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Abstract. Interventions that actively engage dementia caregivers show promise in reducing the negative outcomes of caregiv-
ing but lack optimization and systematic testing. The purpose of this manuscript is to describe an iterative process developed
to refine an intervention to enhance active engagement. A three-stage review process with content experts was developed
to refine activities in preparation for focus group feedback and pilot testing. We identified caregiving vignettes, reorganized
engagement techniques, and optimized focus group activities for online delivery to promote caregiver access and safety. The
framework developed from this process is included, along with a template to guide intervention refinement.
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INTRODUCTION

Behavioral symptoms such as agitation, combat-
iveness, depression, and apathy affect up to 90%
of persons living with dementia [1]. Interventions
have been developed to help caregivers manage
symptoms and include a variety of approaches
such as professional support, psychoeducation,
behavioral management/skills training, counsel-
ing/psychotherapy, and self-care/relaxation training
[2—4]. Most caregiver interventions tested in con-
trolled trials demonstrate weak to moderate effect
sizes on measures of behavioral symptoms, as well
as other outcomes (e.g., caregiver burden, functional
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independence, time to institutionalization) [2]. The
most successful psychoeducational interventions use
active-engagement techniques to facilitate the appli-
cation of knowledge and skills [2, 5-7]. Examples
of active-engagement strategies include role play,
problem solving, application of new knowledge, and
discussion [2-7]. Yet the methods for optimiza-
tion and systematic testing of active-engagement
techniques is lacking [2, 3, 5-7]. By optimizing
active-engagement techniques within interventions,
we may further strengthen positive outcomes for
dementia caregivers.

Enhancing Active Caregiver Training (EnACT)
is an arts-based intervention aimed at engaging
dementia caregivers by using active-engagement
techniques that allow them to better manage com-
mon behavioral symptoms associated with dementia.
EnACT enhances active engagement using effec-
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tive strategies found in education, communication,
and the arts. For example, adult learning principles
such as experiential learning [8], increases active-
engagement [9], whereas multisensory experiences
enhance active-engagement through understanding
and awareness [10]. Structured imagination activi-
ties, such as those practiced in theatre, have been used
to enhance advance preparation, which increases the
detail of understanding, enhances realism, and allows
people to practice and prepare for real-world experi-
ences [11-13]. EnACT can serve as a stand-alone
intervention designed to reduce caregiver burden
by better preparing caregivers to deal with stress-
ful behavioral symptoms associated with dementia,
and/or be integrated into existing interventions to
enhance application of active engagement. EnACT
uses caregiver-informed videos depicting common
caregiving vignettes [14, 15] and theatre-based role-
playing exercises to create multisensory experiences
that enhance active-engagement of caregivers by
allowing them to practice, or rehearse, their reactions
and skills within a safe environment. The develop-
ment of this intervention has been guided by two
theories: 1) imagined-interactions theory [16—18] and
2) the consequences of dementia caregivers’ stress
process [19] with the goal of improving caregiver
capacity to adapt and appraise demands of caregiving
through practice.

Guided by the NIH Stage Model (Stage 1a) [20],
we refined intervention components prior to eliciting
feedback from dementia caregivers. We conducted
multiple stages of iterative review and revision with
content experts to accomplish this aim. The purpose
of this manuscript is to describe the process we devel-
oped to refine the EnACT intervention and present
tools that others can use as a practical guide for inter-
vention refinement.

METHODS

As part of a larger sequential qualitative-to-
quantitative mixed-method design study to develop
and test EnACT, we designed and implemented an
iterative three-stage process to receive and incor-
porate feedback into the intervention. The EnACT
intervention includes three steps within each inter-
vention session. Step one involves group viewing of
a caregiving vignette from a filmed theatrical perfor-
mance of the ethnodrama, Portrait of a Caregiver,
developed during previous research [14, 15] por-
traying situations in which a caregiver is dealing

with a challenging behavioral symptom. Step two
involves small-group practice activities to facilitate
understanding. Step three includes group process-
ing surrounding observations. These three steps of
EnACT were reviewed during a three-stage process
by 1) a caregiving expert/clinician, 2) two applied
humanities researchers with expertise in arts-based
healthcare training, and 3) a three-person research
team completing a mock focus group. Reviews were
recorded using digital audio and field notes to identify
problems, explore areas for improvement, and make
revisions. Descriptive analysis was used to assess the
process of revising and preparing intervention mate-
rials and protocols to prepare for focus group review
with dementia caregivers and initial efficacy testing in
arandomized controlled trial. While the larger study
received approval from the University of Utah Institu-
tional Review Board, this interval step did not require
informed consent as it did not include human sub-
jects research and focused on program development
in partnership with content experts.

