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Abstract

Rationale: The promotion of evidence-based self-management support for people living with
chronic conditions such as epilepsy is a public health priority. Epilepsy self-management
encompasses three general areas: 1) treatment management, 2) seizure management, and 3)
lifestyle management. Interventions focusing on self-management have increased quality of life
and adherence to treatment. This study assesses and synthesizes the Managing Epilepsy Well
Network (MEWN) program implementation experiences using the RE-AIM framework. This
research informs the quality and rigor of MEWN program dissemination and implementation
efforts to assess whether these programs are being implemented and their scalability.

Methods: The study data were derived from a MEWN Self-management Program Survey
conducted with currently active MEWN researchers through an online survey and review of
program publications and archival documents. Survey data were obtained from either the principal
investigator or study team for the UPLIFT, HOBSCOTCH, SMART, MINDSET, TIME, and
PACES programs. The survey questionnaire included 6 sections consisting of 68 questions and
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focused on the RE-AIM dimensions and respondent characteristics. The RE-AIM dimensions
included: 1) Reach, 2) Effectiveness, 3) Adoption (number of and type of adopting sites), 4)
Implementation (retention rate, barriers to implementation), and 5) Maintenance.

Results: Across the MEWN programs, participation (44-120 individuals) and delivery

methods (community, clinic, or asynchronous; group or individual) ranged with most programs
predominantly reaching White or African American participants. Common program outcome
measures included clinical outcomes (e.g., depression, quality of life, seizure frequency)

and indicators of self-management behaviors (e.g., problem-solving; self-efficacy). Initial

efficacy trials suggested programs were effective in changing some of their targeted outcomes
(effectiveness). Most programs were implemented in clinical settings and several programs are
being replicated or adapted to different geographical (e.g., urban, rural, suburban) or demographic
(e.g., race, age) settings (adoption). Program delivery methods involved a mixture of program
staff, peer educators, and researchers. Implementation enabling factors included partnerships with
local epilepsy organizations and inclusion of peer educators. Retention rates for all programs
averaged to 83.6%. Internal barriers included recruitment and lack of sufficient resources for
participants. External barriers included clinical staff buy-in, staffing, and insufficient funding

for support staff. Despite uncertain funding, all programs offered next steps to sustain their
initiatives such as packaging their programs, initiating adoption with regional organizations, and
supporting organizational readiness (maintenance). Dissemination efforts included partnering with
other organizations, provision of training and technical assistance and partnering with national
organizations on grant opportunities to scale-up existing programs.

Conclusion: These data showcase the impact of the MEWN self-management interventions on
health and quality of life. These programs are employing training, readiness assessment, technical
assistance, and development of partnerships to increase program scalability. Finally, program
adaptations are being conducted to expand the interventions to other populations to address
health inequalities. The lessons learned are critical for other interventions attempting to increase
translation of their programs to other settings.

INTRODUCTION

Promoting evidence-based self-management support for people living with chronic
conditions such as epilepsy is a public health priority [1, 2]. In contrast with arthritis,
asthma, diabetes, and other conditions for which there are standardized protocols and
referral mechanisms, credentialed provider training programs, funding, and community-
based partners engaged in self-management program delivery [3-5], the infrastructure for
epilepsy self-management support is emerging. For the almost 3 million adults living with
epilepsy, self-management encompasses three general areas: 1) treatment management, 2)
seizure management, and 3) lifestyle management [6, 7]. As described elsewhere, the U.S.
Centers for Disease Control and Prevention (CDC) has supported research on epilepsy
self-management program development, dissemination, and implementation in response to
consensus recommendations from national stakeholders (e.g., Living Well with Epilepsy II
(2003)) [8]. By 2007, CDC established the Managing Epilepsy Well Network (MEWN) as
one of its Prevention Research Centers Program thematic networks [9, 10].
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The aim of the MEWN is to improve the health and well-being of people with

