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Abstract

Background and Objectives: While advance care planning (ACP) is critical for ensuring optimal end-of-life outcomes
among individuals with mild cognitive impairment (MCI), many individuals who may benefit from ACP have not initiated
this process. This article aims to describe the iterative design of an MCI group visit-based intervention and evaluate the
feasibility and acceptability of the intervention.

Research Design and Methods: We used human-centered design, rapid-cycle prototyping, and multiple methods to
adapt an ENgaging in Advance Care planning Talks (ENACT) Group Visits intervention. We convened an advisory panel
of persons with MCI and care partners (7 = 6 dyads) to refine the intervention and conducted a single-arm pilot of 4
MCI ENACT intervention prototypes (7 = 13 dyads). We used surveys and interviews to assess outcomes from multiple
perspectives.

Results: The advisory panel affirmed that ACP is a priority for individuals with MCI, described the need for ACP in a
group setting, and suggested refinements to ACP resources for the MCI ENACT intervention. Feasibility of recruitment was
limited. MCI ENACT intervention participants strongly agreed that group discussions provided useful information and
recommended the intervention. Themes supporting acceptability included (a) feedback on acceptability of the intervention,
(b) previous experiences with ACP, and (c) reasons for participation, including desire for discussions about MCI and how
it relates to ACP.

Discussion and Implications: Despite stakeholders’ positive ratings of acceptability of the MCI ENACT intervention, future
work is needed to enhance the feasibility of recruitment to support implementation into clinical settings.

Keywords: Dementia, End-of-life care planning, Stakeholder engagement

Background benefit patients, families, and health care systems through
increased autonomy, dignity, and peace, reduced inten-
sity of family grieving, and decreased resource utilization
(McMahan et al., 2021; Steinhauser et al., 2000; Wright
et al., 2008). ACP is important for individuals with mild

Advance care planning (ACP) is a process where patients,
families, and health care practitioners reflect, discuss, and
make decisions related to the person’s goals and preferences
for future medical care (Sudore, Lum et al., 2017). ACP may
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cognitive impairment (MCI) due to higher risk for progres-
sive cognitive and functional decline than those without
MCI (deLima Thomas et al., 2018).

ACP is critical for improving end-of-life outcomes by
allowing individuals with MCI to participate in decision
making about future medical care before potentially losing
decision-making capacity and communication abilities
(Dixon et al., 2018; Mitchell et al., 2009). ACP can be dif-
ficult for individuals with MCI due to individual/family
barriers such as difficulty understanding the diagnosis of
MCI, ambiguity related to disease trajectory, and uncertainty
about the need for future care planning (deLima Thomas
etal.,2018; Gomersall et al., 2015). ACP among individuals
with MCI is low, with one study indicating less than half of
individuals with MCI (39%) had any type of ACP within
5 years following diagnosis (Garand et al., 2011).

To promote ACP discussions in clinical settings, pre-
vious research has tested ACP interventions and resources
such as websites, visuals, and games (McMahan et al.,
2021); however, challenges to implementation into clinical
settings have been identified (Lund et al., 2015). We pre-
viously began addressing this challenge by developing an
ACP group visit intervention called ENgaging in Advance
Care planning Talks (ENACT Group Visits intervention)
and tested this model in primary care among older adults
without cognitive impairment (Lum et al., 2020). The over-
arching goal of the current research is to refine the ENACT
Group Visits intervention for individuals with MCI using a
participatory research process to develop an MCI ENACT
intervention and evaluate if it is feasible and acceptable.

Theoretical Background

Group visits bring patients together for medical care,
education, and patient engagement (Wadsworth et al.,
2019). Group visits for individuals with MCI have fo-
cused on the effects of a group-based intervention on
neurological outcomes (Jeong et al., 2016); but there
are no existing ACP group visits for persons affected by
MCI. The ENACT Group Visits intervention integrates
ACP Engagement Theory (patient-level), Collaborative
Learning Theory (interpersonal-level), and strengths of
group visits. ACP Engagement Theory describes ACP as
a health behavior that includes factors affecting change
including knowledge, contemplation, self-efficacy, and
readiness (Sudore et al., 2013). Collaborative Learning
Theory describes mechanisms for learning in the context
of group visits, including the central tenets: learning is
a shared experience, learners are diverse (e.g., cultural
backgrounds, learning styles), and learners have per-
sonal experiences which can lend expertise alongside
factual or expert-provided information (Bruffee, 1993).
Through the ENACT Group Visits intervention, clinician
facilitators promote patient education and ACP goal set-
ting through an interactive group discussion that aims to
promote ACP behavior change.

The ENACT Group Visits intervention involved groups
of community-dwelling older adults (aged 65+) who
participated in two group sessions, 1 month apart, consisting
of between 8 and 12 participants, facilitated by a physician
and social worker, using a protocolized implementation
manual (i.e., systematic procedures for conducting ENACT
Group Visits; Lum et al., 2016). The discussions of ACP
topics are interactive and supported by ACP resources. These
older adults rated the group visits as better than usual clinic
visits for talking about ACP, thought they received useful
information, felt comfortable talking about ACP, and found
talking with peers about ACP to be helpful. A randomized
controlled trial conducted in a geriatric primary care clinic
indicated that patients in the ENACT Group Visits inter-
vention compared to patients receiving ACP resources by
mail had significantly higher rates of advance directives and
of medical decision-maker documentation in the electronic
health record (Lum et al., 2020).