REVIEW PROCESS

Here we describe the three-stage review process
(Fig. 1), present the template we used to guide
each stage (Table 1), and the final protocol prepared
for future focus group testing (Table 2). Between
review stages, we made specific changes to EnACT
to address expert feedback.

Stage one: Review by content expert in caregiving

In stage one, we provided a draft of our interven-
tion to a social worker with expertise in dementia
caregiver training and support. We asked for initial
reactions and feedback as we presented the three
EnACT steps. For step one, this caregiving expert
recommended that participants view the 40-minute
Portrait of a Caregiver theatrical performance [14,
15] before discussing behavior-specific vignettes, in
order to understand the overall production. During
review of step two, practice activities, the expert rec-
ommended that caregivers reflect on what happened
before and after the behavioral symptom (as demon-
strated in a video clip) that may have influenced
the behavior. Additionally, the expert emphasized
that practice activities should help caregivers explore
what the person living with dementia is trying to
express through their behavior. The expert found
some of the practice activities confusing (e.g., asking
individuals to explore what is missing in vignettes)
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Fig. 1. Enhancing Active Caregiver Training (EnACT) three-stage review process and revisions.

and suggested clarification. In addition, the expert
identified vignettes they felt best aligned with spe-
cific practice activities. Finally, they noted that some
of the practice activities seemed to overlap with oth-
ers and recommended that we choose one activity for
each vignette.

Stage two: Review by content experts in applied
humanities

During stage two, two subject matter experts in
arts-based healthcare training reviewed the revised
intervention materials. Overall feedback focused on
terminology, narrative structure, and applied tech-
niques to incorporate in preparation for focus group
review. They recommended taking one vignette and
working through multiple activities to explore the
narrative of each vignette more fully. They also rec-
ommended that the dementia caregiver focus group
selects the vignettes they find most meaningful for
inclusion. In the future, this would allow those using
the intervention, to choose from a variety of vignettes
and activities that align with didactic training topics
and caregiver needs.

One major suggestion was to change the order of
practice activities to reflect a narrative flow, which
may help participants think through each vignette in
a logical manner from beginning, through the mid-
dle, to the end. The experts also introduced the idea
of revisiting activities in the context of other explo-
rations. For example, when assessing the thoughts
of one character early in the group discussion, it
would be beneficial to return and reassess the char-

acter’s thoughts after exploring the perspectives of
other characters in the scene.

The reviewers recommended changing activity
terminology to encourage exploration. For exam-
ple, one activity was titled “Opposite Perceptions.”
Reviewers suggested removing the word “oppo-
site,” which is a term that may be viewed as
only the direct opposite of something observed.
Instead, reviewers recommended changing the activ-
ity title to “Other Perspectives” to elicit answers
that explore observations beyond just the oppo-
site. Finally, recommendations were made to revise
discussion questions to explore how to improve out-
comes for the caregiver and the person living with
dementia and to facilitate more concrete examples,
such as “... now that we have other choices, what
other endings can you imagine?”’

Stage three: Research team review

In stage three, the research team (PI and two gradu-
ate research assistants) tested the protocol procedures
in amock focus group. Feedback from stages one and
two led to the recommendation to move focus groups
to an online Zoom platform to reduce caregiver bur-
den and promote access and safety during COVID. In
preparation, we met with our Information Technology
Department (IT) and other research teams familiar
with running online focus groups. We developed a
system for technical assistance and online setup, to
reduce potential technology problems.

The research team held a mock focus group using
the revised protocol. The PI facilitated, while the
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Template for iterative review and revision during intervention development

Expert: (Who will be reviewing your content?)*

Date of Review:

o content expert

o clinical expert

o community representative o other:

o research team

Purpose of this review?

Why this expert?

Review Content: (List the intervention components you will review)

Content

Feedback - Document feedback for each item

Objectives:

Physical Materials:

Team Assignments:

Agenda:

Introduction:

Intervention Activities:

Evaluation Questions:

Summary/Review:

Other:

Planned Revisions:

(List revisions to be made and reasons for each revision).

“Repeat this table for each expert review

two research assistants served as practice partici-
pants. This allowed us to a) work through the protocol
procedures and intervention materials and b) assess
potential problems with technology. We clarified
unclear activity instructions, added expected wait-
ing time for responses, and planned for potential
difficulties when facilitating the groups in a virtual
environment. This session helped us identify a need
to assign research team members specific roles to
reduce problems. These assignments included: obser-
vational field notes, monitoring waiting room and
chat functions, primary recording and backup, and
screensharing. We also decided to mail participants

hard copies of materials to facilitate intervention
review.

