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Abstract: Little attention has been given to the processes and dynamics involved in
community-engaged research with hard-to-reach and marginalized communities. This concept
paper focuses on experiences with and lessons learned from the developmental phase of a
community-engaged research project aimed at promoting the economic self-sufficiency of refugees
with disabilities in Illinois. Steps taken to foster collaboration between academic researchers
and community stakeholders are described, followed by the authors” commentary on challenges
encountered and how these were addressed. Several methods were used to facilitate engagement
of community stakeholders. In the pre-funding stage, lead researchers identified potential
community partners by networking with coalition groups and task forces focused on disability-
and refugee-related issues. In the post-funding stage, relationships with partners were formalized,
partners’ roles were defined, and contractual agreements were developed. An advisory board
consisting of representatives from partner agencies and self-advocates with disabilities was also
assembled to help guide the project goals and deliverables. Structured group and one-on-one
meetings were held to sustain community partner engagement. These community engagement
strategies were deemed successful. However, challenges did emerge due to conflict between
community stakeholders” preferences, and research logistics and regulatory requirements of the
academic institution. Findings suggest that with careful planning, barriers to community-academic
collaborations can be addressed in ways that benefit all parties. This paper offers practical
strategies and a roadmap for other community-engaged research projects focusing on vulnerable and
marginalized groups.
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1. Introduction

By the end of 2016, a record number of more than 65 million people around the world were
forcibly displaced from their homes and communities due to war or persecution [1]. These numbers
included 20 million refugees and asylum seekers compelled to leave their countries of origin in search
of stability and security elsewhere [1]. Many of these individuals have sought to build new lives in
North America and Western Europe. In 2015 and 2016, more than 2.5 million people applied for asylum
in European Union countries [2] while nearly 85,000 refugees were resettled in the United States (US)
in fiscal year 2016 [3]. Although these numbers declined in 2017 due to political backlash, a steady
flow of refugees and asylum seekers continues into North America and Western Europe [4]. Many of
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these individuals have disabilities, either as a result of preexisting conditions, due to injuries or trauma
experienced before and during flight, or from injuries or conditions developed after resettlement [5].
Host countries struggle to accommodate refugee migrants with disabilities, and few models exist to
support their integration into unfamiliar economic and social structures.

In this paper, we describe and reflect on the developmental phase of a community-engaged
research project known as Partners of Refugees in Illinois Disability Employment (PRIDE). The project
is funded by a three-year federal grant and was launched in September 2016 to improve the economic
self-sufficiency of refugees with disabilities who have been resettled in the US state of Illinois.
The project is currently in its second year with an anticipated goal of 50 refugees with disabilities
served by the end of Year 3. Data collection on participant satisfaction, employment/career goals, and
workforce outcomes is also underway. This paper focuses not so much on the results of the project, but
more so on the process of developing and launching it. The information and reflective commentary
presented are largely based on minutes and notes from project-related meetings and post-meeting
debriefings between the three authors, who are the lead researchers for the project.

The objectives of this paper are to: (1) describe the context of the project; (2) discuss the project’s
roots in community-engaged research and summarize unique aspects of PRIDE’s community-academic
partnerships; (3) share development activities and strategies for community stakeholder engagement;
and (4) reflect on the challenges of conducting community-engaged research with a large number of
multi-sector partners and marginalized refugee communities.

2. Context of PRIDE

Historically, the US has had the largest refugee resettlement program worldwide, with nearly
three million resettled since 1980 [6]. Admission of refugees into the US is based on processing
priorities [3], and one important objective is to resettle the most vulnerable refugee populations, which
includes those with physical injuries and psychological trauma [7]. Many refugees arrive with either
pre-existing chronic health conditions, physical and mental disabilities, or a combination of these due to
turbulent migration histories, war injuries, and associated traumas, while others may become disabled
post-resettlement due to an accident, injury, and/or a secondary health condition. Illinois, where
PRIDE is based, is among the top destination states in the US for refugee resettlement [6]. According to
one report, an estimated 13% of refugees resettled in Illinois had a disability upon arrival [8].

Resettled refugees with disabilities generally find limited opportunities for integration into their
host society [9]. Language barriers, cultural differences, and limited awareness of disability-related
supports and resources all contribute to their social isolation and negatively impact their ability to thrive
economically. Given that economic participation is an important way for refugees with and without
disabilities to integrate into their host countries, resettlement programs in economically advanced
nations emphasize learning local languages and acquiring viable job skills for resettled refugees [10].

Early employment and economic self-sufficiency for all newly-arrived refugees is a major focus of
the US refugee resettlement program [11]. State and local non-profit agencies receive federal funding
to provide reception services for refugees, such as transportation from the airport, housing assistance,
and basic household supplies. These services are available for the first 90 days, after which refugees
are expected to find paid employment or enroll in the social welfare system.