epilepsy (PWE) by advancing epilepsy self-management research, evaluation, and program
dissemination. The MEWN is currently comprised of a Coordinating Center (Emory
University and Dartmouth College) and four collaborating Centers including New York
University, University of lowa, University of Washington, and University of Arizona net
[11]. Members work with national and regional partners including the American Epilepsy
Society, Epilepsy Foundation, Epilepsy Alliance, and other local entities to fulfill its
mission. Since its inception, MEWN investigators developed 8 evidence-based programs:
HOBSCOTCH, MINDSET (English and Spanish versions), PACES, PEARLS for Epilepsy,
SMART, TIME, UPLIFT (English and Spanish versions), and WebEase, with others in
different phases of assessment [12-18]. The MEWN has provided national leadership

in conducting trainings for multidisciplinary providers on epilepsy self-management and
MEWN program protocols to foster delivery of these programs in local communities to
reach more people with epilepsy and enhance their quality of life.

Despite the growth in the number of proven and promising MEWN programs cited in
recent systematic reviews, less is known about the quality and rigor of MEWN program
dissemination and implementation strategies to assess whether these programs are being
implemented and used as intended [19, 20]. Therefore, as part of the 2019-2024 funding
cycle, the MEWN is examining intervention implementation factors.

Many dissemination models for public health programs exist [21]. The Translational
Pipeline describes the development and dissemination of programs along time and
generalizability axes (Figure 1) [22]. This Pipeline model was adopted for this study to
describe the development and dissemination of MEW Network programs. The dissemination
and implementation phase of this model describes four phases: Exploration (identifying

if program implementers find a program useful in their local context); Preparation
(establishing new collaborations and processes needed for implementation of the program
(i.e., what modifications to current system are necessary to implement the new program));
Implementation (supporting delivery in a manner that maintains fidelity); and Sustainment
(supporting implementers in maintaining their progams). Several frameworks exist to guide
evaluation of program implementation across these four phases. This study focuses on an
application of the Reach, Efficacy, Adoption, Implementation, and Maintenance (RE-AIM)
framework [23].

RE-AIM is an implementation framework to evaluate how evidence-based programs or
interventions (EBIs) are disseminated and implemented with an emphasis on external
validity across several quality dimensions: Reach (the number or proportion of people
willing to participate in a program or intervention, and to what populations those willing
participants generalize); Effectiveness (how a program contributes to changes in outcomes);
Adoption (the number or proportion of settings and implementers who are willing to initiate
a program or intervention, and to what characteristics those settings/implementers can
generalize—importantly, this dimension is often reported at the setting level and staffing
level); Implementation (the fidelity with which a program or intervention is delivered, how
the program is delivered and examination of implementation facilitators and barriers); and
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Maintenance (the degree to which a program or intervention becomes part of the routine/
operation of an organization or setting) [23, 24].

The RE-AIM framework can be used to compare programs across dimensions of focus,
yielding information as to whether and why programs successfully move from an efficacy
or pilot setting into applied conditions. Previous work has utilized RE-AIM in evaluation
settings for a variety of chronic diseases or risk factors for chronic diseases (e.g., obesity,
poor physical activity) as well as self-management programs [25-28]. To our knowledge,
this is the first effort to apply the RE-AIM framework to assess program implementation
characteristics of epilepsy-specific self-management programs. The purpose of this study
is to assess and synthesize MEW Network program implementation experiences using the
RE-AIM framework. These data may inform ways to increase and enhance MEWN program
implementation in more U.S. communities, and the development and scalability of other
intervention programs for people with epilepsy.

2.0 METHODS

The purpose of this analysis was to focus on efficacy data from six active epilepsy self-
management programs. The study data were derived from a MEWN Self-management
Program Survey conducted with currently active MEWN researchers through Survey
Monkey, and from MEWN self-management program publications, and archival documents.
The study survey was developed from researchers from Emory who included epilepsy
researchers and an implementation scientist. RE-AIM questions were derived from its
website (re-aim.org) and an article about the model [26]. Because this evaluation study was
not considered human subjects research, the Emory IRB deemed this study as non-research.

2.1 Target Population

The survey was distributed in Spring 2021 to either the principal investigator and/or the
program coordinator (implementation leads) for the UPLIFT, HOBSCOTCH, SMART,
MINDSET, TIME and PACES programs. These programs were selected because they were
developed in previous MEWN funding cycles (2004-2009; 2014-2019) and are supported
within the 2019-2024 funding period. Only one person from each program took the survey.
The participants were asked to provide publications in order to describe their program in
further detail.

