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Key Findings

n Intentionally building pathways for patient partnership
in the improvement collaborative resulted in
increased integration of and appreciation for patient
perspectives.

n The conditions created in the Caribbean Regional
Quality Improvement Collaborative resulted in
increased mutual understanding and empathy
between health care providers and people living with
HIV, both of whom believed it benefited the quality
improvement work.

Key Implications

n In addressing the challenges of improving quality of
care and improving health outcomes in lower-
resource countries, policy makers should leverage
quality improvement initiatives to integrate patients
and those who work in the system to identify
impactful changes.

n Program managers should intentionally design for
authentic engagement with patients in improvement
initiatives including creating optimal conditions of
intergroup contact theory: equal group status within
the intergroup setting, common goals, cooperation
towards goals, and institutional support.

ABSTRACT
Introduction: Patient engagement is increasingly recognized as a
key strategy to promote patient-centered care and accelerate
health care improvements. Ensuring patient participation in im-
provement efforts is particularly important with stigmatized ill-
nesses and marginalized populations. Despite the attention it
has garnered, patient engagement is still not widely implemented
and has not been well documented in global health literature.
Methods: We implemented a patient-engagement strategy to in-
volve people living with HIV in quality improvement efforts. As part
of the Caribbean Regional Quality Improvement Collaborative,
quality improvement teams from Barbados (1 team), Jamaica
(20 teams), Suriname (3 teams), and Trinidad and Tobago (2 teams)
engaged health care providers from care facilities and people living
with HIV to serve as community representatives (CRs) to lead the im-
provement efforts alongside them. This strategy was evaluated via a
mixed method design that included 2 rounds of semistructured, in-
depth interviews with patients and providers.
Results: Findings suggest that the patient engagement strategy
had several key strengths: it promoted the collection, use, and
appreciation of patient input to inform health care improve-
ments at the facility level; facilitated the empowerment of CRs;
enhanced mutual understanding and empathy between CRs
and providers; and helped to dispel HIV stigma and discrimi-
nation in health care settings. Moreover, both health care pro-
viders and CRs reported that CR opinions and perspectives are
as important as providers’ and that CR participation in the im-
provement process was beneficial.

INTRODUCTION

Patient engagement is increasingly recognized as a
key strategy to promote patient-centered care and

accelerate health care improvements.1–4 It can be
broadly defined as the involvement of patients, their
families, or representatives working in active partner-
ship with health professionals to improve care.5

Patients may participate at many levels of the health
care system, from individual care and organizational
improvement to system design, policy making, moni-
toring, evaluation, and research.5,6 Benefits of patient
engagement include enhanced patient activation;
more effective patient-provider interactions; increased
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client satisfaction; reduced costs; and improved pa-
tient safety, quality of care, and health outcomes.7–13

While patient engagement has garnered signif-
icant attention, it is still not widely implemented.
One fundamental issue is that the concept of
“patients as partners” is not ingrained in the cul-
ture of care.1,14 Established power differentials in
the health system canmake it difficult for patients’
voices to be heard and for their expertise via lived
experience to be equally valued.14,15 There is also
a great deal of uncertainty about how tomeaning-
fully involve patients as interventions tend to em-
ploy them in more consultative roles rather than
truly collaborative ones.6,16 Furthermore, margin-
alized groups tend to be especially underrepre-
sented in patient engagement activities, despite
their often-increased risk of experiencing health
problems.17–19

Most patient engagement interventions have
focused on improving health at the individual-
level, rather than addressing broader systems
issues.20–22 Quality improvement (QI) initiatives
aim to strengthen health care quality by focusing
on system failures and direct efforts at redesign by
engaging a broad array of stakeholders.23 While
the critical role of patient engagement in QI in
high-income countries is well documented, evi-
dence in low- and middle-income countries is re-
markably scant.24 Given the successful application
of QI to improve health systems around the
world,25 omitting patient voices from QI efforts is
a missed opportunity.26

We describe strategies to partner with patients
in the Caribbean to improve HIV care and treat-
mentwithin a “QI collaborative”27—health care fa-
cilities working together over a discrete period to
improve a specific outcome or aim. Facilities and
health care providers (HCPs) in the Caribbean rare-
ly involve patients as equal members of a health
care team, and stigma and discrimination against
people livingwithHIV (PLHIV) remain a significant
barrier to care.28–30 For some clients, this barrier is
exacerbated by stigma and discrimination against
key populations such as men who have sex with
men (MSM), commercial sex workers (CSW),
and transgender persons.31–33Within this context,
a patient engagement strategy was developed to
create systems for collection and integration of
PLHIV feedback; ensure QI teams test changes
that align with PLHIV priorities; create mechan-
isms for PLHIV leadership and recruitment; de-
crease HIV-related stigma and discrimination in
health care settings; and ultimately, improve
health outcomes among PLHIV in the Caribbean
region.