Objectives

Because the ENACT Group Visits intervention was
designed for older adults without cognitive impairment, we
sought to engage older adults with MCI and family care
partners in a participatory research process and user testing
in which these stakeholders informed an MCI ENACT in-
tervention designed by and for individuals affected by MCI
(Corrado et al., 2020; Ideo.org., n.d.). The purpose of this
article is to describe the iterative design and evaluation pro-
cess, specifically, the key refinements to the ENACT Group
Visits intervention that resulted in the MCI ENACT inter-
vention, and to report implementation outcomes of feasi-
bility and acceptability of the MCI ENACT intervention.

Research Design and Methods

Study Design

We engaged in an iterative human-centered design pro-
cess, whereby we gathered information from stakeholders
about needed intervention changes, revised the interven-
tion with iterative prototyping, tested the prototypes, and
evaluated the feasibility and acceptability of the prototypes
using multiple methods and triangulation (Figure 1; Lyon
& Koerner, 2016). This design process is grounded in
human-centered design principles (Corrado et al., 2020;
Design Kit), which allows for development of new or re-
fined interventions by incorporating the perspectives and
ideas from the stakeholders for whom the intervention is
designed.

As an overview, to refine the ENACT Group Visits in-
tervention for individuals with MCI, we convened an ad-
visory panel of individuals with MCI and their family care
partners (family care partners could be a partner, spouse,
or friend). The role of the advisory panel was to provide
input into the design of the refined MCI ENACT interven-
tion and respond to the qualitative input from participants
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Advisory Panel Advisory Panel Advisory Panel
Meeting #1.1 Meeting #1.2 Meeting #1.3

February 2019 June 2019 October 2019
MCIENACT MCIENACT MCIENACT MCIENACT
Prototype 2.1 Prototype 2.2 Prototype 2.3 Prototype 2.4
1 session only 2 sessions 2 sessions 2 sessions

4 dyads 3dyads 3 dyads 3dyads
January February March April May June July August September | October | November | December
2019

Figure 1. Overview of mild cognitive impairment (MCI) ENgaging in Advance Care Planning Talks (ENACT) intervention design process. Using a par-
ticipatory research process, an Advisory Panel met three times to iteratively inform refinements to an MCI ENACT group visit prototype. Four MCI
ENACT prototypes were conducted over 9 months. Quantitative and qualitative data were collected after MCI ENACT prototypes, shared at Advisory
Panel meetings, and used to iteratively test another MCI ENACT prototype. Arrows represent the interactive process of using input from advisory panel
meetings to design MCI ENACT prototypes and subsequently sharing quantitative and qualitative data from the prototypes with the advisory panel.

who tested the prototype MCI ENACT intervention. We
also conducted four MCI ENACT intervention prototypes
tests, with adaptations made between each test. We collected
data from the test participants to explore the feasibility and
acceptability of MCI ENACT intervention prototypes for
individuals with MCI and family care partners. The changes
for each MCI ENACT prototype were guided by multilevel
stakeholder input, including feedback from the advisory
panel, quantitative and qualitative data from prototype test
participants, as well as research team considerations to de-
velop a pragmatic intervention for individuals with MCIL.

Setting and Participants

For the advisory panel and the MCI ENACT intervention
prototypes, individuals with MCI and family care partners
were recruited from research and clinical settings associ-
ated with an academic medical center in Aurora, CO, as
well as community-based self-referrals. We included family
care partners based on previous research indicating the
importance of including a support system for individuals
with MCI (Lingler et al., 2016). Participants were re-
ferred from an unrelated longitudinal study of MCI at the
University of Colorado Alzheimer’s and Cognition Center
and from a University geriatrics clinic. Community- or
self-referrals were also potentially eligible. The Alzheimer’s
Association of Colorado disseminated the recruitment flyer
via an online email listserv for “early-stage” clients and the
Alzheimer’s Association TrialMatch. Diagnosis of MCI was
based on the National Institute on Aging and Alzheimer’s
Association workgroup clinical criteria for MCI but de-
parted from the core clinical criteria in that we focused
specifically on individuals with self- or family care partner-
reported memory impairment. Study criteria for MCI in-
cluded (a) cognitive complaint that reflects a decline in
cognition, (b) preservation of independence in functional
activities, and (c) not meeting criteria for dementia.

We recruited participants for the advisory panel and
then for the four MCI ENACT interventions prototypes.
Dyads who enrolled in the advisory panel were eligible to
participate in an MCI ENACT intervention prototype if
desired (one dyad participated in both the advisory panel
and an MCI ENACT intervention). Recruitment goals
were to have six dyads recruited for the advisory panel and
three to five dyads for each of the four MCI ENACT in-
tervention prototypes. Patients referred to the study from
the unrelated longitudinal study and the geriatrics clinic
were mailed a letter explaining the study along with a copy
of the consent form. Participants were recruited over the
phone by research assistants who screened for eligibility
and reviewed the consent form with participants.