Summary of intervention protocol

The protocol developed for focus group testing out-
lined the three-step intervention process: 1) view, 2)
practice, 3) reflect (Table 2). Step one in this pro-
cess includes viewing the full 40-minute video of
Portrait of a Caregiver in the initial focus group. The
viewing is followed by asking participants to identify
moments that resonate with them in order to iden-
tify which clips will be used as part of EnACT. We
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Table 2
EnACT protocol developed for focus group testing
STEP 1: VIEW
Steps Activities
1. VIEW: Watch video of the e Discuss and explore initial response to viewing
Portrait of a Caregiver e Identify pieces most important to the caregivers.
performance

Evaluation Questions — Ask after completing Step 1

e How easy is Portrait of a Caregiver to understand? Why/why not?

e How relevant is Portrait of a Caregiver to your experience?

e Which clips do you think would be most applicable to other caregivers?

e Which clip do you think are most useful in illustrating behavioral issues in persons living with

dementia?
STEP 2: PRACTICE
Steps Activities
2. PRACTICE: Choose a video Choose an activity to test. You will need:
vignette clip from Portrait of a 1. Copy of video clip we will be viewing (timestamps)
Caregiver 2. Script excerpt ready to share
3. Paper and Pencil

Provide brief overview to prepare participants for Step 2 practice activities:

e We are going to view a brief excerpt of one part of Portrait of a Caregiver

e Then we are going to divide into small groups to discuss and explore some of the elements we
observe

e As we practice some of these techniques it might feel awkward, strange, or new to you. That
is okay — we want this feedback to understand how to improve and better use these activities.

View as large group: Video Vignette Clip from Portrait of a Caregiver

Breakout Rooms: Practice Steps for Review in Breakout Rooms
Example Options:

1.Context before e What do you think happened before this scene began?

2.Making Choices e Who else is in this scenario?
e From your perspective, what might they do/react? What
choices might they make?

Evaluation Questions - Ask after completing Step 2

e In this scenario, which activities are meaningful? Why or why not?

e Which activities are the most helpful in preparation for caregiving for persons living with
dementia?

e How acceptable is each activity? Please explain.

STEP 3: REFLECT

Steps Activities

3. REFLECT: Elicit caregiver reactions to Step 2-Practice:
e What was learned?
e  Which practice choices resonated most for you? Why?

Evaluation Questions - Ask after completing Step 3

Consider your experience with all three steps of EnACT as we explore the following questions:
e What is the utility of EnACT?
e What are the barriers to implementing EnACT?
e What are the positive aspects of EnACT?
e What are the negative aspects of EnACT?
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anticipate that caregivers will be interested in explor-
ing vignettes associated with behavioral symptoms,
such as: putting clothes on backwards, mirroring
eating, hallucinations, and perseveration. The sec-
ond part of the protocol focuses on practicing for
caregiving using theatre-based exploration through
storytelling, improvisation, changing the narrative,
and writing prompts. These activities were developed
to actively engage participants in exploring the care-
giving vignettes viewed in step one. Activities were
organized for both small and large groups. Finally,
participants reflect on the experience in step three,
where participants identify what is learned, what
choices were explored, and reactions to the experi-
ence.

In addition to having caregivers participate in
these intervention activities, we plan to ask care-
givers participating in focus groups to evaluate each
component of the intervention. This will allow us
to evaluate which aspects of the intervention work,
the acceptability of each component, and determine
the elements that are most difficult or do not work.
Following caregiver focus group feedback, we will
revise each component of the intervention and test
implementation in a future randomized controlled
trial (RCT). The RCT will assess the influence of
EnACT on outcomes such as caregiver burden, per-
ceived stress, and caregiver wellbeing.

DISCUSSION

This research report provides practical steps
research teams may take to enhance intervention con-
tent and procedures in preparation for intervention
development guided by the NIH Stage Model [20].
Testing this process in advance facilitated procedu-
ral revisions with the goal of enhancing engagement
and reducing barriers to participation. After work-
ing with a series of subject matter experts, our next
step in this research is to conduct focus groups with
family caregivers of persons living with dementia.
The focus groups will allow us to refine the EnACT
intervention for future feasibility and pilot testing
and identify how this process influences outcomes
for caregivers of persons living with dementia. When
preparing to conduct a feasibility trial for a behavioral
intervention, seeking feedback enhances protocols
to improve intervention processes and community
partnerships. Future researchers should consider pub-
lishing similar processes to promote transparency and
reproducibility. Iterative review has the potential to

reduce extraneous problems, enhancing the ability of
the research team to focus on participant feedback
specific to dementia caregivers and their needs.
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