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Abstract

Background While telehealth may offer promise for accessible, efficient palliative care delivery, leveraging telehealth
technologies as an opportunity to better understand and advance the science of palliative care communication

has been less well explored. Without identifying solutions to overcome challenges to conducting research in the vir-
tual environment, we are unable to conduct the foundational work to offer evidence-based recommendations

for high-quality telehealth, particularly in the context of palliative care. Our objective is to highlight methodologi-

cal challenges in the use of telehealth for the study of palliative care communication and share lessons learned

from using these methods.

Methods This paper is the result of a reflective process and experience across three ongoing observational com-
munication research studies focused on the use of telehealth during serious illness. These research datasets have
been collected from multiple sites and represent rural and urban telehealth palliative care consultations for patients
receiving dialysis (n=34), patients with cancer (n=13), and seriously ill, home-bound patients (n=9). We illustrate
challenges, insights, and recommendations with case studies from these studies.

Results We identify key challenges, and offer recommendations to address them, in telehealth palliative care com-
munication research. Key insights fall within three themes: 1) addressing accessibility barriers to enrollment in tel-
ehealth research; 2) technical considerations regarding how software and hardware choices have implications for data
collection and analysis; and 3) ethical considerations regarding the nuances of consent and privacy in telehealth
encounters.

Conclusions Overall, our approach demonstrates possibilities for the use of telehealth to study palliative care com-
munication and provides a “how-to"example for unique telehealth considerations from data collection through analy-
sis. These strategies can facilitate success with large-scale health communication research studies in the telehealth
context.
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Introduction

Palliative care is an approach that “improves the quality
of life (QoL) of patients and that of their families who are
facing challenges associated with life-threatening illness”
[1]. Evidence supports many benefits to the involvement
of palliative care including: improved QoL and mood,
better symptom control, reduced caregiver burden, and
improvements in continuity and coordination of care
for people living with serious illness and their care part-
ners [2—4]. Effective communication appears to be a key
mechanism through which palliative care improves out-
comes, helping to improve illness understanding and
coping with serious illness [5-10] and align care with
preferences [11, 12]. For people living with serious illness,
telepalliative care (telePC) — remote delivery of palliative
care using telehealth — has the potential to overcome
physical, functional, temporal, and financial barriers
to attending in-person visits [13]. TelePC also offers a
potential mechanism to overcome disparities in access
to specialty palliative care by bringing care to people liv-
ing in areas with limited in-person options [14]. The use
of telePC rapidly increased during the coronavirus pan-
demic [15] and many have called for its sustained use [16]
due to emerging evidence that it can improve QoL and
symptom management for patients [17, 18].

However, there remains a gap in understanding the
processes and mechanisms linking communication to
outcomes in serious illness care [19-21]. Addressing
this gap requires isolating what actually happens during
palliative care conversations — “what is expressed, how,
where, when, and by who” — and evaluating the impact
of these discrete communication elements on patient
experiences and health outcomes [20, 22]. For example,
these conversations often involve discussion related to
important existential questions of identity, meaning, and
purpose [23], and can thus be emotionally demanding.
Helping patients and family members process and cope
with the challenges of serious illness in adaptive ways can
result in more satisfaction and better outcomes, such as
reductions in anxiety and depression [24]. Direct obser-
vation of palliative care conversations can permit the
investigation of the conversational elements that drive
these important patient and family outcomes.

TelePC offers a way to enhance our ability to collect
conversational datasets and observe communication
in a new context [25, 26]. Videoconferencing, with its
ease of recording high-fidelity video/audio, presents
new opportunities for researchers to pursue unob-
trusive observation of real-time PC communication
[27]. This technology presents potential for increased
efficiency in data collection and data analysis as well,
with clinicians recording study visits without requir-
ing additional technology or study staff and automated
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transcription built into some existing videoconferenc-
ing software platforms (e.g., Zoom''). Further, some
researchers are beginning to explore new opportunities
using telehealth to create systems that not only observe,
but provide feedback to clinicians about communica-
tion behaviors in real-time (e.g., non-verbal commu-
nication behaviors such as eye contact) [28], building
interventions into existing technologies.