The same inclusion criteria were applied to the advi-
sory panel and MCI ENACT prototype participants and
consisted of (a) documented or self-reported diagnosis of
MCI, (b) age 60 years or older, and (c) family care partner
who could participate. Exclusion criteria were (a) three
or more errors (out of 10) on the Short Portable Mental
Status Questionnaire (only applied to individuals referred
from the University geriatrics clinic and community self-
referrals; Pfeiffer, 1975); (b) hearing issues that would limit
group discussion; (c) inability to travel to the study site;
or (d) inability to demonstrate capacity to consent (Sudore
et al., 2006).

Ethics

To ensure ethical enrollment and inclusion of individuals
with MCI, we used an informed consent process that re-
quired a functional demonstration of decision-making ca-
pacity through a “teach-to-goal” method developed for
vulnerable older adults (Sudore et al., 2006; details are given
in Supplementary Material). This maximized the ability of
cognitively impaired adults to participate and protected
participants who could not demonstrate understanding of
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the study purpose (Prusaczyk et al., 2017). All participants
signed the consent form at a study meeting. This research
was approved by the Colorado Multiple Institutional
Review Board. All participants received a $50 stipend for
their participation. Longitudinal cohort members received
a $50 stipend per advisory panel meeting.

Human-Centered Design With Advisory Panel

To identify MCI ENACT intervention refinements, the ad-
visory panel participated in three meetings over 9 months
(February—October 2019) for ongoing input for the four
MCI ENACT intervention prototypes (Figure 1). The
meetings were designed to elicit feedback about how
to refine the original ENACT Group Visits intervention
for individuals with MCI. Each advisory meeting was
cofacilitated by the study PI and a study staff member,
lasted approximately 2 h, and was audio-recorded for
transcription.

The first advisory panel meeting occurred prior to the
MCI ENACT intervention prototypes and aimed to elicit
input on how to refine the first two MCI ENACT inter-
vention prototypes by introducing the topic of ACP and
describing the ENACT Group Visits intervention to patient—
care partner dyads. Using Table 1 as a guide, we asked the
advisory panel to reflect on potential alignment and impact
of the MCI ENACT interventions for individuals with MCI
and family care partners. The second meeting centered on a
review of ACP tools, resources, and advance directives pre-
viously used in the first two MCI ENACT interventions and
additional ACP materials for consideration for use in the
final two prototypes. The ACP materials were selected based
on input from the first advisory panel meeting about the
need for acceptable materials for individuals with MCI. The
final meeting provided overall feedback on the design of the
MCI ENACT intervention. We presented a summary table
of the ACP resources and tools provided to participants
of the first three MCI ENACT interventions along with
proposed resources for the fourth prototype (Table 1).

Iterative MCI ENACT Intervention Prototypes

Four unique MCI ENACT interventions were conducted
based on input from the advisory panel, feedback from
the MCI ENACT intervention participants (Figure 1),
and researcher input using iterative prototyping principles
(Lyon & Koerner, 2016). The MCI ENACT intervention
prototypes explored refinements such as number of group
participants, recruitment of dyads (instead of the patient
only), number of sessions (one vs. two group visits), ACP
resources, and types of advance directives available during
the groups. For example, one planned refinement was to in-
vite three to five dyads (z = 6-10 total participants) to each
MCI ENACT intervention, rather than 8-12 participants
based on published MCI and dementia group visits with five
participants (Jeong et al., 2016; Khandelwal et al., 2015).

Table 1. Refinement of MCI ENACT Intervention Prototypes

MCI ENACT prototype 2.4

MCI ENACT prototype 2.2 MCI ENACT prototype 2.3

MCI ENACT prototype 2.1

Intervention

3 dyads

N

3 dyads

N

3 dyads

N

4 dyads

N

component

Two sessions (4 weeks apart) Two sessions (2 weeks apart)

Two sessions (4 weeks apart)

One session

Number of

sessions

ACP videos

Be Open, Be Ready, Be Heard? Be Open, Be Ready, Be Heard*

ABC TV World News Clip®

Choose flexibility for your decision

Ask doctors the right questions®

Choose flexibility for your decision maker¢

maker®

Choose flexibility for your decision maker¢

One-page MDPOA?

One-page MDPOA®
Five steps for ACP!
One-page MDPOA®
Five steps for ACP

Go wish cards¢

One-page MDPOA®

One-page MDPOA®
PREPARE pamphlet®

Mailed ACP

Conversation starter kit®
One-page MDPOA?
PREPARE pamphlet¢

Conversation starter kit"

One-page MDPOA

MOST form¢

materials

One-page MDPOA? risks, benefits, and

In-person

burdens card’

ACP

Risks/benefits/burdens cardf

ACP wallet card®

materials

PREPARE easy to read advance

directive®

PREPARE easy to read advance directive®

MOST form?

Medical Durable Power of Attorney.

medical doctor; MDPOA

References: *‘www.advancecareplanning.org.au; *https://theconversationproject.org/; ‘www.gowish.org; ‘www.polst.org; “www.prepareforyourcare.org; ‘available upon request.