To help refugees find employment, US resettlement agencies also offer English-language training,
as well as job search and job placement services during the first few months after resettlement [11].
Disability-related supports, such as wheelchair-accessible locations, sign language interpreters,
or access to disability-related work incentives, are seldom accommodated within this support
system [12]. Furthermore, service providers may perceive refugees with disabilities as unemployable
and consequently channel them toward welfare assistance rather than encouraging them to pursue
income-generating opportunities [9]. Refugees with disabilities may also be disconnected from
mainstream support services [12]. For example, vocational rehabilitation (VR) constitutes a package of
services available in every US state and territory to help people with disabilities prepare for, obtain, and
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maintain employment. Refugees are eligible for VR services upon arrival and/or at any time during
resettlement or post-resettlement. However, our preliminary research indicates that refugees with
disabilities in Illinois are seldom referred to VR services [13]. The combination of these circumstances
places refugees with disabilities at a disadvantage and greatly hinders their economic participation,
subjecting them to further isolation and marginalization.

3. PRIDE’s Roots in Community-Engaged Research and Unique Aspects of PRIDE’s
Community-Academic Partnerships

PRIDE is an interdisciplinary project that uses a community-engaged research approach to build
capacity among refugee service providers in order to promote employment and self-sufficiency among
refugees with disabilities. Community-engaged research first emerged as a corrective to the insularity
of the traditional research paradigm [14-16], which typically has been the domain of university-based
scholars. The traditional approach to research is far removed from the everyday realities of individuals,
families, and communities—the very people that social science research purports to benefit [17].
By contrast, a central component of community-engaged research is collaboration with all stakeholders
associated with the problem under study: including individuals, families, service providers, educators,
public officials, and policymakers. Each stakeholder is free to participate in the research process along
a continuum, from partial to full engagement, according to availability, interests, and preferences [18].

Community-engaged research is especially well-suited to projects that involve isolated and
marginalized groups, such as resettled refugees experiencing barriers to economic and social
integration [19]. Several recent community-engaged research projects have focused on refugee communities
in the US [20-22]. Published literature, however, tends to focus on the outcomes of such projects, while
paying scant attention to the actual process of community engagement. According to experts in the
field, the process of community engagement begins with building and sustaining community-academic
partnerships [15,17]. If done right, partnerships between academic researchers and community stakeholders
can provide a strong foundation on which to build community programs that are feasible and meaningful for
target communities while also being amenable to rigorous research and evaluation [17]. Brookman-Frazee et
al. proposed an iterative model to illustrate the processes and outcomes of developing community-academic
partnerships based on their own experiences of creating a collaborative of transdisciplinary practitioners,
funders, researchers, and families of children with autism spectrum disorders. The authors” model calls for
close attention to formative processes such as navigating the interpersonal and organizational processes that
lie at the heart of community-academic partnerships [23].

A few recent studies have attempted to unpack the interpersonal and organizational processes
involved in creating and sustaining community-academic partnerships. One large-scale study of
109 community-academic partnership projects identified several foundational attributes of successful
partnerships. These attributes included: spending time on establishing trust and building relationships,
developing strategic plans and creating advisory committees to oversee plans, making adjustments
to plans given emerging insights and clarity about the project, regular and ongoing communication
among partners, and consistent efforts to elicit community involvement during various stages of the
project [24]. Overlapping findings emerged from a study involving 25 semi-structured interviews
with community members who represented five community-academic partnerships. Key attributes
of effective partnerships identified in this study included nurturing trusting relationships among
partners, prioritizing community needs and preferences, clear division of roles and responsibilities,
flexibility and compromise during project execution, and adequate resource allocation to partners [25].

In another study, eleven community stakeholders and researchers collaborating on an
autism-focused project ranked the importance of factors essential for the formation of
community-academic partnerships. Essential factors at the organizational level included strong
leadership and well-structured meetings. At the interpersonal level, a shared vision for the goals
and mission of the partnership, respect, and a good relationship among partners were identified
as critical [26]. In a similar vein, Caldwell et al., writing from the perspectives of three long-time
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community partners, identified relationship building as the most important recommendation for
academic researchers interested in community-engaged scholarship [27]. Ergo, researchers need to
invest time and effort in building community relationships before planning community projects rather
than rushing into partnerships after projects are funded.

Existing research has also identified several challenges associated with the functioning of
community-academic partnerships. Some prominent challenges that can strain community-academic
partnerships include inconsistent participation of members of the partnership [26], the need to
adjust partnership plans due to shifting roles or replacement of members [24], excessive demands
on community partners’ time [17], poor and/or inconsistent communication between community
and academic partners [17], and funding periods that are insufficient for community partners
to complete designated work [24,25]. Other sources of tension include differing points of view
among community partners, differences between academic and community partners’ preferences
for implementation, and misgivings that can emerge when scientific knowledge is privileged over
experiential knowledge [28]. Partnerships can also become strained by administrative delays, such as
delays in receiving authorization to pursue research activities from institutional review boards [24].

In summary, the existing literature identifies common facilitators and barriers in the process
of developing and sustaining community-academic partnerships for community-engaged research.
However, a contextual understanding of how these barriers are negotiated and addressed in relation
to specific projects would provide greater insight into best practices. Thus, there is a need for detailed
exposition of and critical reflection on the developmental phase of community-engaged research, both
to demystify this approach for researchers unfamiliar with it, and to facilitate its continued use with
refugees and other marginalized communities.

