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Abstract

Background: Care partners (CPs; relatives, and friends) are an integral part of the care 
team for persons living with dementia (PLWD) residing in long-term care facilities, where 
good communication is critical. Existing interventions to support CP communication skills 
while effective, are resource-intensive and often deploy a top-down approach, limiting 
uptake and sustainability.
Objective: To adapt our existing in-person coaching session intervention to an online 
CONversaTion cAre Coaching Tool (CONTACT), and obtain feedback on its acceptability, 
appropriateness, and feasibility.
Method: We developed and tested CONTACT using a multi-method approach in an itera-
tive co-design process: (1) In-person coaching session content was adapted to an online 
platform (REDCap); (2) 3 professionals with clinical/research expertise in caregiving, nursing, 
social work, and gerontology provided feedback, which was incorporated into the next it-
eration; (3) CONTACT was tested by two cohorts of CPs, who then completed an online sur-
vey rating the tool’s acceptability (4 items), appropriateness (4 items), and feasibility (4 items) 
on a scale of 1=strongly disagree to 5=strongly agree, and participated in a subsequent focus 
group session. Data were analyzed using summary statistics and content analysis.
Results: CPs (n=8) favorably rated the tool. Mean ratings for acceptability ranged from 
4.13 – 4.25 mean ratings for appropriateness ranged from 3.88 – 4.43, and mean ratings 
for feasibility ranged from 4.13 – 4.57. CPs reported that the tool was clear, simple, in-
formative, and logically organized and that it provided direction and structure for starting 
a conversation. They liked that instructions were provided via video and in writing, the 
definitions of terms, and large response buttons. CPs recommended additional videos 
depicting different scenarios.
Conclusion: Utilizing a collaborative co-design process to develop our tool empowered 
CPs to advocate for important features of CONTACT, including the type and method of 
providing information to foster communication skills that would support them in having 
conversations.
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O r i g i n a l  R e s e a r c h

Background
About half of the 2.2 million people residing in 
U.S. long-term care (LTC) settings such as nurs-
ing homes or assisted living facilities are living 
with Alzheimer’s disease and related dementias 
(Harris-Kojetin et al., 2016). Care partners (CP; 
family members, friends, or neighbors) of per-
sons living with dementia (PLWD) often serve 
as their proxy decision-makers. Yet, many LTC 
settings lack structure or resources to coordi-
nate care routinely or effectively (Gilissen et al., 
2017; Kemp et al., 2019), including discussions 
about end-of-life (Furman et al., 2007). For ex-
ample, routine care plan meetings infrequently 
included discussions related to end-of-life care 
options, despite CPs expressing concerns about 
resident decline (Puurveen Cooke & Baumbusch, 

2018). Excluding CPs from care conversations 
and decisions (Puurveen et al., 2018) can perpet-
uate feelings of uncertainty, lack of knowledge 
or confidence in healthcare settings, as well as 
discordance in an understanding of end-of-life 
(EOL) preferences between CPs and staff (Fether-
stonhaug et al., 2019; Towsley et al., 2022). In 
the post-COVID-19 context where LTC settings 
struggle with staffing, the role of the CP has nev-
er been more crucial. Care partners often serve 
in the role of being an advocate or intermedi-
ary between the resident, staff, and other family 
members and friends, and effective communi-
cation is a critical skill. Communication skills of 
CPs vary and can influence the care of PLWD 
(Kemp et al., 2019). They constitute a necessary 
part of the care team and need to feel empow-
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ered to have a voice. Unfortunately, CPs may feel 
unsure of their place in this type of setting, may 
lack confidence and be unsure how to be active-
ly involved in care conversations, and may not 
be sure what to say or advocate for (Kemp et al., 
2020; Keast et al., 2020). In fact, a recent review 
of online resources for informal CPs for PLWD 
found that although there is a lot of content on 
engaging in consultations, more emphasis is 
needed on resources for CPs to engage in timely 
conversations, advocate for PLWD preferences 
or continuity of care, foster communication and 
relationships among family and care teams (Go-
nella et al., 2019; Gonella et al., 2022; Kemp et 
al., 2020; Keast et al., 2020).