CARIBBEAN REGIONAL QUALITY
IMPROVEMENT COLLABORATIVE
INTERVENTION

In 2015, The International Training and Education
Center for Health (I-TECH) at the University of
Washington initiated the Caribbean Regional QI
Collaborative (CaReQIC), which supports a team-
based approach to addressing barriers to high-
quality health care. Foundational to this approach
are rapid, small-scale tests of change in clinic pro-
cesses, referred to as plan-do-study-act (PDSA)
cycles, to achieve a predetermined, measurable
aim. PDSA cycles facilitate the adaptation of inter-
ventions that have worked elsewhere to a local
context. As teams test changes to their existing
systems, they adapt and assess the effectiveness of
those changes. Teams then implement those that
have the greatest positive impact on their system,
thus building iteratively toward their longer-term
aim. Facility-based teams are brought together
(virtually or in person) for periodic learning ses-
sions where they are taught QI methods, share
results of their QI work, and learn from and moti-
vate each other. Between learning sessions, teams
receive coaching from local, regional, and inter-
national experts, participate in webinars, test
changes using PDSA cycles, and track related
data.34

Between 2015 and 2017, QI collaborative
teams fromBarbados (1 team), Jamaica (20 teams),
Suriname (3 teams), and Trinidad and Tobago
(2 teams) tested strategies to improve viral suppres-
sion among PLHIV. Viral suppression can occur
through daily adherence to antiretroviral thera-
py and is important for reducing morbidity and
mortality as well as reducing the risk of HIV
transmission. However, some individuals expe-
rience challenges to daily adherence, such as
finances and time to collect refills at the phar-
macy, medication side effects, and stigma. In
each participating country, the MOH supported
the collaborative’s implementation by sending
QI teams to learning sessions and advocating for
country-specific, policy-level changes informed
by CaReQIC.

A critical aspect of CaReQIC has been engaging
PLHIV in the learning sessions and on QI teams.
PLHIV were recruited in Jamaica, Barbados, and
Trinidad and Tobago via local PLHIV organizations
or through facility patient care networks. Suriname
entered the collaborative later and therefore their
patient engagement experience is not documented
here. PLHIV took on this work enthusiastically and
requested that they be referred to as community

Most patient
engagement
interventions
have focused on
improving health
at the individual-
level, rather than
addressing
broader systems
issues.
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representatives (CRs) to help diminish the power
differential in the patient-provider relationship.
Table 1 describes CaReQIC’s key components.

The CaReQIC strategy for patient engagement
was iterative and adapted to address emergent chal-
lenges throughout implementation (Table 1). For
example, early in the project, care sites were invited
to bring PLHIV with them to learning sessions. Very
few did, and some of the PLHIV who came were
unclear on their roles and uncomfortable sharing
with a room full of strangers. An onboarding ap-
proach was needed to ensure that both HCPs and
PLHIV were prepared to partner in this work. Based
on this need, CR leaders cofacilitated a special ses-
sion to onboard new CRs before learning sessions.

Another predicament was related to the tar-
geted recruitment of patients whose needs were
not being met by the health care system. To ad-
dress this challenge, I-TECH reached out directly
to organizations that serve the PLHIV community
to inviteMSM,CSWs, homeless people, and trans-
gender and other marginalized PLHIV to ensure
their perspectives were included.

Finally, there was the ongoing challenge of conti-
nuityof resources in lower- andmiddle-incomecoun-
tries to support this type of initiative. Over the years
that I-TECH supported this type ofwork in the region,
available funding has waxed and waned. At one
point, the project was paused abruptly, requiring the
leadership team to accelerate efforts to institutionalize
the QI efforts prematurely, only to reinitiate support
when fundingwas restored. This instability in funding
was disruptive but was mitigated by I-TECH’s deep
and ongoing relationships with MOH staff and a
strongapproach to institutionalizationofqualitywith-
in CaReQIC.While not detailed in this article, I-TECH
assisted each health care facility, regional authority,
and national MOH to assess their system’s ability to
support and sustain improvement activities. This
resulted in plans to advance the integration of QI
across policy, leadership, values, resources, and struc-
tures (e.g., staffing, communications, and incentives).
During the CaReQIC program’s implementation,
these needs were addressed directly and indirectly by
the teams, the MOHs, and other authorities and
through capacity-building activities.

Within this larger context, we focus on the fea-
sibility, acceptability, and perceived value add of
CR participation in CaReQIC.