Table 1 summarizes unique aspects of PRIDE’s partnerships with community stakeholders.
We chose specific strategies to address common facilitators of and barriers to community engagement
in research, as identified in one of the most recent and comprehensive systematic reviews on this
topic [17]. The following sections further describe PRIDE’s development activities and strategies for
community stakeholder engagement.

Table 1. Community engagement strategies, barriers, and facilitators.

Stage of Research

PRIDE Strategies

Barriers (B) and Facilitators (F) of
Community Engagement ?

Pre-funding

Join coalition groups and task forces pertaining to disability
and refugee-related issues.

Trust-based relationships (F)

Pre-funding

Network with potential community partners.

Intentional partner selection (F)

Post-funding, Early
Development Stage

Categorize community partners into three groups: core,
primary, and complementary.

Clearly differentiated partner roles and functions (F)

Post-funding, Early
Development Stage

Acknowledge community partners and their defined roles
on PRIDE’s public website (after seeking permission from
authorized representatives).

Misunderstandings about expectations among
community partners (B)

Post-funding,
Development Stage

Develop contractual agreements that delineate the scope of
work and deliverables expected from each partner.

Clearly defined scope of services and deliverables
established between community partners and the
academic institution (F)

Post-funding,
Development Stage

Assemble an advisory board including representatives from
partner agencies as well as independent disability
self-advocates.

Shared vision for the project and its goals (F)

Post-funding,
Development Stage

Structure advisory board and task force meetings to
facilitate productivity while creating opportunities for
interactive dialogue.

Well-structured meetings (F)

Post-funding,
Development Stage

Maintain one-on-one contact with partner agencies between
advisory board meetings.

Effective and/or frequent communication between
community and academic partners (F) Poor and/or
inconsistent communication between community and
academic partners (B)

Post-funding,
Development Stage

Conduct meetings at a time and location most convenient
for community partners; provide advance notice of agenda
items and the time commitment required.

Excessive demands on community partners’ time (B)
High burden of activities or tasks on community
partners (B)

Post-funding,
Implementation Stage

Find alternative solutions to balance community
stakeholders’ preferences with regulatory requirements of
the academic institution.

Decisions that are mutually beneficial for all parties (F)
Trust and respect among partners (F)

1 Adapted from Drahota et al., 2016.
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4. PRIDE’s Development Activities and Strategies for Community Stakeholder Engagement

4.1. Engaging Community Partners Before Seeking Funding

This section describes efforts made by PRIDE’s lead researchers to engage community partners
even before the project was conceived. An important first step in community-engaged research is to
establish relationships between academic researchers and community-based partners that allow all
stakeholders to collaboratively identify pressing issues affecting the target population and to work
together to secure funding for an agreed-upon project [27,29].

For PRIDE, a critical first step was to identify community stakeholders who had been refugees
themselves and /or were known to support refugee-related causes. For some projects, it is easy to define
community stakeholders because they are affiliated with a single group with whom the academic
researchers can partner (e.g., religious bodies, civil/human rights groups, or social organizations).
For other projects, it is difficult to identify community partners because no single structured group
exists that includes all types of stakeholders [30]. In the latter situation, academic researchers must
partner with multiple individuals and organizations to ensure that the widest possible range of
potential stakeholders are represented in the community-academic partnership.

The latter situation applied to PRIDE because no existing Illinois-based coalition or alliance
brought together stakeholders concerned with economic self-sufficiency of refugees with disabilities.
Therefore, in 2007, PRIDE’s lead researchers took the initial steps of reaching out to multiple local
organizations that served refugees and/or people with disabilities. They also joined several coalition
groups and task forces pertaining to disability- and refugee-related issues. These actions enabled the
researchers to develop short-term and long-term relationships with a wide range of community-based
organizations (CBOs) that serve refugees, as well as city and state agencies, civil and disability
rights groups, and workforce and vocational networks (e.g., workforce centers, employers, and local
chambers of commerce). These connections allowed PRIDE researchers to gain insights into the various
barriers and opportunities encountered by refugees with disabilities as they attempt to integrate into
American life.

Through targeted dialogues with stakeholders, we learned that existing refugee- and
disability-focused employment programs were not meeting the needs of refugees with disabilities.
For example, we found little to no evidence of efforts to make refugee-focused programs
accessible through use of resources such as large print materials, sign language interpreters, and
wheelchair-accessible locations [12]. We also found that few working-age refugees with disabilities had
participated in disability-focused employment support services and programs available through the
state Division of Rehabilitation Services [13]; in fact, most were unaware that work was a viable option
for people with disabilities in the US. Thus, it was evident that any effort to support the economic
self-sufficiency of refugees with disabilities would require a multifaceted, holistic approach that would
bridge gaps among fragmented service systems while also leveraging existing resources and social
capital within multicultural communities.