In-person or “live” family coaching sessions
We developed an intervention consisting of 
three iterative coaching sessions to empower 
CPs of residents in LTC to engage in and fa-
cilitate care conversations, where CPs reflect 
on their self-efficacy, knowledge, and compe-
tence as caregivers to act on a goal--to facilitate 
conversations about resident care preferences 
(Cattaneo & Chapman, 2010). To guide coach-
ing session development, we used Cattaneo 
and Chapman’s (2010) Empowerment Process 
Model which includes 6 components consist-
ing of setting a meaningful goal, taking action 
toward the goal, and reflecting on the impact 
of the action while drawing from one’s self-ef-
ficacy, knowledge, and competence. The focus 
is on change in human interactions while ac-
knowledging that social context plays a role in 
the overall impact of the person’s experience 
(Cattaneo & Chapman, 2010). Each coaching 
session aligned with an empowerment model 
element (i.e., goals, actions, impact) and includ-
ed a worksheet to record the session, including 
the proposed goal, barriers, facilitators to hav-
ing conversations, caregiver’s strengths, and the 
steps planned to achieve the goal. The work-
sheet provided a list of “Conversation starters” 
and “Reflective listening skills” to facilitate sup-
portive non-threatening conversations.

Coaching sessions included four steps: (1) edu-
cation about LTC to clarify key terms and pro-
cesses (e.g., care conferences, levels of care, and 
treatment preferences near EOL); (2) guidance on 
goal setting for CPs to identify what is important 
to them (e.g., conveying resident preferences to 
care team), identifying strengths they bring to the 
conversation, and strategies and phrases to foster 
communication; (3) taking action by creating a 
plan to achieve the goal (e.g., identify date to par-
ticipate in care conference); and (4) reflection of 
the impact of achieving the goal (e.g., confidence 
and competence in communicating needs or 
preferences leading to improved communication 
quality that builds relationships, informs decisions 

and provides emotional support to caregivers). 
In these in-person sessions, CPs acknowledged 
talking about EOL is difficult but necessary, and 
conveyed that setting specific, achievable goals 
and taking concrete actions identified in coach-
ing sessions was helpful (Towsley & Terrill, 2020). 
Despite reporting frequent communication, CPs 
identified gaps in their knowledge about the resi-
dent’s preferences for care, especially related to 
potential transitions (e.g., higher level of care) 
and near EOL (Towsley & Terrill, 2020).

Effective communication around preferences for 
now and end-of-life is recognized as a critical 
component of better care. A recent systematic 
review of provider-focused communication in-
terventions found only “inconclusive” evidence 
for improving communication between health 
providers and “dying people and those close to 
them” (Ryan et al., 2022). Several systematic re-
views on communication skills training interven-
tions for informal CPs of PLWD found that these 
tend to be effective in increasing the CP’s com-
munication skills, competencies, and knowledge, 
and in improving QOL for the PLWD (Eggen-
berger et al., 2013; Nguyen et al., 2019). However, 
all of the interventions included in these reviews 
were relatively resource-intensive, requiring mul-
tiple in-person/face-to-face sessions, and were 
conducted by a skilled therapist or similar. This 
makes scalability and sustainable implementation 
difficult. The COVID-19 pandemic compounded 
CP communication challenges revealing a crucial 
need and opportunity to improve the scalable 
and sustainable potential of our intervention.