ENgaging in Advance Care planning Talks; ACP = advance care planning; MD

Notes: MCI = mild cognitive impairment; ENACT
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Data Collection

We collected different types of implementation outcome
data (i.e., feasibility and acceptability) from multiple
sources as we sought to increase the credibility of the study
through triangulation (Thurmond, 2001). Quantitative and
qualitative data related to the MCI ENACT interventions
were collected separately. During each advisory panel
meeting, a researcher recorded observations and debriefing
documentation.

Feasibility of recruitment: MCI ENACT prototype testing
Feasibility of recruitment was defined as the enrollment
rate among patients who were referred to the study from
the unrelated study of MCI and from the University geriat-
rics clinic. We were unable to track the number of patients
who received the recruitment materials through community
sources. We tracked recruitment using REDCap to deter-
mine if recruiting patients with MCI for the prototypes was
feasible (Harris et al., 2009). For prototype testing, we also
measured feasibility of intervention completion based on in-
tervention retention, defined as participation in all planned
sessions of the MCI ENACT intervention prototypes.

Acceptability (quantitative data): survey after MCI
ENACT intervention prototypes

As a quantitative measure of acceptability of the MCI
ENACT intervention, each participant with MCI and family
care partner completed a seven-item evaluation of their ex-
perience in the intervention after the MCI ENACT prototype
(Lum et al., 2016). All items were rated on a 5-point Likert
scale from 1 (strongly disagree 1) to 5 (strongly agree).

Acceptability (qualitative data): interviews after MCI
ENACT intervention prototypes

Each prototype was audio-recorded and profession-
ally transcribed. Within 2 weeks of participation, both
participants and their family care partners were contacted
via telephone for semistructured interviews (7 = 13
dyads). The interview explored acceptability of the MCI
ENACT intervention prototypes. We aimed to interview
the participants with MCI first and separately from the
family care partner to limit potential bias, for a total of 20
interviews. The interview guide (available upon request) fo-
cused on understanding the dyads’ reasons for participating
in the intervention, if it met their expectations, and any
recommended changes to the intervention.

Data Analysis

Quantitative: All statistical analyses used SAS version 9.4
(SAS Institute, Cary, NC). Mean and standard deviations
were used to summarize the intervention acceptability
items. To aid our understanding of the quantitative data
on intervention acceptability, we further explored accepta-
bility by integrating with qualitative data from participant
interviews (described below).

Qualitative: Qualitative data were collected from
three advisory panel meetings, observations from four
MCI ENACT interventions, and 20 MCI ENACT partici-
pant interviews. Employing multiple methods from many
sources allowed for analysis of diverse insights, compar-
ison between findings, and ultimately triangulation of the
qualitative data, as well as integration with the quanti-
tative data (Thurmond, 2001). For the qualitative anal-
ysis, we sorted our qualitative data based on the data
source (i.e., focus groups, observations, and interviews;
Farmer et al., 2006). Next, we used a rapid qualitative
analysis process described by Hamilton (2013) to analyze
the participant interviews to identify iterative refinements
of the MCI ENACT intervention and perspectives on
participant acceptability. The rapid assessment process
allowed for a team-based qualitative inquiry using iter-
ative data analysis to quickly develop a preliminary un-
derstanding from the participants’ perspective (Beebe,
2001). See Supplementary Material for details of the
rapid qualitative analysis process including creation of
summary templates and a data matrix integrating partic-
ipant summaries and additional data from focus groups
and prototype observations.

As triangulation can aid in reducing discrepancies that
may occur from applying a singular method (Thurmond,
2001), the qualitative data analysis offered an opportunity
to expand on the quantitative acceptability data. Themes
describing participants’ experiences and acceptability of
the intervention were compared with the quantitative ac-
ceptability results wherein we began with the quantitative
acceptability items and sought to find similar or different
perspectives within the participants’ qualitative results re-
lated to acceptability. This process was achieved by using
an intuitive approach where researchers compared infor-
mation between the data sources and intuitively related
information that demonstrated a connection across the
data sets (Farmer et al., 2006). A summary of findings and
recommendations for the MCI ENACT intervention were
then organized thematically.

Results

Advisory Panel Input on Intervention Design

As part of the human-centered design approach,
stakeholders participated in the three advisory panel
meetings and provided their feedback on the MCI ENACT
intervention. Six dyads participated in three meetings over
9 months. Due to weather, the first meeting was rescheduled,
and four dyads were able to attend; two dyads participated
in interviews by phone to discuss the same questions. For
the second and third advisory panel meetings, four of six
dyads participated. For the six participants with MCI
who participated in the advisory panel, the mean age was
76.2 years, half were male, all identified as White, were
married, and reported postgraduate education and excel-
lent self-rated health (Table 2).
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Table 3 summarizes findings from each meeting, which
are labeled 1.1, 1.2, or 1.3, including advisory panel topics,
themes, and recommendations for the MCI ENACT in-
tervention. Overall, the advisory panel found the MCI
ENACT intervention acceptable for individuals with MCI.

Feasibility of MCI ENACT Intervention
Prototype Tests

There were 36 referrals to the MCI ENACT interventions
from the unrelated longitudinal study of MCI of which 12
dyads enrolled (33% recruitment rate). The University geri-
atrics clinic referred 63 patients of which nine dyads enrolled
(14% recruitment rate). There were 14 self-referrals from
the Alzheimer’s Association; the number of people who
viewed recruitment materials is unknown. None of the self-
referrals were enrolled (0% recruitment rate): three were
ineligible based on cognitive status being too impaired, five
declined after learning more about the goals of the study,
two had already completed advance directives, and four
were unable to be reached. Supplementary Figure shows a
complete description of recruitment rates.