In the third quarter of 2012, PRIDE’s lead researchers formally invited the numerous community
organizations we had been networking with since 2007 to collectively create a project proposal to
develop employment initiatives for refugees with disabilities in Illinois. Over a series of meetings,
PRIDE researchers and community partners collaborated to identify risk factors, as well as protective
factors at the individual, family, community, organizational, and systems levels, which could affect
employment and career opportunities for refugees with disabilities. We used this information to design
a conceptual framework (Figure 1) for a comprehensive employment support program that could
benefit this target population. PRIDE’s conceptual framework was informed by the social ecological
model of human development [31]. We specifically chose and adapted this framework to reflect how
employment opportunities for refugees with disabilities are influenced by the interplay between a
multitude of factors operating at the individual, interpersonal and community, and systems and policy
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levels. The framework also serves as a reminder that PRIDE’s efforts need to address all of these levels
for any meaningful impact on refugees with disabilities.

[ Build Organizational Capacity J { Provide Comprehensive Intervention J

SYSTEMS AND POLICY
INTERPERSONAL AND COMMUNITY e e

INDIVIDUAL organizations to address refugees
- Limited English skills - E;:l:::f:': “:z::::::::g” il linguistic and cultural needs
y pe - Limited disability awareness within
support programs refugee service organizations and failure
- Combined disability and .y to connect disabled refugees with
racial discrimination d;l:m;'l’p'm: * fore 4 appropriate employment resources
- Lack of assets, financial o SN ?':lb o "5" h"‘“m - Ignorance of disability-related hiring
literacy, and startup capital I amE ot practices and policies among

- Underuse of refugee/immigrant owned et e
businesses as potential employers fug

- Limited information on - Isolation within their ethnic communities

- Disconnection from mainstream

[ Improve Stakeholder Connectivity ] [ Disseminate PRIDE Outputs J

Figure 1. PRIDE’s conceptual framework based on the social ecological model of human development.

We submitted our first grant proposal to secure funding for PRIDE in the second quarter of
2013. This attempt was unsuccessful, as was another submission to a different funder in the second
quarter of 2014. However, we received helpful feedback which suggested that our original proposal
listed too many community partners without explicitly defining their roles in the project as unique
and supportive of the project goals. Reviewers also pointed out the need for stronger connections
with potential employers and businesses that had a history of hiring people with disabilities. A third
critique indicated a lack of clarity about how program materials would be made culturally- and
linguistically-accessible for multiple ethnic groups.

After these critiques were duly noted and discussed with community partners, the original
proposal was modified to highlight PRIDE’s core community partners. We listed all other community
stakeholders as collaborators. Each core partner (defined below) then provided a support letter that
highlighted its unique contribution to the project. The revised proposal was submitted in the first
quarter of 2016 and was funded the same year.

4.2. Defining Stakeholder Roles and Expectations

This section outlines efforts made to define and clarify roles and responsibilities of all stakeholders
involved in PRIDE. For community-academic partnerships to be successful, it is important to
implement an organizational structure in which roles and expectations for community partners
are clearly defined [17,25]. PRIDE works with three groups of community partners: core, primary, and
complementary partners.

Core partners are defined as agencies whose staff work closely with PRIDE’s research team to
provide direct employment-focused services to refugees with disabilities. Direct services include case
management, employment counseling, job training and placement, assistive technology supports
and workplace accommodations, and linkage to public benefits. PRIDE has six core partners: (1) the
Division of Rehabilitation Services (DRS), the state’s lead agency that provides a range of vocational
rehabilitation services related to employment, education, and independent living opportunities for
people with disabilities; (2) the Social Security Administration, the federal agency that operates one of
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the most vital social insurance programs as well as provides work incentives for employment-seeking
people with disabilities; (3) the Mayor’s Office for People with Disabilities, a local agency that promotes
equal opportunity for people with disabilities through systemic change, education and training,
advocacy, and direct services; (4) a provider of commercially-available, modified, and custom-designed
assistive technology to help maximize the independence of people with disabilities; and (5, 6) two
community rehabilitation agencies that specialize in providing employment services for refugees
and immigrants.

PRIDE is also supported by more than ten primary partners. These include refugee service
organizations, disability service organizations, technical assistance centers, employers and chambers of
commerce, experts in mass media and broadcasting, and non-profit organizations and university-based
programs that promote small businesses development in underserved communities. Primary partners
are defined as agencies committed to providing PRIDE's research team with technical or programmatic
support. For example, the Great Lakes ADA Center is a primary partner that offers technical assistance
to ensure that PRIDE’s activities and products comply with regulations established by the Americans
with Disabilities Act (ADA), a federal law that prohibits discrimination based on disability. Similarly,
the Medill School of Journalism at Northwestern University provides technical assistance with the
development of promotional videos that feature testimonials from PRIDE participants and highlight
employment success stories. Another primary partner is Accion Chicago, a non-profit organization
that assists PRIDE'’s research team with the development of programmatic tools to help refugees with
disabilities establish small businesses.

Finally, PRIDE also derives support from more than 30 complementary partners. These fall
into two main categories. One category includes agencies that provide guidance to make
PRIDE’s products culturally-relevant and linguistically-accessible. The other category includes
agencies that help PRIDE connect with refugee communities, businesses, potential employers, and
employment-related resources.