METHODS
Data Collection
Between September 2016 and July 2017, qualita-
tive and quantitative data were collected from

CaReQIC participants (Table 2), including HCPs
and CRs, from Barbados, Jamaica, and Trinidad
and Tobago. Two rounds of semistructured, in-
depth interviews were conducted. The first round
occurred in September 2016. This was approxi-
mately 5 months after the first regional learning
session and obtained a preliminary sense of the
strengths and challenges of the patient engage-
ment strategy. The second round of interviews
took place in June and July 2017. Round 2 inter-
view questions were guided by findings from
round 1 interview data and focused on how and
towhat extent CRs have been engaged in QI activ-
ities; the perceived value of CR input; and its effect
on patient care, systems improvements, and stig-
ma and discrimination. Sampling aimed to capture
at least 1 HCP per facility and all participating CRs;
however, full coverage was not possible due to re-
spondent availability (Table 1). Purposive sam-
pling was used to select HCPs and CRs with
greater exposure to learning sessions and longer
experience working with, or as, CRs. Across both
sets of interviews, 19 CRs and 22 HCPs were
included.

Written assessment questionnaires, adapted
from validated tools used in similar U.S.-based QI
projects, were administered to all CR andHCP par-
ticipants during CaReQIC learning sessions to elic-
it information on participants’ experiences with
the patient engagement strategy.35 CR- and HCP-
specific instruments incorporated a mix of Likert
scale responses and open-ended, qualitative feed-
back. In total, 72 respondents completed the
assessments (53 HCPs and 19 CRs).

Data Analysis
One analyst independently coded interview tran-
scripts and qualitative assessment data, while a
second analyst conducted coding validation. Any
coding disagreementswere resolved through discus-
sion. A hybrid approach of deductive and inductive
thematic analysis was used.36 Deductive codes were
drawn from the literature on patient engagement.
Atlas.ti (v.7.5.18, Scientific Software Development
GmbH) was used to support coding, analysis, and
data organization. Descriptive statistics were gen-
erated in Microsoft Excel to analyze the written
assessment survey responses and to summarize
respondents’ sociodemographic data.

Ethical Considerations
The University of Washington Institutional Review
Board determined that the evaluation did not meet
the federal definition of human subjects’ research,
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adapted to
address emergent
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implementation.
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TABLE 1. Key Components of the Caribbean Regional Quality Improvement Collaboration Patient Engagement Strategy

Strategy Audience/Participants Purpose Content for Strategy Success

CaReQIC expert group
meetings

� I-TECH staff
� Ministry of Health represen-

tatives from each participat-
ing country

� Heads of HIV clinics from
Caribbean

� CRs

� Guide the overall technical direction
of the collaborative.

� Ensure CR voices are incorporated at
all levels of the collaborative.

� Help the collaborative maintain a
patient-centered focus and culture.

� Set global aims.
� Identify measures.
� Discuss current issues in each coun-

try and priorities across the network.
� Develop the change package.

Preparatory session for
CRs

� Patients associated with
PLHIV advocacy
organizations

� Key populations, such as
MSM, CSWs, and transgen-
der persons, were deliber-
ately included to incorporate
the voices of marginalized
populations

� Introduce CaReQIC and an overview
of QI methods, patient engagement,
and patient-centered care.

� Equip CRs with QI skills to partici-
pate in technical learning session
activities with HCPs.

� Empower CRs to recognize the im-
portance of their input in all areas of
their treatment and care.

� Prepare CRs to engage in construc-
tive conversations about systems
issues in future learning sessions by
establishing safe spaces for
collaboration.

� Discuss QI theory, process maps,
swim lane diagrams, test changes
(PDSA cycles), identify actionable
systems-level issues.

� Establish learning session expecta-
tions, including: role of CRs, creating
safe spaces, ground rules of infor-
mation sharing and confidentiality,
avoiding blame, how to give
feedback.

� Explain role of CRs on QI teams.

Patient engagement
preparatory session for
HCPs

HCPs involved in CaReQIC � Give HCPs an introduction to the pa-
tient engagement strategy.

� Promote the value of patient input
and lived experiences.

� Encourage providers to seek
patients’ perspectives to improve
care.

� Prepare HCPs to engage in con-
structive conversations about systems
issues in future learning sessions by
establishing safe spaces for
collaboration.

� Describe “patients as partners” in the
QI process, benefits of patient en-
gagement, CR roles in learning ses-
sions and QI teams.

� Establish learning session expecta-
tions: creating safe spaces, ground
rules of information sharing and
confidentiality, avoiding blame, how
to give feedback.

� Encourage “through the patients’
eyes”: urge teams to go out and
communicate with their patients and
see what their experience at the
clinic is really like.

CR engagement in
learning sessions

CRs and HCPs from facility-
based QI teams

� Enhance CR and HCP QI technical
skills.

� Improve CRs’ and HCPs’ ability to
work as a team to plan and execute
PDSAs at their sites.