2.2 Survey Development and RE-AIM Operationalization

The five RE-AIM dimensions were operationalized within the survey with sets of questions
that assessed the following dimensions: 1) Reach--the overall number of participants,
demographics of participants, and general setting (e.g., rural vs. urban); 2) Effectiveness-the
extent to which a program impacted its stated goals (e.g., effectiveness of improving quality
of life or reducing depressive symptoms in treatment vs. control conditions); 3) Adoption--
the number of and type of sites that had implemented a given program; 4) /mplementation
—the retention rate, feasibility of recruiting participants into programs, and barriers and
facilitators to program implementation; and 5) Marintenance--the willingness of respondents
to offer the program again and action steps to replicate or expand a given program [29].
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The final survey included 6 sections consisting of 68 questions focused on the RE-AIM
dimensions and respondent characteristics. The respondent characteristics section included
questions about the organization and decisions to implement the program such as, “How
would you describe your organization?” and “What made you/the organization decide

to introduce your program to the organization?” In this case, the organization is an

agency who wants to adopt the MEWN program. Examples of questions within the reach
domain included, “How many people were recruited for your program?” and “Did you
experience barriers that affected program recruitment?” The effectiveness domain included
questions such as, “What were some indicators of success for the program for you/your
organization?” and “What were some aspects of the program you thought were not
effective, if any?” Questions in the adoption domain included, “How representative were
the other organizations that participated in the program?” and “What were the perceived
disadvantages of delivering the program at your organization, if any?” The implementation
domain contained questions about program delivery such as, “Who delivered your
program?” and “What are barriers to implementing the program?” Finally, the maintenance
domain included questions related to program sustainability such as, “Have you continued
to offer your program within your organization?” and “Has your organization or program
staff taken any steps in sustaining the program?” On average, the survey took 45 minutes to
complete. From the publications of the MEWN programs, we abstracted data on participant
demograhics, key outcome measures, key findings and retention of partipants.

2.3 Data Analysis

The study team reviewed qualitative and quantitative information and synthesized data in
alignment with the RE-AIM framework. Demographic characteristics of MEWN program
participants were analyzed with descriptive statistics using SPSS version 26.0. Qualitative
data were compiled from survey into tables to identify themes, and data were summarized
further or condensed for clarity. We included the range of qualitative responses from the
short answer survey questions in tables (i.e., barriers) and then we conducted thematic
analyses of the common factors (i.e., facilators to implementation) through review by two
coders [30]. The study team validated the data in the tables through cross referencing with
corresponding publications and the program developers reviewed data foreach program.

3 RESULTS

Although the MEWN program intervention components are detailed elsewhere [12-16, 18],
the approximate timeframe on each selected program’s development, implementation, and
dissemination, are provided in Figure 2 and an overview of program key components are
summarized (Table 1).

We synthesized key metrics from survey responses, existing publications, and reflections
from program staff/researchers (“respondents™) of the six epilepsy self-management
programs through their research implementation and organization along dimensions of the
RE-AIM framework from survey responses. The respondents included 6 people who were
either program developers (n=2, one developed 2 programs), and coordinators or trainers
(n=3).
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The MEWN self-management programs had a range of participation, delivery methods and
study designs. Across the programs, the participation ranged from 44 to 120 adults for the
first efficacy trial for each program, with a mean age range of 35.9 — 48.25. A variety