Thirteen dyads were enrolled in the four MCI ENACT
interventions. For participants with MCI (7 = 13), the mean age
was 78.7 years, 11 (77%) were male, including one (8 %) African
American, one (8%) Hispanic, and one (8 %) identified as being
from other racial/ethnic backgrounds (Table 2). The first proto-
type had four dyads and the remaining three interventions had
three dyads. One dyad from the longitudinal cohort participated
in one of the MCI ENACT intervention prototypes.

Opverall feasibility of recruitment of participants with MCI
was judged as low because recruitment rates ranged from 0%
to 33%, was based on referral source, and recruitment took
a lengthy amount of time from the researchers’ perspectives.
Feasibility of intervention completion was based on 12 of 13
dyads completing all scheduled MCI ENACT intervention
sessions (92% retention rate). Of four dyads recruited for the
third MCI ENACT intervention, one dyad did not attend the
first session of the ENACT intervention.

Acceptability of MCI ENACT Interventions

On the seven-item quantitative evaluation of the MCI ENACT
intervention, participants and family care partners from the

Table 2. Persons With MCIWho Participated in the Advisory Panel or MCI ENACT Intervention Prototypes?®

MCI ENACT prototypes, 7 (%) (n =13

Advisory panel, 7 (%) (n = 6 individuals with MCI) individuals with MCI)
Participant characteristic M (SD) N Y% M (SD) N %
Age 76.2 (6.6) 78.7 (5.8)
Gender
Female 3 50% 2 23%
Race/ethnic backgrounds
African American 0 0% 1 8%
White 6 100% 10 76%
Hispanic 0 0% 1 8%
Other 0 0% 1 8%
Education
High school graduate 0 0% 3 23%
Some college 0 0% 1 8%
College graduate 1 17% 2 15%
Any postgraduate N 83% 7 54%
Relationship status
Married/with partner 6 100% 10 77%
Widowed 0 0% 1 8%
Divorced/separated 0 0% 2 15%
Self-rated health
Excellent 5 83% 8 62%
Good 1 17% 3 23%
Fair 0 0% 2 15%
Family care partners’ relationship to a person with MCI
Spouse 67% 9 69%
Partner 1 17% 1 8%
Child 1 17% 3 23%

Note: MCI = mild cognitive impairment; ENACT = ENgaging in Advance Care planning Talks.

“Demographic information was not collected for family care partners. Data include one individual with MCI who participated in both the advisory panel and an

MCI ENACT prototype.
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four prototypes provided overall high ratings of acceptability
and satisfaction with the intervention (Table 4). Each of the
items had a mean score above 4 on a 5-point Likert scale
(agree to strongly agree), suggesting the potential for partici-
pant acceptability bias. From the MCI ENACT intervention
interviews, three themes emerged related to acceptability of the
MCI ENACT intervention and participants’ backgrounds and
values that influence their perspectives on the intervention, in-
cluding (a) feedback on acceptability of the intervention, (b)
previous experiences with ACP, and (c) reasons for participating
in the intervention. Within the first theme, we present quantita-
tive and qualitative findings alongside each other.

Theme 1—Feedback on acceptability of the intervention

As a global perspective on acceptability, participants noted
an overall positive rating of whether they would recom-
mend the group visits to a friend (Item 7, 4.65 out of 3).
In seeking to further understand participants’ perspectives
on acceptability of the MCI intervention, there were five
subthemes from the qualitative interviews: More discussion

of MCI, How to have conversations about ACP, Number of
sessions, Group format, and Helpful to hear others’ stories.

Item 5 on the acceptability evaluation (I feel the group
visit addressed my specific questions) was the lowest-rated
item (4.38 out of 5). The subtheme, More discussion of
MCI, related to how participants felt about the lack of dis-
cussion on MCI throughout the ENACT intervention and
was a key issue affecting intervention acceptability. A few
participants mentioned they would have liked some discus-
sion on the diagnosis in addition to learning on ACP. Care
partner, prototype 2.4, recommended MCI education as a
supplement to the ACP information provided:

I would’ve preferred [MCI education] not necessarily
instead of, but in addition to. Because ... I found [ACP
education] very important and good and positive and

thought-provoking and motivating. It was just a little
different from I had thought it might be.