Traditional intervention development has fol-
lowed a top-down linear approach in which an 
academic expert develops, pilot tests, and effi-
cacy tests an intervention in controlled settings 
prior to delivering it to the public. Unfortunately, 
this can lead to interventions that are efficacious 
in controlled settings but fall short once the inter-
vention is moved to the community (“implemen-
tation cliff”), often because it lacks input from 
real-world stakeholders/end-users and is not 
relevant or usable by the intended population 
(Weisz et al., 2006; Ng & Bearman, 2014). The 
National Institutes of Health (NIH) Stage model 
for the development and evaluation of behavio-
ral interventions offers an alternative non-linear, 
iterative, and mechanism-focused approach that 
aims to address this disconnect by promoting the 
development of interventions that are both maxi-
mally potent and implementable (Onken et al., 
2014). Using community engagement is one way 
to ensure greater translation and scalability of 
research-based interventions to practice (Ahmed 
& Palermo, 2010; Lindeman et al., 2020; Waller-
stein & Duran, 2010).
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Research aim/Questions
We adapted our “live” in-person coaching ses-
sion intervention to a more accessible, asynchro-
nous, and scalable tool to help caregivers have 
an active role in care decisions and conversa-
tions. The purpose of this study was to obtain 
feedback on our CONversaTion cAre Coaching 
Tool (CONTACT), specifically on the acceptabil-
ity, appropriateness, and feasibility of the tool 
with a focus on content and function. This ap-
proach was used to ensure that the tool was rel-
evant and usable to care partners and informed 
by the NIH stage model (Onken et al., 2014). 
The goal of CONTACT is to help caregivers be 
prepared for conversations such as communicat-
ing what matters to the resident with dementia, 
the resident's change in condition, the potential 
need for a different level of care (e.g., hospice), 
and treatment decisions (e.g., intubation).

Methods
Developing CONTACT
First, we partnered with a software developer 
from the Therapeutic Games and Apps Lab on 
our campus to consider possible solutions (e.g., 
app or website) where CPs could engage in an 
interactive way so the coaching aspect was kept 
intact. Based on those conversations we trans-
ferred our coaching session content to REDCap 
and labeled the intervention CONversaTion 
cAre Coaching Tool (CONTACT). We asked 3 
professionals with clinical/research expertise in 
caregiving, nursing, social work, and gerontol-
ogy to review CONTACT and provide feedback 
on organization, features (e.g., worksheet) con-
tent, and tolerability (e.g., time to complete). One 
professional reviewed the tool a second time to 
verify the incorporation of feedback.

We first transferred content to REDCap - a con-
sumer off-the-shelf tool typically used for creat-
ing questionnaires and other survey content (Van 
Bulck, Wampers, & Moons, 2018). A potential 
disadvantage of this approach is that the soft-
ware infrastructure limits the degree of interac-
tivity possible within the intervention. However, 
the advantage of REDCap is that it allowed us 
to prototype the coaching tool very rapidly and 
enabled us to commence collecting feedback 
from researchers, community partners, and clini-
cal experts (Williams & Cockburn, 2003). We 
used the survey features to prompt users through 
the coaching session content, which constructed 
a printable worksheet outlining their individual-
ized goal for having a conversation.

The feedback we received from our professional 
beta testers included the lack of human element 
that was lost in the transition to digital. Addition-
ally, some users were having trouble navigating 
the tool or did not understand how to apply the 

tool to their own situation. We saw this as a 
design opportunity and began producing video 
introductions for each section. These introduc-
tions reestablished the human element to the 
coaching session process and provided context 
and guidance for users as they navigate through 
the coaching tool (Williams & Cockburn, 2003). 
With these adaptations, we sought the next step 
to assess our online tool.

Survey and focus group session
To evaluate our adaptation of the coaching ses-
sions to CONTACT, we used quantitative and 
qualitative approaches to engage community 
partners, who had experience as CPs, to com-
plete the online coaching tool, complete a sur-
vey and provide design feedback via two focus 
group sessions. This approach enabled an itera-
tive, collaborative process, to adapt our coach-
ing sessions to a personalized, online tool to em-
power caregivers to be prepared for conversa-
tions. The University of Utah Institutional Review 
Board approved this study.

Setting and participants
All development activities and focus group ses-
sions occurred virtually via REDCap or Zoom. 
Adults who identified as current or past CPs of 
an older adult were English-speaking, and will-
ing and able (e.g., access to a computer) to par-
ticipate and were eligible to complete the online 
tool and partake in the focus group session.