� Encourage perspective-taking and
greater empathy between CRs and
HCPs.

� Highlight coproduction: importance
of CR role in QI process, levels of
community engagement in QI, co-
production of outcomes.

� Discuss teambuilding and self-
identification of strengths.

� Conduct “learning from the patient
experience:” guided conversations
between CRs and providers.

� Hold empathy-building sessions: in-
teractive session to discuss chal-
lenges facing HCPs and patients;
“problem prism” activity to explore a
problem from multiple points of
view, including discussion on issues
from both patient and provider per-
spectives; “Ignite Talks” (selected
participants share personal stories

Continued
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TABLE 1. Continued

Strategy Audience/Participants Purpose Content for Strategy Success

about experiences as HIV patients or
providers working in HIV).

� Conduct technical QI sessions: set-
ting aims, defining measures, pro-
cess mapping (including maps
guided by CR perspective), swim
lane diagrams, run chart develop-
ment, PDSA planning, change con-
cepts for differentiated care for
PLHIV, breakout sessions conducted
using ideation technique, carousel
solution” brainstorming to generate
a list of change concepts for teams to
test for selected drivers, and sustain-
ing changes.

� Present QI teams’ strategies and
successes.

CR participation in
facility-based QI teams

CRs and HCPs from facility-
based QI teams

� Provide a mechanism for the PLHIV
community, through patient repre-
sentation, to be actively involved in
improving their care and treatment
at facilities.

� Ensure PDSAs aligned with PLHIV
priorities.

Team meetings commonly discuss chal-
lenges, review patient input, determine
strategies, decide which ideas to test,
assign tasks, report on progress, com-
plete prework for upcoming learning
sessions.

CAST meetings Led by CRs and
I-TECH key population group
advisors
There were CAST groups in
Jamaica and Trinidad and
Tobago as of August 2017, with
a total membership of 11 CRs

� Engage PLHIV to partner with health
care facilities to enhance care.

� Ensure that PLHIV engaged in QI
have an opportunity to pass QI skills
on to other members of the
community.

� Create a mechanism to recruit new
patients, learn QI, and join improve-
ment efforts.

� Provide a formal conduit to share in-
formation and ideas from the PLHIV
community to the treatment sites and
vice versa.

� Provide a forum for CRs to trouble-
shoot challenges they may have with
their QI teams.

Conduct monthly meetings, plan and
test PDSAs, collect data, present and
test change ideas at the site and com-
munity level.

Ongoing support to
facility-based QI teams

� CRs and HCPs from facility-
based QI teams

� I-TECH staff
� QI coaches

� Offer support to QI teams to engage
patients and develop and implement
new ideas to improve care.

� Achieve greater patient representa-
tion on QI teams.

� Provide teams with any necessary
technical expertise to overcome
project hurdles or with engaging
patients.

Hold in-person and distance coaching
on PDSAs, conduct QI webinars, pro-
vide feedback on monthly QI reports,
update materials and tools provided,
provide data analysis assistance, pro-
vide CR recruitment support and relat-
ed tools provided to QI teams.

Abbreviations: CaReQIC, Caribbean Regional Quality Improvement Collaborative; CAST, CaReQIC Action Strategy Team; CRs, community representatives;
CSWs, commercial sex workers; HCPs, health care providers; I-TECH, International Training and Education Center for Health; MSM, men who have sex with
men; PDSA, Plan-Do-Study-Act; QI, quality improvement.
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under 45 CFR 46.102 (d) since the intervention
and its associated data collection were part of rou-
tine program implementation. All participants
were at least 18 years of age. Participants gave their
verbal informed consent to be interviewed.

RESULTS
Collection and Use of Patient Input
Before CaReQIC, HCPs reported little to no sys-
tematic gathering or use of patient feedback.
Some described informally surveying patients on
an ad hoc basis, and a few noted their facilities
had suggestion boxes but that they were rarely
used. CaReQIC’s patient engagement strategy
established regular opportunities to learn from
CR expertise and for CRs and HCPs to work to-
gether on improvement efforts. Most teams met
with their CRs at least monthly, though frequency
tended to increase before learning sessions to
complete preparatory work. Several teams en-
gaged their CRs between scheduled meetings, ei-
ther in-person, by phone, email, or WhatsApp.

All CRs reported participating in developing
changes to test with PDSA cycles. Participation in-
cluded identifying areas for improvement, giving
feedback on ideas, assisting with related data

collection, and creating storyboards for learning ses-
sions. CRswere also regularly involved as presenters
and trainers in learning sessions.

I-TECH supported CRs to develop a group called
the CaReQIC Action Strategy Team (CAST), which
was formed to activate PLHIV in partnerships with
facilities to improve care (Table 1). CAST provides a
space for newCRs to learn aboutQI, for CRs to share
and brainstorm together, and for dissemination of
successful PDSAs to multiple treatment sites.