Item 2 on the acceptability evaluation (The group dis-
cussion gave me useful information), in contrast, had

Table 3. Advisory Panel Topics, Themes, and Recommendations for the MCI ENACT Intervention Prototypes

Advisory panel meeting component  Meeting 1.1

Meeting 1.2

Meeting 1.3

Discussion of MCI

Introduction to ACP

Discussion of experience with
ACP

Planned topics

Diagnosis of MCI
Experiences with ACP

Themes from the discussion

Keep group size to up to six
individuals (three dyads)
Having care partner present
helpful to a person with MCI
One or two MCI ENACT

interventions are acceptable

Recommendations for MCI
ENACT interventions

Recommended a discussion of
MCI diagnosis, medications,
possible treatments for
MCI, long-term care living
arrangements, financial pla-

nning

Overview of the format of
the ENACT Group Visits
intervention

Review of MCI ENACT
prototypes

Advance directive discus-
sion

Communication

MCI ENACT intervention
recommendations

Difficulty of disclosing MCI
diagnosis with loved ones

Limitations MCI might
impose on planning and
engaging in ACP because
of difficulty in prognos-
tication

Importance of ACP before
further cognitive decline

Limit the number of re-
sources provided to
participants

Review of MCI ENACT prototypes
Discussion of MCI ENACT interven-
tion purpose and format

Acceptability of MCI ENACT
interventions

Consensus that MCI ENACT
interventions are appropriate for
individuals with MCI

MCI ENACT interventions are better
for ACP than a one-on-one visit
with a provider

Because having multiple advisory
panel meetings improved comfort
with one another, they anticipated
having multiple sessions for the
MCI ENACT intervention would
have the same effect

Felt the intervention would allow
more time to discuss ACP than pos-
sible with health care providers.

Note: MCI = mild cognitive impairment; ENACT = ENgaging in Advance Care planning Talks; ACP = advance care planning.
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the highest overall rating (4.81 out of 5). The subtheme,
How to have conversations about ACP, offers further in-
sight regarding what information was perceived as useful.
Participants shared positive feedback surrounding the dis-
cussion of how to start and have a conversation about ACP.
Participants especially liked the videos demonstrating how
to initiate a conversation about ACP. Care partner, proto-
type 2.1, remarked:

What I think is gonna be very important is up until that
meeting that we had with you, my main goal was to
make everybody feel good. Well, you can’t make eve-
rybody feel good when you’re talking about end-of-life
decisions. It isn’t going to be a wonderful, fabulous,
everybody’s gonna have a happy time .... The key to my
success ... is going to be to concentrate on the fact that
I am trying to convey to them how I feel. I've never done
that. I don’t do that.

Item 3 allowed participants to rate their comfort talking
about ACP in the group setting and had the second
highest overall rating (4.73 out of 5). Similarly, Item 6
had relatively positive ratings (4.5 out of 5) of being able
to discuss ACP with their health care provider. From the
qualitative results, the subtheme, Number of sessions, re-
flected participant comfort in the group setting and spe-
cifically provided feedback on the frequency/quantity of
the sessions. We compared a group visit consisting of one
session (prototype 2.1) with others that featured two ses-
sions held 2-4 weeks apart (Table 1). Interviewees who
participated in the two-session prototypes described they
felt more comfortable in the second session and would
recommend designing future MCI ENACT interventions
to always have two sessions. Three or more sessions were
described as excessive. A person with MCI, prototype
2.4, summarizes the general preference for two sessions:

Table 4. MCI ENACT Participants’ Evaluation of Acceptability

I thought twice was just perfect. I think more than
that would be overkill, but I think to just get together
once—I felt that we were able to talk with each other
much more comfortably in the second session than in
the first session.

The subtheme, Group format, offered additional insight
on Item 1 of the acceptability evaluation, “The group visit
setting is better for talking about advance care planning
than a normal visit with my doctor,” which had a mean
rating of 4.46 out of 5. From the interviews, we were
able to gain perspective on why the group setting was
viewed as more favorable for discussion of ACP, while
also reflecting the need for an appropriate group size.
Specifically, interviewees explained that the group format
was beneficial because it allowed them to hear from others
on a difficult subject. They also described that a group
size of about four dyads was ideal. Smaller group size
was described to benefit intimate conversations, create
a comfortable atmosphere conducive to participation,
and allow for greater discussion. Nearly all interviewees
indicated that having a family care partner present was
helpful rather than only including the individual. For ex-
ample, person with MCI, prototype 2.3, remarked on the
group format:

I thought it was very helpful, because you can’t think
of everything on your own. You need input from other
people. And that’s what the group helped me with, was
thinking of those things that we need to look at and
take care of.

Item 4 from the acceptability evaluation, “Talking with
other people about advance care planning was helpful,”
was rated at 4.62 out of 5. The subtheme, Helpful to hear
others” stories, embodies feedback related to additional
benefits from the group setting and sheds light on what

Prototype Prototype Prototype Prototype Total mean

Acceptability item 2.1 (n=28) 2.2 (n=26) 2.3 (n=26) 24 (n=06) (SD)

1. The group visit setting is better for talking about ad- 4.13 4.67 4.67 4.5 4.46 (0.86)
vance care planning than a normal visit with my doctor.

2. The group discussion gave me useful information. 4.75 4.83 4.83 4.83 4.81 (0.40)

3.1 felt comfortable talking about advance care planning 4.75 4.83 4.67 4.67 4.73 (0.53)
in the group setting.

4. Talking with other people about advance care planning 4.86 4.83 5.00 4.5 4.62 (1.02)
was helpful.

5.1 feel the group visit addressed my specific questions. 4.13 4.67 4.67 4.17 4.38 (0.70)

6.1 feel able to discuss advance care planning with my 4.63 4.67 4.33 4.33 4.50 (0.58)
regular health care provider.

7.1 would recommend these group visit sessions to a 4.71 5.00 4.83 4.83 4.65 (1.06)

friend.