A complete list of PRIDE’s community partners and their defined roles can be found on the project
website [32]. We obtained written permission from partner agencies before publishing their names
and logos under the designated categories (i.e., core, primary, and complementary). In addition, we
developed an official contractual agreement with each core and primary partner that delineates the
scope of work and expected deliverables along with associated timelines. Some agencies received a
portion of PRIDE’s funding to build the capacity of service providers/agency staff to better support
refugees with disabilities, as well as offset expenses (e.g., personnel hours, printing costs) incurred
from PRIDE-related activities. This was a critical step as allocation of adequate resources to community
partners is considered a key attribute of successful community-academic partnerships [25].

We took the above steps to prevent several possible threats to our community-academic
partnerships. First, we wished to avoid misunderstandings about expectations between PRIDE’s
community partners and the academic institution hosting PRIDE. Second, explicit agreements made
each agency’s involvement in PRIDE transparent in order to prevent competition and mistrust among
partners. Third, public statements about each partner’s respective role within PRIDE made it clear that
all are involved in PRIDE to varying extents in order to avoid ill will that could arise if some agencies
were seen as “lesser” participants.

4.3. Stakeholder Engagement during Development Activities

The literature on community-engaged research recommends that academic researchers make
consistent efforts to engage community members during various stages of the project [15,24].
This section describes steps undertaken to promote stakeholder engagement during PRIDE’s
developmental phase.

The cornerstone of any community-engaged project is a strong sense of trust between academic
researchers and community stakeholders. Developing a shared vision for a project and how it will
be executed is a key facilitator of trust [17,26]. To this end, we assembled a PRIDE advisory board
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that includes representatives from partner agencies as well as independent disability self-advocates.
The advisory board was entrusted with the task of providing structured advice to guide the
development and execution of PRIDE’s activities.

Three months after PRIDE was funded, the research team organized the first advisory board
meeting. One of our core partners, DRS, hosted the meeting at one of its office locations as a
means of introducing refugee agency representatives to the disability-focused services it provides.
Fifty community stakeholders attended. In keeping with recommendations from the literature [17], we
structured the meeting to both facilitate productivity and create opportunities for interactive dialogue.

For example, after an introductory presentation about the project, attendees participated in one
of five brainstorming breakout groups. Each group was assigned a topic corresponding to one of
PRIDE's five objectives: (1) developing and implementing a culturally- and linguistically-appropriate
employment-focused training curriculum and a comprehensive vocational assessment inventory for
refugees with disabilities; (2) developing and implementing a training curriculum to foster disability
awareness among refugee service providers; (3) creating an information technology tool to connect
refugees with vocational supports and potential employers; (4) developing resources to facilitate
small business opportunities for refugees with disabilities; and (5) assembling a network of employers
willing to hire and train job-seeking refugees with disabilities. Members of PRIDE’s research team
paired up with community partners to serve as facilitators and note-takers at each station.

Each brainstorming station was tasked with answering a list of guiding questions specific to the
assigned topic, such as: What is already happening in this area? What is working or is not working?
What content should be included in training curricula? What format should be used for trainings
(i.e., individual, group, in-person, online, or mixed)? How can small business loans be arranged for
refugees interested in self-employment or entrepreneurship? What existing information technology
applications can serve as a template for PRIDE’s technology tool? What would be the best outreach
method to connect with employers?

This process provided a structured format for community stakeholders to endorse and refine
PRIDE’s main objectives. By the end, all five objectives had been unanimously validated, and PRIDE’s
research team had a set of cohesive ideas for achieving a unified mission. It was also decided that
the initial advisory board would be split into a community task force and a business task force.
The community task force took on the responsibility of guiding the development and execution of
PRIDE's first three objectives, and the business task force agreed to oversee the latter two.

Stakeholder engagement did not end with the advisory board and task force meetings, however.
Given that the literature highlights poor and inconsistent communication between researchers and
community stakeholders as a major hindrance to community-academic partnerships [17], PRIDE’s
research team initiated separate meetings with partner agencies in order to keep the lines of
communication open. Site visits and/or conference calls were conducted with six refugee service
agencies, six disability service agencies, four business partners, and two employment support agencies.
These occurred at times and locations that were most convenient for community partners. The majority
of PRIDE’s community partners are non-profit organizations that operate with tight operating budgets
and limited staffing, so staff time is at a premium. In recognition of these exigencies, before each
meeting or conference call we prepared and circulated an agenda with input from community partners
so they had advance notice of the time and personnel commitments required.

Well-structured meetings are considered a cornerstone for smooth functioning of
community-academic partnerships [26]. Therefore, each meeting was conducted using a set
of guiding questions about the participating agency’s existing infrastructure and core activities,
characteristics of its client base and eligibility criteria, the possibility of PRIDE’s activities being
integrated into existing employment programs, and the types of support the agency could realistically
contribute to PRIDE (e.g., assisting with recruitment of refugee participants; sharing data collection
forms and employment training curricula, if available; providing meeting space for training
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participants; or releasing bilingual staff from other responsibilities to serve as interpreters and
translators for PRIDE’s activities).