Patient-Provider Partnership as Crucial for
Improving Quality of Care
Across interviews and written assessments, HCPs
universally expressed their appreciation for CRs'
involvement in the collaborative. Assessment
findings found that 98% of providers surveyed ei-
ther completely or somewhat agreed that CRs’
perspectives and opinions were as important as
those of HCPs, while 100% completely or some-
what agreed that CRs brought a critical element
to the team that no one else could provide
(Figure 1). HCPs often suggested CR feedback
helped to ensure improvements that effectively
catered to client needs, addressed stigma and dis-
crimination, and created a more enabling envi-
ronment for patients.

TABLE 2. Data Collection Summary in Caribbean Regional Quality Improvement Collaborative Patient Engagement Strategy

Method Countries
Number of Respondents /

Characteristics Dates

Semistructured interviews with
HCPs (via telephone and in-person)

Jamaica � 21 respondents from 11 facility-
based QI teams

� 1–4 HCPs/QI team
� All interviewed QI teams had

CRs on their teams

September 2016

Trinidad and Tobago

Semistructured interviews with CRs
(via telephone)

Jamaica 14 respondents (of 20 CRs total at
the time)

September 2016

Trinidad and Tobago

Semistructured interviews with
HCPs (in-person)

Barbados 5 respondents from 5 facilities June–July 2017

Jamaica

Semistructured interviews with CRs
(in-person)

Barbados 9 respondents from 8 facilities May–July 2017

Jamaica

Trinidad and Tobago

Community engagement assess-
ment with HCPs and CRs (written
questionnaire)

Barbados and Trinidad and
Tobago

11 HCPs, 4 CRs June–July 2017

Jamaica 42 HCPs, 15 CRs

Total: 72 respondents (53 HCPs, 19 CRs) from 23 total facilities

Abbreviations: CRs, community representatives; HCPs, health care providers; QI, quality improvement.

CaReQIC’s patient
engagement
strategy
established
regular
opportunities to
learn from CR
expertise and for
CRs andHCPs to
work together on
improvement
efforts.
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HCPs found patient input reminded them of
the purpose and importance of their work.

You get the pulse of the clients. . . . [I]t is good to get the client’s
viewpoint because that is the reason for the clinic . . . youwant
to provide a service that the client appreciates. Their viewpoint,
it helps to keep you grounded and remind you what you are
doing . . . it is good to have that reminder.—P15, HCP

When asked if facility-based teams planned to
continue engaging patients after the collaborative
ends, all interviewed HCPs thought they would do
so. Several teams had already recruited additional
CRs to their teams or were planning to do so at the
time of interviews.

Promotion of CR Empowerment
CRs frequently described how participation in the
collaborative made them feel prepared to engage
and advocate for improved care for PLHIV.
Establishing learning sessions and QI teams as
“safe spaces” that valued their unique expertise
allowed CRs to feel comfortable sharing their HIV
status, ideas, and viewpoints without fear or
judgment.

When I come to this learning session, I say, “Yes, I’m
coming to my next family.” . . . You can talk. . .about
anything related to your status and . . . you don't feel
any discrimination, you just feel light, you just feel wel-
come, you just feel awesome . . . . and [I] just feel good
about myself.—P1, CR

CRs also reported their enhanced QI-related
skills and knowledge fostered a sense of empower-
ment. At some sites, CRs helped teach learning
session content to other members of their teams
who could not attend. CRs explained that gaining
technical knowledge and skills gave them confi-
dence, bolstered their roles on QI teams, and
enabled them to better contribute to team discus-
sions and PDSA-related activities.

Participating in QI activities . . . I feel so empowered
now, a part of the whole team. I know I can just go in
and give suggestions . . . Before now, it just felt like they
[HCPs] did what they were doing and we came and
accessed whatever they did. But now we have our role,
we have a say, and they actually listen . . . and apply
other things that we say.—P26, CR

Leadership and contribution of CRs further
grew as the community acknowledged the value
of CRs lived experiences and contributions.
CaReQIC helped set this tone by conducting ses-
sions on the benefits of CR engagement for im-
proving patient care (Table 1). CRs explained
how their participation in CaReQIC made them
realize they had a critical perspective to offer that
could improve HIV care for themselves and other
PLHIV.

One of the main takeaways is the fact that the communi-
ty has such a huge say and can be empowered to assist in
the changes that impact us. Change in a system cannot
be from the top down. It can come from any status, any

FIGURE 1. Community Engagement Assessment: Health Care Providers’ Responses

Abbreviations: CR, community representative; QI, quality improvement.