of delivery settings were represented, including medical clinics (HOBSCOTCH, PACES,
MINDSET), community settings (TIME), or at home/asynchronous (UPLIFT, SMART)
and with both individual (HOBSCOTCH, MINDSET) and group (PACES, TIME, SMART,
UPLIFT) formats. Whites and African Americans (AA) were most represented throughout
the six programs (Table 2). Some programs reached a majority of AA participants
(SMART, TIME). Participation among whites ranged from 30.1% (SMART) to 89%
(PACES). Participation among AA ranged from 6% (PACES) to 69.9% (SMART). Those
with Hispanic ethnicity had lower participation relative to whites and AA. Most of the
programs had either no Hispanic participants (UPLIFT) or a small proportion of 6-7%
(SMART, PACES, TIME). One program focused solely on Hispanic participation (100%,
MINDSET). The two most common recruitment strategies were clinic-based recruitment
and word of mouth. Other recruitment strategies included print and electronic advertisement,
organization website, and recruitment through partner organizations. The facilitators were
community members with epilepsy (HOBSCOTCH, SMART, PACES, TIME), healthcare
staff (UPLIFT, HOBSCOTCH, SMART, MINDSET, PACES, TIME), and/or research staff
(UPLIFT, HOBSCOTCH, MINDSET, PACES). With respect to geography, all but one of
the programs recruited in an urban or suburban setting. One program (HOBSCOTCH) drew
initially from a rural patient base. In addition, the SMART program is currently being
implemented in rural settings and an initial feasibility study for rural settings was done with
the PACES program (Table 2) [31, 32].

3.2 Effectiveness

The most common outcome measures across the six programs included clinical outcomes
and indicators of epilepsy self-management behaviors. Two common measures included
depression (UPLIFT, SMART, PACES, TIME), and quality of life (QOL) (UPLIFT, PACES,
HOBSCOTCH, SMART), subsequently followed by metrics around epilepsy complications
and seizure frequency (SMART, UPLIFT), and cognitive dysfunction (HOBSCOTCH). Self-
management measures included epilepsy self-efficacy (PACES), health knowledge/skills
(UPLIFT), self-management program adherence (MINDSET, PACES), and compensatory
strategies and problem-solving therapy (HOBSCOTCH) (Table 2).

Efficacy trials for all six programs indicate that each program was effective in changing
some dimensions of targeted outcomes. For example, all four studies which measured QOL
demonstrated some type of improvement in QOL among participants, with two out of

the four reporting significant differences between treatment and control (SMART, PACES)
[14, 15]. Similarly, all studies which measured depression suggested program participation
contributed to reduced depression severity, with three out of the four programs reporting
significant differences between treatment and control arms (UPLIFT, SMART, TIME) [13,
15, 16]. Additionally, participation in UPLIFT and SMART showed a reduction in seizure
frequency in PWE [15, 33] (Table 2).
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Each program had indicators of success and varied by programs. Examples of indicators of
success include improvement in depressive symptoms, program or participant satisfaction,
program retention rates, and increase in program awareness and delivery (Table 2).

3.3 Adoption

Program adopters (agencies wanting to adopt the MEWN programs) were based in
healthcare or clinical settings in the efficacy trials (“initial phase”). Programs earlier in
development and dissemination phase (PACES, TIME, and UPLIFT) had been implemented
at a single clinic or site (Table 3). Others were implemented at multiple sites in their initial
phase (HOBSCOTCH, SMART, MINDSET). UPLIFT for Prevention was implemented in
multiple sites in an NIH-funded replication study.

Replication sites (settings where MEWN programs were adopted) included different clinical
groups within the same development institution (HOBSCOTCH), as these institutions
received funding to conduct replication studies (Table 4). For example, PACES has been
replicated with patients drawn from urban and rural community-based epilepsy centers, and
has been adapted for telephone delivery [34]. HOBSCOTCH has been replicated several
times with the original development institution (place where MEWN program was first
developed) and is currently undergoing replication in sites with greater diversity than was
present in the original development location [35, 36]. MINDSET is also being replicated

at its original site and also in a broader clinical population beyond the initial Hispanic
demographic focus. Efforts remain underway with the original program development
institution to explore replication opportunities (Table 4).

Some self-management programs are being adapted for different settings or populations.
Adaptations have been made to the UPLIFT program for AA adults, and UPLIFT,
HOBSCOTCH and PACES have been or are being adapted for Spanish speaking populations
(Table 4) [37-39]. The PACES and HOBSCOTCH programs are being adapted for
adolescents. Key elements of the in-person TIME program were adapted to create the
virtually delivered SMART program and SMART has been adapted to a fully virtual format
in conjunction with epilepsy-focused social services agencies [40]. MINDSET has been
adapted for multiple digital platforms including desktop, tablet, and smartphone.