4.4. Respecting and Responding to Stakeholder Preferences

The prioritization of community needs and preferences is considered to be a key attribute of
successful community-academic partnerships [25]. This section describes how PRIDE’s activities and
deliverables were carefully planned in accordance with community needs and stakeholder preferences.
Fortified with information from the first advisory board meeting and subsequent site visits, PRIDE’s
research team set out to develop materials related to the project’s first three objectives as listed in the
previous section: a training curriculum and vocational assessment inventory (VAI) for refugees with
disabilities (objective 1), training modules for refugee service providers and peer mentors (objective 2),
and an informational technology tool to facilitate referral and tracking of refugee participants to
employment supports and services (objective 3). All of these materials were developed in accordance
with stakeholder preferences, on-going feedback, and input sessions.

For example, the VAI incorporated questions from medical case management forms and
employment intake forms routinely used at some of PRIIDE’s partner agencies in order to create
a screening process already familiar to refugee participants. As another example of responding to
stakeholder preferences, the provider and peer mentor training had originally been conceived as a
two-day in-person event; however, community stakeholders overwhelmingly agreed that the provider
training should be made available in a format that would allow each provider to complete it at their
convenience. Accordingly, we developed the training as a series of narrated and captioned slide shows,
approximately 15 to 40 min long, and offered in multiple accessible formats. The slide shows focus
on a number of high-priority disability and employment topics and are hosted on a virtual learning
platform that can be accessed from any web-enabled device using a unique username and password.

PRIDE’s information technology tool was similarly designed in response to stakeholder requests
for a user-friendly interface. As originally planned, the tool was heavily text-based. Its current iteration,
however, includes a visual dashboard for quicker and easier tracking of PRIDE participants” progress
along their journeys toward employment.

Once the preliminary versions of these materials had been developed, we convened a second
meeting with a formal agenda and guiding discussion questions. Twelve members of the community
task force attended this meeting. The purpose of the meeting was for PRIDE’s research team
to share summaries and templates of materials developed and to solicit feedback about them.
This second meeting also served as an opportunity to consult community stakeholders about logistics,
such as locations of refugee trainings, cultural and linguistic adaptation of training materials for
non-English-speaking refugees, and strategies for initiating conversations about disability (a potentially
taboo topic) with providers, refugee communities, PRIDE’s refugee participants, and their families.

Several important decisions were made at this meeting. One decision was to host refugee
trainings at community agencies that refugee participants were most familiar with and that could
be easily accessed via public transportation. Another was to offer the trainings to groups of five to
twelve refugee participants. Community stakeholders and the research team also agreed that the
composition of each group should be defined not by the refugee participants’ ethnicities or nationalities
but by their preferred language. For example, one training would bring together Arabic-speaking
refugees from Syria, Iraq, and other Middle Eastern and African countries; another would include
French-speaking refugees from the Democratic Republic of Congo, Rwanda, and Burundi; and so on.
Community stakeholders assured the research team that organizing groups by preferred language
would facilitate translation of materials and scheduling of interpreters. Community stakeholders also
advised the research team to develop a script to initiate a conversation about disability with refugee
participants. Stakeholders also suggested that the script should include a fact sheet listing myths and
realities related to disability and employment. Since the term ‘disability” does not have equivalent
and/or respectful parallels in all languages, the research team was advised to avoid using this word
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in recruitment and outreach materials in favor of neutral, deliberately vague terminology, such as
“health condition”.

Collectively, the above activities ensured a systematic and iterative process for stakeholder
engagement through all of PRIDE’s development activities.

5. Challenges Encountered and Addressed

We encountered several unanticipated challenges during PRIDE’s developmental phase. First, the
project was funded around the same time as the 2016 US presidential election, when a new president
was elected. Unlike previous administrations, the new one held an unfavorable view of refugee
resettlement. In fact, PRIDE’s initial advisory board meeting occurred on the same day that the new
president signed an executive order that barred entry for 120 days of all refugees from anywhere in
the world and placed an indefinite ban on Syrian refugees [33]. This order and its aftermath triggered
such anxiety among PRIDE’s community stakeholders that advisory board members at the meeting
described PRIDE as “the one wave of positivity in a sea of negativity”.

However, this enthusiasm also fueled a desire for PRIDE’s services to be made available more
rapidly than could be managed considering the demands of university-affiliated research projects.
A few partner agencies began referring refugee participants for PRIDE services before the research
team was ready with contracts and approvals. For example, institutional bureaucracy delayed
the development of contractual agreements with some core partners. The process for obtaining
approval from the university’s institutional review board that oversees human subjects research
ethics was long and arduous as well. As a result, the initial referrals to PRIDE had to be put on
hold. Out of concern that these unavoidable, but frustrating, delays would cause disillusionment
among community stakeholders, the lead researchers made special efforts to keep everyone apprised
of changes in the project’s timeline and to explain the reasons for various delays. Regular updates
were given at bi-monthly meetings of the Illinois Refugee Health Task Force, a statewide coalition
of refugee-serving agencies and during ongoing in-person and/or phone meetings with community
partners. Ultimately, these meetings provided opportunities to highlight PRIDE’s progress and thereby
maintain stakeholders” support for the project.