CRsexplainedhow
their participation
in CaReQICmade
them realize they
had a critical
perspective to
offer that could
improve HIV care
for themselves
and other PLHIV.
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level, and can be wide reaching—whether doctors or
patients—to make change.—P29, CR

[CaReQIC] mademe realize the value . . . and thewealth of
patient experience and knowledge that I already have from
the past that I can bring into CaReQIC . . . I just want to say
thank you . . . for including us. And when I say us, I mean
making the community representatives a part, making our
voice known, making our voice heard.—P8, CR

Assessment data compiled in Figure 2 strongly
alignedwith thequalitative findings thatCRs feltwel-
comed, respected, and supported by other CaReQIC
participants. All respondents completely agreed
(84.2%) or somewhat agreed (15.8%) that their opi-
nions were respectfully listened to by their QI teams.
Similarly, 100% of CRs completely or somewhat
agreed that they felt they could speak freely at learn-
ing sessions (78.9% and 21.1%, respectively) and
with their QI teams (89.5% 10.5%, respectively).

Enhanced Provider Empathy for HIV Patients
Improves Care
Providers frequently expressed how CR involve-
ment in the collaborative learning sessions, parti-
cularly the PLHIV testimonies (“Ignite talks”),
increased their empathy for patients. Most HCPs
found the CR testimonies from vulnerable popula-
tions (including MSM, transgender persons, and
CSWs) to be eye opening. Increased empathy and
awareness were frequently reported to lead to
improvements in the care delivered to PLHIV.

I've been working in this field for many years . . . but

what I find that has helped me in listening to others in

the collaborative, and just really tuning in to something

that I may have thought I knew or understood, was

hearing from community members . . . Now I'm a little

bit more attentive to some of the things that are said,

particularly within the MSM population . . . I know

how to better state certain things, how to better ask to

get more [information] to be able to make an impact.
—P13, HCP

Many interviewed CRs shared their experi-
ences of improved patient-provider interactions,
describing care as “warmer” and “less impersonal.”
CRs mentioned improvements like better staff
attitude, more 1-on-1 counseling time spent with
providers, and feeling like providersweremore in-
terested in their perspective.

I thought it was just great that they [HCPs] would actually
listen from the patient’s perspective . . . Because before now,
I never got the impression that clinicianswere really interest-
ed in howwe felt . . . it just felt distant, it felt indifferent. But
when they wanted to know how we felt about the care, it
made us feel valued. That . . . you really care that you’re do-
ing this to help me . . . Instead of just doing it because it’s
your job.—P6, CR

Increased CR Empathy for Providers
Improves Partnership
CaReQIC also helped CRs to view things from the
HCP perspective. This lessened the “us versus

FIGURE 2. Community Engagement Assessment: Community Representatives’ Responses

Abbreviations: CR, community representative; QI, quality improvement.
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them” divide between patients and providers, pro-
moted better communication, and encouraged
a stronger sense of teamwork among all
participants.

It was a constant learning experience. . . . We even
shared expectations we had. . . . It allowed us to actually
have an open space to express ourselves freely, in a re-
spectful manner. Because a lot of times we have stigma
thinking that these people [HCPs] are against us, you
know, and they are just there because they are doing
their job. They really want to see persons survive and
live as healthy of a life that they can. That was encour-
aging.—P28, CR

Addressing Stigma and Discrimination in
Health Care Settings
Learning from PLHIV perspectives, teams imple-
mented several changes aimed at increasing pa-
tient confidentiality, comfort, and convenience
during their clinic visit. Examples of changes in-
clude removing names and identifiers from HIV
patient sign-in sheets and extending pharmacy
hours. Changes made to reduce patient waiting
time had the added benefit of reducing exposure
to harassment from other patients.

I feel good about it, about the extension [of hours]. [Y]ou
have some patients who are afraid to come to the clinic
for their medication because of people watching them
and seeing what they're taking, and so forth. Well in
the afternoon hours, not much people are there to scruti-
nize and to watch who is doing what, you understand?
—P1, CR

Challenges of Moving From Engagement to
Partnership
QI teams often sought CR feedback on clinic
changes, however, most of the changes that were
tested and implemented had been generated by
HCPs. Many CRs reported being comfortable with
this, as they felt the selected changes aligned with
their own priorities, however, some expressed a
desire to pursue different ideas and found it diffi-
cult to get their teams on board. CRs sometimes
found it challenging to advocate for their own
ideas because they were the sole PLHIV on the
team and the only non-HCP. This amplifies the
importance of multiple CRs serving on improve-
ment teams to create strength in numbers. CRs
also noted that they faced stronger resistance
from HCPs who lacked exposure to learning ses-
sion content, such as QImethods and the “patients
as partners” concept.