Notes: MCI = mild cognitive impairment; ENACT = ENgaging in Advance Care planning Talks. Persons with MCI and family care partners independently, ra-

ther than as a dyad, rated measures of acceptability of the MCI ENACT prototype after participating on a scale from 1 (strongly disagree) to 5 (strongly agree).
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attributes of the group setting may have contributed to
participants’ greater comfort levels. When assessed in con-
junction with the subtheme, Group format, we find that
key functions of the group setting that participants may
find most helpful are the interactive discussions with other
peers. Person with MCI, prototype 2.2, explained the group
members helped advance their understanding of ACP:

I learned some things and there were—the other people
in the group were intelligent people and their opinions
were useful either corroborating or some new ideas.

Theme 2—Previous experiences with ACP

The theme of previous experiences with ACP is represented
by three subthemes: Completed ACP documents, Started
but not completing ACP, and Conversations of goals
and preferences for future medical care. The subtheme,
Completed ACP documents, captured participant responses
indicating they had completed advance directives or had
already established burial and funeral arrangements. Care
partner, prototype 2.1, confidently described:

Oh, we have everything. We have power of attorney. We
have executors. We have living will; we had this done
before we met with you.

The subtheme, Started but not completing ACP, reflects
participant responses describing previously initiating ACP
with their lawyers, as an example, but not feeling they
had completed the process. Although several participants
described previously meeting with a lawyer related to ACP,
they expressed that these meetings had occurred in the dis-
tant past and as such, still felt they desired to engage fur-
ther in ACP. Care partner, prototype 2.4, described:

Several years ago, we had discussions and met with a
lawyer and drew up some papers including an advanced
directive, but we haven’t really talked much about it
since ... in preparation for this class, trying to find the
papers, neither of us can find any advanced directive

paperwork.

The subtheme, Conversations of goals and preferences for
future medical care, represents descriptions of either having
or not having prior conversations about end-of-life wishes
with family. Person with MCI, prototype 2.1, explained:

We talked about several things, and I think one of the
things that I remember our talking about was “do I want
to be buried,” or “do I want to have a cremation?”

Theme 3—Reason for participation

Interviewees stated a variety of reasons for participating in
the MCI ENACT intervention and five subthemes emerged:
Altruism, Clarifications, Reassurance, Previous experience
with end of life, and Wanted to learn more about MCI.
The subtheme, Altruism, captured participant discussion
on their involvement with the intervention was based on

a desire to use their experiences and knowledge to benefit
others. Person with MCI, prototype 2.1, ruminated:

I’'m also part of another study, and there’s nothing I can
do to stop this disease, but I can help others by getting
more information out there, whether it be medications
or whether it be ways of living with the disease and
doing what’s helpful.

The subtheme, Clarifications, represented participants’ in-
terest to gain additional information on ACP. Care partner,
prototype 2.1, cited motivation to participate stemmed
from an interest to advance their learning through infor-
mation gleaned from others in the group setting:

I thought it would benefit us both to have someone
bring it [ACP] up and give us some depth of information
.. and in a group setting, it makes it easier to kind of
assimilate exactly what it is.

The subtheme, Reassurance, consisted of participant
responses desiring to gain verification of ACP processes in
an effort to bolster confidence in their understanding. Care
partner, prototype 2.4, described viewing the MCI ENACT
intervention as an opportunity to ensure completeness in
the family’s ACP endeavors:

We wanted to make sure we had everything in place and
make sure ... what we had done is correct.

The subtheme, Previous experience with end of life,
embodies participants’ feedback indicating their motivating
factor for participation was their previous experience with
death and dying and wanting to feel more prepared for
their own end-of-life planning. Person with MCI, proto-
type 2.3, shared a personal experience that alerted a need
for ACP:

It wasn’t interest that did it. It was the fact that my
41-year-old son-in-law died suddenly .... That we need
to get a will done, and get things put in place, because
I’'m getting up there in age...Well, he died without a will,
and he has four kids ... he wasn’t ready to go ... he did
like everybody does ... figured he was too young, and it
wouldn’t happen. And it did.

Similarly, the subtheme, Wanted to learn more about MCI,
encapsulated responses hoping the intervention would
offer more information about the diagnosis of MCI and
what to expect as the disease progresses. Person with MCI,
prototype 2.4, explained:

I had just been recently dealing with issues around
memory and memory loss and having gone through
that whole thing with my dad, because he died of
Alzheimer’s, we just decided, it’s good for us to be doing
some thinking about this. It seemed like a real great op-
portunity to get some professional assistance in terms of
things that we might not think about ourselves.
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As also noted in the theme related to feedback on the in-
tervention, the MCI ENACT intervention did not explic-
itly discuss MCI during the group visits. While the research
team chose not to include a discussion of MCI because it
would be too significant of an adaptation by the research
team, participant feedback clearly noted a desire for atten-
tion to MCI as part of the intervention.

In summary, the quantitative and qualitative findings
provided an opportunity for greater understanding related
to the feasibility and acceptability of a newly designed MCI
ENACT intervention. The advisory panel provided itera-
tive input on ACP materials and formatting for the inter-
vention prototypes. Despite feasibility challenges related
to participant recruitment, the feasibility of intervention
participation (retention for the second group visit, when
appropriate) was high. By analyzing the quantitative and
qualitative data, we identified specific feedback from
participants that influenced intervention acceptability.