Discrepancies between community stakeholders” preferences and the realities of the internal
workings of academic institutions raised additional challenges. For example, institutional review
boards require that project participants provide written consent before enrollment. Some of PRIDE'’s
community stakeholders, specifically refugee service providers and refugee community leaders,
supported the idea of informed consent in principle but were wary of legal and social risks that
could be incurred by refugees who signed consent forms. If confidentiality were to be breached,
a signed consent document could be linked to a participant’s identity and reveal their status as a
refugee. Such breaches could have grave consequences for refugee participants in an increasingly
hostile political environment. This concern was amplified by the prospect of refugee participants
consenting to be recorded for video testimonials of their employment journeys (including successes,
as well as challenges) via the PRIDE program. As originally developed, the informed consent form
included a checkbox for participants to consent to video recording. However, a single sentence within
a four-page consent document was deemed insufficient to indicate an informed decision about being
featured in a video that would be widely disseminated.

PRIDE’s research team addressed the above concerns in two ways. First, the statement about video
recording was deleted from the main consent document and was expanded as a separate one-page
video recording and photo release form. This form included specific details about the purpose of
recording video footage, how footage would be used to develop video testimonials, and where and
how videos would be disseminated. Separating this form makes it clear to potential participants that
video and photo consent is optional and provides detailed information about what they are consenting
to. In addition, PRIDE’s research team sought a Certificate of Confidentiality from the US National
Institutes of Health. This is a legal document that protects the privacy of research participants by
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prohibiting disclosure of identifiable, sensitive research information to anyone not directly involved
in the research. These strategies enabled PRIDE’s research team to allay community stakeholders’
concerns while also satisfying institutional expectations.

A few logistical challenges related to recruitment and data collection also arose. For example, the
original plan for recruitment of refugee participants involved frontline staff at selected partner agencies.
Designated staff members at each refugee-serving agency were to identify individuals from their client
roster who would be suitable candidates for PRIDE. Agency staff would then reach out to potential
participants, inform them about PRIDE, screen them for eligibility, and help them (if necessary) to
complete the informed consent process. However, in order to assist with recruitment, screening, and
consent procedures, staff at partner agencies would have been required to complete an intensive and
time-consuming training in research ethics. This was a mandatory and non-negotiable condition stated
by the institutional review board at the academic institution hosting PRIDE.

Knowing that partner agencies were already short-staffed, we reduced their participation in the
recruitment process to dissemination of printed flyers (translated into multiple target languages) at
PRIDE'’s partner agencies. The flyers featured a brief description of PRIDE, outlined eligibility criteria
for refugee participants, and included a contact form for interested refugees to indicate their consent
to being contacted by PRIDE'’s research team. Flyers could be posted on bulletin boards, placed at
reception desks, or simply handed to refugee clients at partner agencies. Each partner agency received
a lockbox with a secure lock into which interested individuals could deposit their completed contact
forms. A member of PRIDE’s research team visited each agency to pick up contact forms, place them in
a sealed envelope, and transport them to the academic institution. A member of the research team then
contacted interested individuals by phone (aided by an interpreter if needed) to schedule a meeting
for completion of eligibility screening and informed consent procedures. This recruitment process
minimized the burden on agency staff and also ensured the security of recruitment and screening data.

Another logistical challenge related to the collection of VAI data from refugee participants.
The VAI developed for PRIDE includes five questionnaires. Given the large amounts of data involved,
the research team wanted to increase efficiency by entering data in real time, as assessments were being
administered. In other words, assessment results would be entered directly into a secure database
instead of using hard copies of forms first and entering data afterward. Real-time data entry, however,
would have required refugee participants to travel to the academic site, where PRIDE’s secure database
is hosted and to complete all assessments there. Community stakeholders were concerned about this
arrangement and recommended that all assessments be conducted at community sites at which refugee
participants would be most comfortable. The ensuing dilemma was resolved by using REDCap, a free
web-based application that allows secure data collection and complies with federal regulations related
to protection of sensitive information gathered from research participants [34]. A REDCap database
was developed for PRIDE using data input fields derived from items in the VAL Members of PRIDE’s
research team can access this web-based secure database from any location, which means they can
conduct assessments at community sites and input data in real-time. Thus, we devised a solution that
met the needs of the research team and accommodated the preferences of community stakeholders.

PRIDE’s VAl is another example of how to keep community stakeholder needs at the forefront.
The inventory includes self-reported work histories, work interests, job preferences, and functional
abilities. We undertook a comprehensive review of VR literature before deciding which assessments to
include in PRIDE’s inventory. Twenty-five assessments were considered for inclusion and appraised
for relevance as well as feasibility. For each, the following information was compiled: target population,
mode of administration, number of items and time required for administration, need for administrator
training and expertise, available translations in other languages, and associated costs. PRIDE’s
research team appraised each assessment for relevance and feasibility of use. One important criterion
for determining whether an assessment would be included in the final inventory was if it could be
administered by someone without any specific clinical training or expertise such as partner agency
staff with various backgrounds and roles. Cost of the assessment was an additional important criterion



Societies 2018, 8, 86 12 of 15

given partner agencies’ limited budgets. At all times PRIDE staff gave priority to criteria that would
ensure sustained use of assessments by partner agencies after completion of the PRIDE project.

6. Discussion

In today’s culturally-sensitive academic, social, and political environments, community-engaged
research is acknowledged as more effective than traditional research for addressing real-world
problems faced by underserved and disenfranchised populations [14,15]. Community engagement
entails both fostering partnerships with agencies that serve a target population and seeking input
from community stakeholders associated with that population in order to design interventions that
are culturally-appropriate, feasible, and sustainable.