Interestingly, some CRs tried to mitigate their
team members’ resistance to a CR-suggested
change by invoking the strengths of QI. They fo-
cused on the notion of testing changes on a small
scale, with little risk or investment, to convince re-
luctant teammembers to test 1 of their ideas.

So I usually have to say to them, “Remember, it's just a
test. We are testing it to see if it works or don't work. If it
works, fine.” So sometimes we have to go through all
these reminders and go through with the individual,
“It's just testing, we’re trying to test what I am recom-
mending.”—P3, CR

There were also some logistical challenges as
employed CRs found it difficult to attend QI team
meetings during standard work hours and unem-
ployed CRs sometimes lacked transportation to at-
tend meetings. Some teams remedied this by
communicating ideas through email andWhatsApp
groups. There were strong recommendations from
HCPs and CRs alike to remunerate CRs and provide
financial support for transportation in addition to
the stipend they were provided to participate in
learning sessions. It is not only unfair to not com-
pensate CRs for their time but also could amplify
inequities based onwho can participate and contrib-
ute their perspective.

DISCUSSION
This evaluation found that it is possible to mean-
ingfully engage a marginalized patient population
in QI initiatives in lower-resource settings. HCPs
reported that PLHIV significantly contributed to
the QI process through their suggestions for im-
proving HIV services. Participation of the CRs also
renewed HCPs’ focus on and commitment to pro-
viding excellent patient care through heightened
empathy and improved communication skills.
CRs reported feeling empowered through partici-
pation in the collaborative, their voices were
heard, and their experiences valued. CRs and
HCPs both described an increase in mutual under-
standing and intention to sustain partnerships af-
ter the collaborative’s close. While the countries
included in this project are middle-income coun-
tries, each has significant inequities in wealth, es-
pecially for the marginalized populations of focus
in this initiative. The initial challenges and areas
of growth shared in the results section are widely
applicable to patient engagement strategies in all
settings—from lower- to higher-income coun-
tries. For example, to build authentic patient en-
gagement, strategies will need to address a wide
swath of common challenges from building a
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culture for improvement (e.g., safe spaces, trans-
parency, and flattened hierarchy) to building
shared language and skills for improvement to
addressing logistical barriers (e.g., patient trans-
portation, work conflicts, payment and support
for expenses like child care). We believe that the
learning shared in the results section addresses
these common challenges to patient engagement
and that these findings are widely applicable and
relevant across income levels.

Our results are well aligned with intergroup
contact theory, a well-established theoretical
framework that posits that interactions between
members of different groups can reduce bias, im-
prove attitudes, and increase acceptance.37,38

Studies have shown the effects of intergroup con-
tact theory are facilitated when 4 optimal condi-
tions are met: equal group status within the
intergroup setting, common goals, intergroup co-
operation, and authority support.39 Here, we de-
scribe how QI collaboratives, such as CaReQIC,
can create an environment for these optimal con-
ditions to occur among stakeholders in complex
systems.

Equal Status
HCPs do not always recognize the expertise that
patients have to offer. QI collaboratives break
down the traditional hierarchy of providers over
patients, which is important so patients feel more
confident speaking to their care team about the op-
portunities that they see for improvement and so
that HCP recognize the need to address patient prior-
ities to achieve improved treatment and care out-
comes. Studies have shown that a lack of technical
knowledge can prevent patients from participating
in improvement activities and that decreasing
patient-provider hierarchies is key to achieving
meaningful patient involvement.6,13,15,20–22,26,40,41

Several aspects of the CaReQIC intervention served
to “level the playing field” and as a result, led to great-
er patient participation. ProvidingCRs andHCPswith
equivalent QI technical skills and knowledge
strengthened their capacity to partner in designing
and testing changes. Technical support helps to build
patients’ skills and confidence, equips them with a
“common language” and approach, and makes
them feel valued due to a tangible investment in their
capacity.6,40 It is likely that including CRs in leader-
ship positions, through learning sessions and partici-
pation in the expert group (Table 1), further boosted
their visibility and status giving them more opportu-
nities to bemeaningfully involved. As has been iden-
tified in other studies, our findings suggest hierarchy

andpowerdifferentialswereminimizedby increasing
participants’ awareness of the unique expertise CRs
brought to the collaborative.20,22,40,42

Efforts to partner with patients are often
undermined by assumptions that patients are not
experts, lack understanding of the health care sys-
tem, or lack time or interest to participate in its im-
provement. These assumptions are reinforced
when neither the system nor the efforts to im-
prove it have been designed to partner with the
people who live with the condition or illness.43

Even the well-intended language of patient en-
gagement can be stigmatizing, implying there is a
failure of patients to “engage” in their care. Just
as it is important that we use nonstigmatizing lan-
guage when discussing the impact of HIV on
PLHIV, it is also critical that improvement initia-
tives use language that describes patient partner-
ships as a productive and equitable alliance, such
as coproduction or patient leadership.44 QI colla-
boratives provide a temporary space to demon-
strate value and build mindsets which in turn
build momentum for a different way of partnering
in health systems. It is the responsibility of those
designing improvement initiatives and those
working in the health care system to remove bar-
riers to patient, family, and caregiver participation
in the improvement process. In this project, multi-
ple strategies were tested to remove such barriers
and hold space for patient partnership (Table 1).