However, researching communication in this new
context presents hurdles at each phase of research
design — from enrollment through data collection and
analysis, with unique ethical considerations through-
out, including factors such as broadband access and
technological and health literacy. While telehealth
technology continues to evolve, it is useful to iden-
tify current challenges in conducting communica-
tion research in a telePC context and offer suggestions
regarding lessons learned. Given the importance of
communication to palliative care, methodological con-
siderations pertaining to honoring diverse perspectives
and measuring what matters most to the experience of
communication for patients with serious illness and
their families is paramount to advance our understand-
ing and provision of high-quality care. Our objective is
to highlight these challenges and lessons using these
methods, building on the authors’ experience with sev-
eral ongoing communication research studies.

Methods

This paper is the result of a reflective process and meth-
odological adjustments by the authors, who are cur-
rently conducting telehealth research in palliative care.
While telehealth includes a range of technologies that
support long-distance clinical care (e.g., mobile apps,
videoconferencing, shared notes) [29], in this paper we
use “telePC” to describe synchronous palliative care
visits through audio-only or audio—video methods, as
these offer observations of conversations in a similar
context to in-person care delivery, allowing for com-
parison and discovery. We consider the use of telePC
audio/video recordings for the study of communica-
tion during serious illness in three different pilot data-
sets representing recordings of telePC consultations
for patients receiving dialysis [30], patients with cancer
[31], and seriously ill, home-bound patients [32]. These
datasets span rural and urban settings across three dif-
ferent academic medical centers in the northeast US.
Drawing upon our own experience, we identified key
challenges in communication research in a telePC con-
text from enrollment through analysis, discuss lessons
learned, and comment on ethical issues.
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Parent studies

Study 1

In Study 1, KLC led a pilot single arm study of telemedi-
cine facilitated palliative care consultations in rural
dialysis units (Nov 2018-Jan 2020) [30]. The aim was to
determine the feasibility and acceptability of delivering
telePC for 34 patients receiving dialysis in rural dialysis
units by four specialty palliative care clinicians located
centrally at an academic medical center. Because little
was known about the content or processes of palliative
care conversations with dialysis patients, video-record-
ings via Zoom'"" software were analyzed for presence
or absence of serious illness conversation guide content
[33], symptom assessment, emotion expression and con-
nectional silence [34]. All patients provided informed
consent and this study was approved by The University of
Vermont IRB.

Study 2

In Study 2, ECT led a pilot study assessing the feasibil-
ity of measuring palliative care communication in the
telehealth setting, evaluating the quality of recordings
for automated transcription, and qualitatively describing
visit content. Clinician participants recorded naturally
occurring telePC visits with patients with cancer and
their caregivers (April-May 2022). The study included
a sample of three specialty palliative care clinicians and
13 patients receiving care at an academic medical center
in the northeast US. Nine video recordings were ana-
lyzed using a qualitative descriptive approach [35] to
gain insight into palliative care communication in the
telehealth environment. All patients provided informed
consent and this study was approved by the Dana-Farber
Cancer Institute IRB.

Study 3

In Study 3, study authors (ECT, NA, RNH, MR) exam-
ined how clinicians fostered human connection in telePC
encounters [36]. Human connection refers to a sense of
“being known” and is foundational to effective serious
illness communication [37, 38]. This study analyzed an
existing dataset of 9 telePC video recordings obtained as
part of a formative mixed-methods study at two academic
medical centers in rural US states (2019-2020; conducted
by RNH) [32]. Video-recorded visits were analyzed using
a qualitative descriptive approach [35] informed by lin-
guistic ethnography [39] to examine how patient-car-
egiver-clinician communication was shaped by using
videoconferencing. All patients provided informed con-
sent, and this study was approved by the Maine Medical
Center and Vermont Medical Center IRBs.
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Results

Key insights fall within three themes: 1) Addressing
accessibility barriers to enrollment in telehealth research;
2) Technical considerations regarding how software and
hardware choices have implications for data collection
and analysis; and 3) Ethical considerations regarding the
nuances of consent and privacy in telehealth encounters.
Below, we illustrate our insights with case studies from
our collective research, integrated with current literature
through a summative analysis. Finally, we offer practical
recommendations to address each of these challenges in
future research (Table 2).

Theme 1: Addressing accessibility barriers to enrollment
in telehealth research
Case study A

In Study 1, feasibility and acceptability of telePC were the key outcomes
of interest. Given limited broadband coverage for rural communities

in Vermont and differences in access to videoconferencing, authors
decided to deliver telePC to patients while undergoing dialysis at a clin-
ical site. This obviated the need for internet connectivity or access

to hardware at home, as well as familiarity or training with software.
Study personnel delivered the iPad with software loaded, connected

to dialysis facility secure WiFi, opened the application and initiated

the telePC consult with a remote palliative care clinician at the medical
center. This surmounted typical hurdles for this older, rural population
with variable digital literacy.