There is no standard recipe for successful community engagement in research projects that involve
refugee communities. Lack of a single prescribed template might make this approach daunting for
beginning researchers, or for those who have only used traditional research approaches. Therefore, it
is imperative that researchers who have undertaken community-engaged research with underserved
and isolated communities share their experiences so that the academic community can learn from
their experiences. Candid discussion of challenges is especially important for creating a legacy of
problem-solving strategies [35].

The lead researchers involved in PRIDE became involved in community engagement activities
well before the actual project was conceived and funded. Once funding was obtained, community
partnerships were formalized, and partners’ roles were defined based on the extent of their involvement
and contributions. Strategies for facilitating community partner engagement were systematized
and sustained during project development. This approach has proved successful in developing
community-informed products related to PRIDE's first three objectives. We have learned many lessons
along the way. Perhaps most important was that developing and sustaining community-academic
partnerships with refugee communities and service providers is not a linear process; rather, it
is an iterative process of trial and error that involves multiple starts and stops, ups and downs.
Our experience resonates with Wright et al.’s description of community-engaged research as a
non-linear process, where researchers need to be prepared to revert back to the beginning, pause
to reflect, and start again [36]. PRIDE was funded after two failed attempts to secure a grant. Lead
researchers treated these setbacks as opportunities to regroup with core community partners, reflect on
deficiencies in the proposed project, and invite new partners who could strengthen the project mission.

Our experience with PRIDE is also a lesson for future researchers to reach out to potential partners
early in the life of a project and to invest in collaborative planning with communities rather than
seeking token feedback on plans developed exclusively by researchers. Another effective strategy
we used was ensuring that our meetings were well-planned with structured brainstorming activities.
Planning ahead allowed us to use community partners’ time judiciously, yet productively, while also
creating a space for in-depth dialogue and debate. While these operational details might seem trivial,
research shows that they are critical for smooth functioning of community-academic partnerships [26].

There were also times when community partners expressed strong reservations about proposed
plans. These occasions called for careful conflict resolution and the strategizing of alternative solutions
to maintain the necessary balance between research requirements and community partners’ preferences.
Although no formal conflict resolution plan has yet been created for PRIDE, the literature recommends
that community stakeholders and academic partners jointly develop such guidelines in written format,
ideally at the beginning of the project [35]. Existing conflict-resolution templates and models may be
adapted for community-academic partnerships [35] such as ours.

Our experience with encountering and addressing tensions between community and academic
partners is not unique. Benoit et al. describe similar tensions when working on a community-engaged
project with sex workers, also a hidden and marginalized population [28]. Our experience and that of
other researchers serves as a reminder that tension in community-academic partnerships is healthy
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and keeps all stakeholders involved in the project conscious and responsive to divergent perspectives
within the partnership [28].

PRIDE’s research team encountered additional challenges in reconciling community-partners’
perspectives with regulatory requirements that the institutional review board at the sponsoring
academic institution enforced to ensure the protection of our project participants. Other researchers
have shared accounts of similar discord between community stakeholders’ preferences and the
procedural obligations of university-based institutional review boards [37]. Previous research
also suggests that delays associated with procuring regulatory permissions can threaten
community-academic partnerships and derail proposed projects [24]. These concerns have triggered a
research ethics discourse on balancing regulatory requirements with the contingencies and exigencies
of complex community problems. Within PRIDE, we resolved these tensions through strategic
planning and open dialogue with both community partners and the academic institution’s review
board. It is important to resolve such emerging tensions with a collaborative rather than adversarial
approach. Each new project can serve as an opportunity for community-engaged researchers to educate
institutional review boards about the needs and concerns of community partners [38].

Finally, we learned to value the process of community-engaged research as much as its
outcomes. Unlike academic researchers, whose training and perspectives encourage them to see
evidence-based products as measures of success, community partners tend to measure the success
of community-academic partnerships through process-related indicators, such as relationships,
communication, and trust among partners [36].

As we reflect on PRIDE’s developmental phase, it is encouraging to note that we were successful
in facilitating each of these indicators. Launching the project with a large advisory board meeting was
beneficial in terms of cultivating trusting, long-term relationships among the community partners
standing together under PRIDE’s umbrella. Making the effort to maintain contact and share updates
with community partners, in person and by phone, ensured that lines of communication with the
research team stayed open. Dividing the initial advisory board into two task forces and holding
subsequent meetings invited continuing input from community partners and also deepened the trust
between community partners and the research team [36].

While our community-engagement efforts were largely successful, and while we gained
important insights, it is important to note that the account presented here is a reflective commentary
from the perspectives of the researchers involved in PRIDE. The absence of community partner
perspectives is a limitation of this paper. However, we are in the process of gathering feedback from
community partners and also from refugees with disabilities participating in PRIDE. In the words
of community development researcher Peter Westoby [39], academics needs to reimagine their work
with communities as “a dialogical journey” of discovery. We hope that this account of PRIDE’s
journey will offer a roadmap for future researchers interested in community-engaged research with
refugee-seeking communities.
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