Procedures
Two weeks prior to the focus group sessions, we 
sent participants a link to complete CONTACT 
and a brief survey (via REDCap). GLT moder-
ated and ALT co-moderated both focus group 
sessions. We reviewed the purpose of the study 
and session procedures for a successful discus-
sion online. Focus groups lasted 75 minutes and 
were audio recorded.

Measures
The REDCap survey asked participants about 
their experience using the tool. Questions in-
cluded 12 items rated on a Likert scale from 
completely disagree to completely agree about 
acceptability (e.g., “I like the online coaching 
tool”), appropriateness of the intervention (e.g., 

“The online coaching tool seems applicable”), 
feasibility (e.g., “The online coaching tool seems 
doable”) (Weiner et al., 2017). Participants were 
asked about their specific user experience; for 
example, how long it took them to complete 
the tool, whether they completed it in one sit-
ting, and whether they talked with anyone else 
while completing the tool. Several open-ended 
questions asked participants to expand on their 
user experience; for example, what worked well 
and what did not, and what other content might 
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be helpful. Finally, participant comfort with using 
technology was assessed and basic demographic 
information was collected.

A semi-structured interview was used to guide 
the focus group discussion. The first set of ques-
tions focused on feasibility (e.g., ability/ease to 
complete the tool), inviting participants to first 
share their overall impression of the tool, fol-
lowed by asking about what worked well, what 
did not, and whether the tool was easy to use and 
intuitive to navigate. The next set of questions fo-
cused on the appropriateness of the tool includ-
ing the function of CONTACT, and comprised 
questions about specific content that is useful or 
less useful, and whether there was any additional 
content they would deem helpful. The third set 
of questions focused on acceptability and asked 
participants to describe how they thought this 
tool could be useful, how this tool could make 
conversations easier or harder, and when and in 
what settings CONTACT might be used. We also 
asked participants to tell us about features that 
were essential to using the tool, and what features 

that were not included might be helpful.

Data analysis
Demographics were managed in REDCap. Sum-
mary statistics were calculated. Audio recordings 
of focus group sessions were transcribed and 
verified to the recording. Using directed content 
analysis (Hsieh & Shannon, 2005), all members 
of the research team (GLT, ALT, GB) coded and 
categorized transcripts by feasibility, appropri-
ateness, and acceptability. Both positive and 
negative codes were discussed. Discrepancies 
in coding were resolved in team meetings. Sur-
vey and interview findings were analyzed sepa-
rately and converged at the interpretation phase 
(Creswell & Plano Clark, 2017).

Results
Table 1 shows the demographic characteristics 
of the CP experts. Most were female, White, and 
current or recent CPs of PLWD at home or in 
LTC settings. All CP experts agreed or complete-
ly agreed on their ability to use the Internet for 
various tasks (e.g., completing surveys).

Table 2 shows the means and standard devia-
tions and CP exemplars related to acceptability, 
appropriateness, and feasibility. Acceptability 
survey item ratings ranged from 4.13 to 4.25. 
Qualitatively, CPs conveyed that the tool was 
informative, provided direction for having a con-
versation, and could be useful in a variety of sce-
narios. They liked the definitions provided in the 
tool as a way to get “everyone on the same page” 
as well as people can choose which definitions 
to click. Survey item responses related to appro-
priateness ranged from 3.88 to 4.43. In the focus 
group session, CPs noted that they appreciated 
that instructions were provided in writing and 
via video and that they had the ability to cus-
tomize the tool to their personal situation. Survey 
item ratings about feasibility ranged from 4.13 to 
4.57. CPs conveyed that the tool was simple and 
easy to navigate, and appreciated that the icons 
and buttons were easy to read.