3.4 Implementation

A mixture of delivery methods was represented, including phone or virtual delivery (e.g.,
video-conference calling, web-based) (UPLIFT, PACES, SMART), in-person (MINDSET,
PACES, TIME, SMART), or a mixture (HOBSCOTCH) (Table 1). All applicable program
implementation (except MINDSET) consisted of at least 8 sessions (45-90 minutes per
session). Sessions were either entirely individual (HOBSCOTCH), entirely group based
(PACES, UPLIFT), or a mixture of both (TIME, SMART). Groups ranged from 5-10
participants. All self-management programs were led by a trained dyad comprised of an
epilepsy professional and a trained peer with the disability. One program included a peer
education component, with additional training unique to a person with epilepsy acting as
program delivery staff (PACES, UPLIFT, SMART). Most of the programs also considered
researchers as part of the implementation staff (UPLIFT, HOBSCOTCH, MINDSET,
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PACES). Lastly, HOBSCOTCH included a trained memory coach for program delivery in
addition to healthcare and research staff who facilitated referral and administrative tasks.
Participant retention rates across the 6 programs ranged from 73%-97%. Several programs
had a retention rate of greater than 70% for at least one program implementation (UPLIFT,
HOBSCOTCH, MINDSET, PACES, TIME) (Table 3).

Implementation Enabling Factors—Survey respondents identified/described several
enabling factors to facilitate implementation of their programs. The most common factors
were establishing partnerships with epilepsy-focused social service agencies (e.g., local
Epilepsy Foundation chapter; regional epilepsy association) or community mental health
centers (TIME), having sessions co-facilitated by PWE or epilepsy professional (UPLIFT,
HOBSCOTCH, PACES, MINDSET), and multiple recruitment/outreach approaches such as
letters or web-based advertisement (HOBSCOTCH, SMART) or medical record query in
clinical settings (SMART).

Implementation Barriers—Overall, respondents identified participant recruitment and
retention as major barriers. Some reported no barriers (HOBSCOTCH, PACES). Others
reported barriers including participants missing clinical appointments with program
components, insufficient resources for number of eligible participants, or general
recruitment challenges and delays (Table 3).

There were issues reported with regard to program delivery at adopting organizations.
Barriers with the implementation staff included timing/scheduling/staffing limitations
(UPLIFT, PACES, MINDSET, TIME), adequate compensation for implementation/research
staff (UPLIFT, HOBSCOTCH, PACES, TIME), and issues with program software
(MINDSET) (Table 3). Additional themes came up in reference to future dissemination
such as lack of staff buy-in, low perceived value of a given program, and inability to bill by
clinical practitioners/institutions at implementation sites due to only some staff attending the
formal program training (UPLIFT, PACES).

Lessons Learned—Respondents described anticipated funding loss precluding sustaining
program delivery beyond designated funding periods or funding parameters. For instance,
having sufficient resources allowed some programs to train new facilitators (UPLIFT) while
perceived lack of resources precluded expansion of delivery to additional medical center
sites (PACES). Other lessons described focused on the need for enhanced training and
technical assistance capacity for interested community-based program adopters, technical
logistics (e.g., internet access and challenges with online group coordination), and
participant recruitment and session scheduling challenges (Table 4).

3.5 Maintenance & Dissemination

For a given program, there were mixed responses on whether a self-management

program would be offered beyond the funding period (2019-2024). Several programs have
undergone or are undergoing replication (HOBSCOTCH, UPLIFT, SMART, MINDSET),
or effectiveness research (PACES), or have been or are currently adapting to additional
populations (PACES, HOBSCOTCH, UPLIFT, TIME) (Table 3). Despite the mixed
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responses on prospects of offering programs again relative to uncertain funding, all sites
provided next steps which staff were taking to move forward which included: identifying
barriers/facilitators to initial implementation, searching for additional funding, considering
different implementation format (virtual vs. in-person), and working to initiate adoption
and sustain programs with regional organizations (Table 4). Three programs have developed
readiness checklist tools to help interested organizations to assess if they have the resources
necessary to implement the program (UPLIFT, HOBSCOTCH, and PACES).