Discussion

This research used human-centered design and rapid-cycle
prototyping to refine the ENACT Group Visits intervention
for individuals with MCI and their family care partners.
This research sought to determine if an MCI ENACT inter-
vention is feasible and acceptable. Importantly, consistent
with the importance of using a participatory research ap-
proach when considering interventions for older adults, the
advisory panel reported ACP as a priority for individuals
with MCI and described the need for ACP in a group setting
(Corrado et al., 2020). Similarly, MCI ENACT interven-
tion participants also rated the intervention as acceptable
by reporting they found the group visit setting helpful to
hear others’ perspectives on ACP and beneficial to initiating
conversations about end-of-life planning. Most felt the
format and size of the MCI ENACT intervention were ac-
ceptable, the videos and resources were helpful, and would
recommend the intervention to others. These findings align
with ACP group visits among older adults without MCI
(Lum et al., 2016). However, feedback from both the ad-
visory panel and MCI ENACT intervention participants
indicated that they would like more candid conversations
about the diagnosis of MCI and how it relates to ACP. This
feedback specifically addresses the known need of persons
with MCI and family care partners to reduce ambiguity
in the context of a diagnosis of MCI (Gomersall et al.,
2015). While a discussion of MCI was not the goal of the
MCI ENACT intervention, using the group setting may be
helpful for others to share how they are coping with their
diagnosis of MCI and future care planning.

The feasibility of the MCI ENACT intervention was
limited by recruitment of participants to the prototypes.
Most participants recruited for this study came from the
longitudinal study of MCI conducted at the University of
Colorado Alzheimer’s and Cognition Center, and therefore,

the results may not be generalizable to wider community
settings. These individuals were already involved in re-
search and thus, we were able to recruit those individuals
more easily. Our recruitment rate from the University ger-
iatric clinic (14%) resembled the original ENACT Group
Visits intervention research (13 %; Lum et al., 2020), which
may confirm recruitment challenges for group visit inter-
vention studies in clinical settings, or recruitment for re-
search more broadly.

The qualitative interviews with dyads who participated
in the MCI ENACT interventions indicated that many
participants were unclear what the MCI ENACT
interventions would entail and what to expect. To help with
future feasibility of recruitment, we specifically asked for
recommendations on how to make the description of the
intervention clearer. However, interviewees were unable to
provide any suggestions. In addition, we were unable to
successfully recruit any individuals who were self-referrals.
A few referrals from the Alzheimer’s Association had more
advanced stages of dementia that prevented their ability
to self-consent. Among those who declined after learning
about the study goals, a few described they were hoping
to participate in research that might help find a cure for
MCI and dementia. Given we targeted the recruitment of
individuals in the early stages of dementia, this popula-
tion may be particularly difficult to recruit as they may be
adjusting to the diagnosis and perhaps are not ready to talk
about ACP or end-of-life care.

Limitations

There
Generalizability is limited because participants in the advi-
sory panel and the four MCI ENACT intervention prototypes
were mostly White, highly educated, and motivated to par-
ticipate in research. The relative lack of diversity among
study participants likely results in missed opportunities to
understand important feedback and perspectives on the
design of an MCI ENACT intervention that can be accept-
able to individuals from diverse cultural and socioeconomic
backgrounds. Generalizability is also limited due to the po-
tential for reporting bias by participants (i.e., tending toward
reporting high level of acceptability) and by researchers (i.e.,
lack of independence between intervention team and eval-
uation team) which may have influenced the findings. For
example, the qualitative themes and quantitative accepta-
bility ratings tend to focus on the benefits of the intervention.
Second, while we aimed to recruit individuals with MCI due
to possible Alzheimer’s disease, to maximize feasibility, we
did not require comprehensive neuropsychological testing or
neuroimaging; thus, it is possible that some participants had
nonprogressive etiologies. Lastly, participants and family care
partners were asked in surveys what their future ACP goals
were. However, this research did not follow up to see if those
goals were met. Future research should examine whether
ACP goal-setting resulted in ACP actions following the MCI

were several limitations to this research.
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ENACT intervention (e.g., 3-6 months after the ENACT in-
tervention), and the evaluation should be conducted inde-
pendently of the intervention implementation.

Implications

Use of a pragmatic research approach with rapid
prototyping and multilevel stakeholder engagement
allowed testing of different ACP resources and group visit
formats aimed at helping individuals with MCI and their
family care partners discuss ACP. Overall, individuals with
MCI and their family care partners found the MCI ENACT
intervention helpful and would recommend others to par-
ticipate in future group visits. Specifically, engaging in these
conversations before individuals with MCI lose capacity
may increase the likelihood that an aging, cognitively im-
paired population can participate in important health care
planning. However, despite stakeholder acceptability, a re-
fined MCI ENACT intervention to specifically reach dyads
affected by MCI may have limited feasibility for implemen-
tation into usual care in a clinical setting, as recruitment
of individuals with MCI proved difficult for this study and
would likely face significant barriers to implementation in
real-world practice.
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Supplementary data are available at The Gerontologist online.
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