Care partner expert recommendations
Our expert CPs made a few recommendations 
related to the content and features of CONTACT. 
First, CPs recommended that we refine a few defi-
nitions to be more audience-friendly (e.g., psycho-
social). Second, CPs also suggested we include a 
variety of conversation scenarios, such as talking 
with other family members. Third, CPs recom-
mended adding additional resources related to 
dementia, such as different types of dementia, 
different levels of care, especially when having to 
move from one setting to another (e.g., assisted 
living to a nursing home), and steps to take when 
the person being cared for dies. Two features that 
CPs thought would support them in attaining their 



5

A multi-method co-design approach to develop CONTACT

goal included improving the worksheet function-
ality and providing email reminders to undertake 
the actions specified to reach their goal.

Discussion
Including CPs of residents living with dementia as 
part of the care team is critical. Coaching sessions 
that focus on encouraging conversation support 
the increased need to provide CPs with communi-
cation skills to navigate person-centered care and 
care coordination in long-term care settings (Go-
nella et al., 2019; RAISE, 2022; Kemp et al., 2020). 
Using a co-design approach, we enlisted CPs to 
complete CONTACT and provide feedback in a 
focus group session. Our CPs deemed our online 

tool feasible, acceptable, and appropriate, noting 
that the video portions provided greater clarity 
and context around the coaching process, and it 
was easy to use. More specifically, CPs confirmed 
that they liked the educational content that was 
provided via video and in writing lending the tool 
to multiple forms of engagement (e.g., audio, vid-
eo, text). Further, they conveyed that the structure 
provided to facilitate setting a goal for engaging in 
a conversation was helpful.

Long-term care settings are under-resourced, un-
derstaffed, and have limited access to information 
technology specialists for non-critical services. 
Any software deployed within LTC settings would 
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have to be readily accessible, highly stable, and 
easily implemented in a variety of circumstances, 
which REDcap offered. While the software in-
frastructure in some ways limited the degree of 
interactivity possible within the intervention, it 
allowed us to prototype the coaching tool very 
rapidly, so that we could begin to collect feed-
back from professional and CP experts (Williams 
& Cockburn, 2003). Using REDCap as the plat-
form provided us with features that promote ac-
cessibility such as the ability to increase text size 
or text-to-speech translations. Using an iterative 
cycle of building out features, seeking feedback, 
and then making changes throughout the devel-
opment and adaptation process improved the 
quality, applicability, and scalability of the tool 
long term (Williams & Cockburn, 2003).

Limitations and strengths
Our research is limited by the small, non-racially 
and ethnically diverse sample, and only includ-
ed CPs who read and write in English, limiting 
generalizability. This sample of CPs also had few 
problems using a computer, which may be one 
reason why they rated the tool as easy to use. 
However, one person was unfamiliar with com-
puter use in general. Our work aligns with the 
National Institute on Aging stage model, specifi-
cally Stage I, which focuses on implementation 
and fostering the development of health behavior 

interventions (Onken et al., 2014). By engaging 
CPs early in the development process, we miti-
gated potential pitfalls that could occur by using 
more traditional comments that include delivery 
of an intervention in a finalized state without 
end-use input (Onken et al., 2014; Ahmed & 
Palermo, 2010; Wallerstein & Duran, 2010). Our 
choice to use REDCap led to rapid development, 
iterative revisions, and a product ready for test-
ing. Recommendations for future studies include 
better participant representation and a larger tri-
al examining the feasibility, acceptability, and CP 
outcomes such as goal attainment or increased 
self-efficacy in having conversations could be 
examined. In the long term, our online tool is 
suitable for an embedded pragmatic trial.

Conclusions
Our collaboratively codesigned tool empowered 
CPs to advocate for important features of CON-
TACT, including the type and method of provid-
ing information to foster communication skills 
that would support them in having conversations. 
Ensuring that CPs, who serve as proxy decision 
makers for PLWD when they are no longer able to 
communicate, understand residents’ preferences 
is vitally important for both the PLWD and CP’s 
quality of life. Enhancing the communication skills 
of CPs via CONTACT may be a promising way to 
support CPs as an integral part of the care team.
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