Common Goals and Intergroup Cooperation
Improvement initiatives naturally align with
intergroup contact theory regarding the need for
common goals and intergroup cooperation, as every
successful QI initiative defines a common aim and
uses a collaborative,multidisciplinary, and structured
approach to achieve that aim.45 CaReQIC included
these core elements and established a shared aim
across key stakeholders, including CRs. Learning ses-
sions, webinars, QI coaches, and site visits helped en-
sure that all participants understood the aim, aligned
facility-based improvements toward that aim, and
worked together as a team toward contributing goals.

Existing literature helps explain how the
methods used in CaReQIC to increase patient-
provider cooperation also facilitated patient en-
gagement. The process of preparing health care
teams to partner with patients by elevating the ex-
pertise that patients hold regarding their own health
and their experience navigating the health care sys-
tem and clarifying their roles on QI teams helped
to set the stage for open and productive interac-
tions20,40 Publicly recognizing patient engagement
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accomplishments builtmomentumaround the part-
nership across the collaborative and enabled teams
to jointly track their progress.22 Linking CRs with
QI teams from their own facilities allowed CRs to di-
rectly observe the outcomes of their involvement
and fostered motivation to continue engaging with
the collaborative.22

Support of Authorities
Strong leadership support is often cited as a main
ingredient to achieving successful patient engage-
ment and commitment to improving the culture
of care.14,40 Feedback from CaReQIC participants
indicated they perceived a strong degree of en-
dorsement from authorities for the patient en-
gagement strategy, particularly from I-TECH and
the MOHs in participating countries. In practice,
this was executed by the creation of an expert
group to guide the collaborative, comprised of
I-TECH staff, MOH representatives, heads of
HIV clinics from around the region, and CRs.
Involving the MOH in learning sessions was also
a way to demonstrate high-level support as well
as enhance the likelihood of sustainability.46,47

Empathy
Finally, our study results suggest empathy generat-
ed through CaReQIC intergroup activities played a

critical role in the intervention’s success by foster-
ing improved interactions between CRs and provi-
ders and between HCPs and the wider patient
population (Figure 3). Several studies have similar-
ly found activities, such as the CaReQIC intergroup
activities, generate empathy and in turn reduce
stigma.38,45,46 There is strong evidence that provi-
ders’ increased empathy and positive attitudes to-
ward CRs would likely be reflected in their
interactions with the general patient population as
well.39,48,49

Researchers have linked empathy to increased
patient satisfaction,50,51 enhanced willingness by
providers to serve PLHIV,52 more effective patient-
provider communication,53,54 the promotion of
patient-centered care,55 and improved patient out-
comes.55 Improved patient-provider interactions
are associated with improved HIV-specific out-
comes, such as increased patient retention and
treatment adherence.56–59

Strengths and Limitations
As qualitative research, our sampling methods
were not intended to yield statistically generaliz-
able findings to other patients or providers.
However, our analysis revealed strong thematic
saturation and concurrence across the various data
sources, suggesting a high level of reliability.60 As

FIGURE 3. Theory of Change Diagram for Patient Engagement in the Caribbean Regional Quality Improvement
Collaborative

Abbreviations: CAST, Collaborative Action Strategy Team; CR, community representatives; HCP, health care provider; MOH, Ministry
of Health; PLHIV, people living with HIV; QI, quality improvement.
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the focus of our evaluation was on understanding pa-
tient and provider experiences with patient engage-
ment, only providers on QI teams with a CR were
interviewed. Therefore, we did not capture challenges
thatmay prevent CRs from joiningQI teams.

CONCLUSION
CaReQIC’s strategy to integrate patient leadership
at every level of the initiative—from improvement
teams to leadership structures—offers a promising
model tomeaningfully involve patients inQI initia-
tives, especially those involving HIV patients or
marginalized patient populations. Consideration of
the key conditions and mediators suggested by
intergroup contact theory may be particularly use-
ful in designing patient engagement interventions
when reaching marginalized populations or when
addressing stigmatized illnesses. It is critical to chal-
lenge assumptions about patient partnership in
health care system improvement and to intention-
ally create opportunities and spaces for meaningful
partnership with patients. A first step in this trans-
formation might be to embrace language that
represents the ideal of centering the experience of
those impacted by the system and working in true
partnership to improve it.
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