.org/10.1002/acr.23412
http://dx.doi.org/10.1002/acr.23412
http://dx.doi.org/10.1186/s13063-019-3580-4
http://dx.doi.org/10.1177/0961203319851559
http://www.ncbi.nlm.nih.gov/pubmed/http://www.ncbi.nlm.nih.gov/pubmed/11769298
https://acl.gov/programs/health-wellness/chronic-disease-self-management-education-programs
https://acl.gov/programs/health-wellness/chronic-disease-self-management-education-programs
https://acl.gov/programs/health-wellness/chronic-disease-self-management-education-programs
http://www.eblcprograms.org/evidence-based/map-of-programs/
http://www.eblcprograms.org/evidence-based/map-of-programs/
http://dx.doi.org/10.1177/0961203312458842
http://dx.doi.org/10.1016/j.semarthrit.2013.04.003
http://dx.doi.org/10.5888/pcd10.120112
http://dx.doi.org/10.1002/art.21604
http://dx.doi.org/10.1002/art.1780360403
http://dx.doi.org/10.1097/00005650-200111000-00008
http://dx.doi.org/10.1097/00005650-199901000-00003
http://dx.doi.org/10.1097/00005650-200209000-00007
http://www.ncbi.nlm.nih.gov/pubmed/http://www.ncbi.nlm.nih.gov/pubmed/21267217
http://dx.doi.org/10.1002/acr2.11117
http://dx.doi.org/10.3389/fpubh.2014.00205
https://www.empowerline.org/services/manage-your-condition/
https://www.empowerline.org/services/manage-your-condition/
http://dx.doi.org/10.1016/j.cct.2011.01.007
http://dx.doi.org/10.1111/cts.12285
http://dx.doi.org/10.1146/annurev.publhealth.27.021405.102113
http://dx.doi.org/10.1016/j.cct.2008.06.001
http://dx.doi.org/10.1089/jwh.2012.3733
http://dx.doi.org/10.1200/JOP.2013.001039
http://dx.doi.org/10.4172/2161-0711.1000281
http://dx.doi.org/10.4172/2161-0711.1000281

	Overcoming barriers to recruitment and retention of African–American women with SLE in behavioural interventions: lessons learnt from the WELL study
	﻿﻿Abstract
	Introduction
	Methods
	WELL study overview
	Sample
	The intervention
	Study design

	CDSMP recruitment, data collection and barriers assessment
	Research coordination team
	Recruitment
	CDSMP registration
	Measures and data collection
	Project management procedures
	Assessment of recruitment and retention barriers


	Results
	Recruitment of the WELL cohort
	Expected and achieved recruitment
	Participation in the CDSMP and retention in the study
	CDSMP registration
	Participant cancellation or no-shows after being registered into a CDSMP workshop
	CDSMP completion rate

	WELL cohort 6-month retention

	Discussion
	CDSMP coordination
	Participant barriers

	References