Some dissemination efforts of a given program included partnering with regional or local
epilepsy-focused organizations, EF affiliates, or additional clinical sites (UPLIFT, SMART,
PACES, HOBSCOTCH). One program (UPLIFT) also incorporated an educational initiative
to train program delivery staff. HOBSCOTCH and PACES are offering training to providers
and practitioners to implement their program. National partners also are key to program
dissemination. With CDC funding, the Epilepsy Foundation has offered mini-grants for
programs to offer select MEWN programs since 2013 (e.g., UPLIFT, HOBSCOTCH,
PACES). Additionally, the Epilepsy Association/Alliance received funding in 2021 from

the CDC to scale-up SMART in the northeastern/mid-western U.S (Table 4).

4. DISCUSSSION

This paper is the first to summarize the research setting implementation efforts of six
epilepsy self-management programs using the RE-AIM framework. The MEWN programs
demonstrate feasibility for implementation in urban or suburban settings, reaching white
and AA PWE and with virtual delivery. For PWE, distance-based programs are critical for
increasing reach since many individuals cannot drive or may have transportation barriers.
Collectively, this demonstrates that the MEWN programs appeal to different racial/ethnic
groups to ensure health equity. The MEWN programs may have to expand promotion of
the programs to reach more rural regions and to work with organizations serving diverse
PWE to increase the reach to other minority populations. Several systematic reviews of
self-management and psychosocial programs for PWE have found mixed modes of delivery
like the MEWN programs; those programs focused mainly on knowledge acquisition,
problem solving and self-management (e.g., medication, symptom tracking, safety) [41].
The MEWN programs generally were effective at improving selected outcomes, notably
QOL and depressive symptoms with promising findings on seizure reduction in a few of
the programs. Other reviews of self-management for psychosocial interventions for PWE
have found some limited evidence of their impacts on depression, quality of life, and

other self-management outcomes [19, 20, 41]. These findings show the impact on reducing
depression among our MEWN programs.

Implementation enabling factors included having epilepsy providers serve as session
facilitators, training peers with epilepsy, and partnering with epilepsy social service agencies
for referrals or intervention delivery. Overall, five MEWN programs had high retention

rates of participants of 80% or higher. This finding is in contrast to research on other
self-management programs that have experienced much higher attrition rates [42]. The
MEWN programs’ retention success could be due to program appeal for PWE, program
incentives, sense of community and social support offered and participant motivation for

Epilepsy Behav. Author manuscript; available in PMC 2024 March 15.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Escoffery et al.

Page 10

improved health. In addition, all were designed with patient and stakeholder input, shown
to increase program engagement [43]. Our study is the first to highlight key facilitators to
implementing self-management programs for PWE.

In our study, the reported barriers to implementation for epilepsy self-management programs
included recruitment challenges (e.g., insufficient resources, program delays) and actual
program delivery (e.g., staffing, funding, lack of buy-in among staff); these finding are
similar to those reported in other published epilepsy SM programs [44, 45]. Lewinski

et al. found similar barriers among self-management programs for PWE at the program

and systems or site levels [46]. A common challenge found among our MEWN program

at the systems level was time allotted for the interventions (i.e., scheduling conflicts,
understanding of the intervention). Other barriers found in the Lewinski review were not

as salient in our self-management programs such as not having written materials for patients
since MEWN programs are mostly manualized and provide participants with materials.
Hixson et al. similarly found in their review of digital tools for epilepsy management

that a primary barrier for clinical staff was lack of payment infrastructure for usage of

these programs [47]. This finding from Hixson may partially explain the finding of an
implementation barrier in our study related to lack of buy-in among clinical staff and our
efforts to build the business case for supporting our programs. These factors are important
considerations for the MEWN and other who desire to scale self-management programs

in understanding implementation to maintaining programs within the Translational Pipeline
model. However, there are future opportunities for research in measuring program fidelity to
the intervention guidance among new program adopters in the real-world implementation of
these self-management programs beyond research trial settings.

For increasing reach to minority populations with epilepsy in the future, the MEWN
programs and future program developers could include these populations in program
creation (co-creation) and elicit ways to increase recruitment and should partner with
agencies who are gatekeepers to these communities. Our program adaptation efforts to
different populations (e.g., Hispanics, youth) also can expand reach to more populations.
Related to program maintenance and availability, the principal investigators and project
teams implementing MEWN programs have planned for program sustainability in several
ways. Many are offering frequent training and technical assistance for interested program
implementers. Some have cultivated additional partners for program adoption including
affiliates from the Epilepsy Foundation (EF), Epilepsy Alliance and other epilepsy serving
community organizations and health systems. These strategies are associated with successful
translation of evidence-based programs [48, 49]. In addition, in order to address health
inequities, several MEWN programs like UPLIFT have been adapted to AA, as well as
Latinos with epilepsy [38]. Adaptation has been seen as a process to sustain evidence-based
intervention over time [50].

5 LIMITATIONS

This study has several limitations. First, not all MEWN program teams were included in
the study. Only self-management programs that are currently being scaled in this funding
cycle were included. Second, respondent bias could have occurred because data were
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based on self-reports from the program developers and staff, who may have had limited
involvement in research efforts, and may not reflect the views of all MEWN program
implementers. Third, other implementation factors (e.g., funding levels) were not assessed
with the RE-AIM Framework. Although we used a mixed methods approach for data
collection, more intensive interviews with the range of program implementers, including
community-based program adopters at the local level could supplement findings by yielding
different implementation enabling factors and barriers. Fourth, these efficacy trials of the
self-management programs were conducted as part of a funded grant and may not reflect
real world context. Future research could involve more data collection with community

and clinical organizations delivering these programs for their perspectives. In addition,
different programs have different implementation facilitators and challenges in their program
lifecycles in terms of effectiveness and other replication trials. We tried to capture these data
from the efficacy phase to dissemination efforts to capture those points.

6. FUTURE DIRECTIONS

The MEWN received CDC funding for 2019-2024 to conduct replication studies of the
self-management programs described in this study. This study underscores the need for
additional implementation research around understanding factors that would lead to optimal
reach and participant retention across community-based and clinical settings. We will
explore for whom the programs are effective with these replications and adaptations to

new PWE populations. Secondly, we are studying how to make the business case for
garnering reimbursement for the delivery of our self-management programs. This may lead
to more programs undergoing cost analyses to demonstrate potential benefits to payers and
justify provider reimbursement. Research from the widely disseminated Chronic Disease
Self-Management Program shows the systematic approach undertaken to build evidence of
program impact leading to the scalability of that program [51]. Three MEWN programs
(UPLIFT, HOBSCOTCH, and PACES) have organizational readiness checklists so that
prospective adopters can assess their capacity to deliver the program in areas of staffing,
budgets, engagement with audience of interest, referral and recruitment and delivery. These
self-assessments may help identify the optimal organizations to adopt the programs before
training and implementation occurs. Finally, we are continuing to work with partners to
increase the adoption of MEWN programs and exploring best adopters and models of
delivery to extend the reach of the programs. As mentioned before, we collaborated with
national and regional epilepsy serving organizations and partners through small grants in this
effort. In addition, we will continue to disseminate our program findings and information to
our program through partners such as the EF and Epilepsy Alliance, through professional
networks and conferences (e.g., AES).

7. CONCLUSION

This paper contributes insights into the development of the MEWN self-management
programs and their adoption and implementation. The programs have some reach for
White and AA PWE, fairly high retention rates and have successful outcomes related to
their program aims. We have and continue to plan for sustainability of the programs in
terms of training new program implementers, providing ongoing technical assistance, and

Epilepsy Behav. Author manuscript; available in PMC 2024 March 15.
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making program adaptations, particularly for new populations. This type of implementation
research of the program applying the RE-AIM framework contributes to the knowledge
base of factors leading to successful program scalability for people with epilepsy and to the
scalability of chronic disease self-management programs in general.
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Translational Pipeline Figure (Adapted from Brown et al. 2017 [22])
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