In our studies, we observed how accessibility barriers —
related to availability of relevant technology, internet
connectivity, and digital literacy — impacted participant
enrollment, and took steps to address them. For example,
in Studies 2 and 3, research personnel provided on-site
facilitation and assistance (e.g., setting up the videocon-
ferencing visit using Zoom', troubleshooting partici-
pants being muted or not visible on screen) for patients
to address differences related to familiarity with tech-
nology or digital literacy. Similarly, patients were pro-
vided tablets/iPads for use during the telePC consult,
overcoming barriers to access to necessary technology
for videoconferencing visits. However, despite this atten-
tion to overcoming some access issues, in Study 3, 5 of
the 9 video-recorded telePC consultations had at least
1 technical issue (e.g., audio lags or intermittent video
blurring or freezing); 1 conversation had such frequent
technical breakdowns that the clinician called the patient
via phone to improve the audio connection while main-
taining videoconferencing for the visual connection. This
study took place in rural Vermont and Maine and under-
scores particular challenges with internet connectivity
and the need for policy to support infrastructure to both
provide and study of telePC in rural areas. Case Study
A illustrates how Study 1 authors addressed these rural
health challenges.
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While we measured and reported on age and race/eth-
nicity in our studies, participant characteristics related to
other relevant factors that we observed may impact tel-
ehealth access and adoption, such as rurality, income, and
digital literacy, were less systematically measured. Fur-
ther, in Study 2, we uncovered that familiarity with pal-
liative care and the palliative care clinician may also impact
recruitment in telePC studies. In Study 2, 10 participants
out of 23 approached declined participation, with almost
one third (n=3) of participants citing their reason for
refusal being that it was their first palliative care visit. On
the other hand, in Study 1, the convenience of telePC pro-
vided within dialysis may have enhanced uptake among
patients not otherwise likely to engage with palliative care.

Summative analysis

Our study experiences are supported by existing litera-
ture that reveals while the use of telehealth is becoming
increasingly commonplace [40], societal level variables (i.e.,
age, rurality, income, and race/ethnicity) may relate to tel-
ehealth access and adoption [41]. Older people are more
likely to be living rurally and have less internet connectivity,
and may use audio-only telephone visits rather than vide-
oconferencing visits [40]. The highest rates of telehealth use
nationally are in Black, Latino or Hispanic, Asian persons,
those on Medicare or Medicaid, and low income individu-
als (<$25,000); yet many of these groups are similarly less
likely to use video and use more telephone visits, perhaps
in response to disparities in broadband or device access
and familiarity with virtual technology [40, 41]. Further, our
study experiences support literature that patients may pre-
fer to have their first visit with a clinician be in-person in
order to feel more comfortable about later video visits [42].
This may influence the study of telePC communication in
that important elements related to the initial encounter
are less well explored [43]. Overall, the selection of popu-
lations or groups whose communication is studied inevi-
tably depends on the availability of devices and software,
adequate broadband internet connectivity, and familiarity
and confidence with navigating telehealth technology; dif-
ferences exist in regard to each of these factors that impact
the study of the science of telePC communication.

Theme 2: Technical considerations regarding how software
and hardware choices have implications for data collection
and analysis
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Case study B

Case study C

In Study 2, the typical
protocol for telehealth visits
was to use an institutionally-
affiliated Zoom™ platform
embedded within the elec-
tronic health record (EHR).
However, because of insti-
tutional privacy concerns
regarding recording and sav-
ing encounters locally,
clinicians in this study used
standalone Zoom™ encoun-
ters, outside of the EHR. This
disrupted the standard clini-
cal workflow for study visits
for clinicians and patients,
leading to unforeseen barri-
ers to recording and contrib-
uting to an overall recording
rate of 69% (9/13 visits

were recorded, with one
consultation not recorded
due to the program updat-
ing during the visit and one
visit not being recorded due
to the patient being unable
to log on using a new visit
link). Further issues arose
related to saving visit record-
ings for two visits. After
completing a visit using
Zoom™ clinicians in our
study would save the video,
initiating a conversion
process. However, if a new
visit was started during this
conversion process, this
cancelled the conversion
and resulted in the recording
being lost. During a busy
clinical day with back-to-
back visits, taking the added
time to convert recordings
between visits presented

a challenge. Over the course
of the study, the study

team updated our protocol
to have study personnel
on-site for the first consult,
which increased success
with visit recording (Clinician
1: 40% (2/5); Clinician 2:

80% (4/5); Clinician 3: 100%,
(3/3)), however this required
additional study resources

In Study 3, there were three available views depending
on how the clinician arranged their videoconferencing platform
when recording: A) equal gallery view (can see clinician
and patient at the same time, with each participant the same
size) (n=3); B) nested gallery view (can see clinician and patient
at the same time, with clinician screen nested as a small window
within full-screen patient window) (n=3); and C) active speaker
view (can only see the person speaking) (n=3). Equal gallery view
allowed for analysis of all communication behaviors — verbal, non-
verbal, and paraverbal. However, nested gallery view and active
speaker view limited the observable communication behaviors
for analysis. In nested gallery view, with a large patient and small
clinician view, while all parties were visible, the small clinician view
made it difficult to capture clinician facial expressions. In active
speaker view, with the view switching back and forth according
to who is speaking, this resulted in the loss of the non-speaking
participant’s nonverbal reactions

A. Equal Gallery View

B. Nested Gallery View

C. Active Speaker View
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Software

Before initiating the study, important ethical issues
related to ensuring confidentiality and privacy in trans-
mission of the interaction are critical. In our three studies,
telePC consultations occurred using two videoconfer-
encing platforms, Health Recovery Solutions Clinician-
Connect and Zoom'". These platforms were used for
research because clinicians in our studies were familiar
with them for the delivery of clinical care as well as them
meeting institutional privacy requirements (i.e.,, HIPAA
compliance). However, we observed issues related to the
technical implementation of the use of videoconferenc-
ing software for research where research protocols for
recording and saving conversation data were challenging
to implement within the routine flow of patient care (see
Case Study B from Study 2). In addition to issues with the
technical implementation of the use of videoconferenc-
ing software for research, we observed this approach also
raises analytic concerns where the recorded layout view
of the visit is determined by the person recording. In all
our studies, clinicians recorded visits; Case Study C from
Study 3 illustrates how this might influence analysis and
interpretation of findings.

Hardware

In addition to software, the use of hardware, such as cam-
eras, microphones, and/or headphones, has implications
for the quality of the recording. In our study experiences,
we observed the quality of audio recordings influenced
the performance of automated transcription approaches
to enable analyses. In Study 1, audio-recordings recorded
using Zoom"" were automatically transcribed by the soft-
ware and checked for accuracy by a human researcher.
During this process, we uncovered and documented pos-
sible reasons for inaudible sections, and their absence
(Table 1).

Summative analysis

Our study experiences reveal that technical considera-
tions regarding software and hardware have implications
for what and how conversation data is recorded, stored,
and can later be analyzed.

First, choice of videoconferencing software may dictate
ease of recording, saving, and automating transcription.
Researchers must navigate concerns that asking clini-
cian participants to record visits once patients have con-
sented to study participation may exacerbate an already
burdened clinician who is navigating telehealth [44].
Further, when the clinician view is captured in record-
ings, this means that challenges with internet connectiv-
ity causing a lag or break in audio and/or video will only
be recorded as seen by the clinician, not by the patient/
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Table 1 Examples of how audio quality influences automated
transcription

Possible Reasons for Inaudible Transcript Sections

Participants speaking quietly

Participants speaking over each other

Poor internet connection

Poor audio (usually on patient side)

Unfamiliar language (medical speak)

Speaker accents or difficulty speaking (illness-related)

Unbalanced sound levels (louder on one side, usually clinician)
Environmental noise (beeping, conversation, machine sounds, radio/TV)

family. Technical difficulties, especially those related to
connectivity, are often the most cited challenge to tel-
ehealth communication [45]. Using the clinician record-
ing, while reducing patient burden, raises the concern
that the “voice of medicine” — the technical, scientific,
“objective” reality — is prioritized over the “voice of the
lifeworld” — the subjective reality of the patient — in the
clinical encounter [46]. Recognizing this assumption
during analysis is important to enable realization of the
potential benefits of telehealth, that the shared digital
reality of patient and clinician can shift the traditional
power dynamic in health care encounters to be more
equal, democratizing the visit [47].

Though not directly explored in our studies, how the
digital interface of a telehealth consultation platform
shapes communication remains an underexplored fea-
ture of the conversational context [20]. Some have sug-
gested that telehealth environments are hybrid care
environments, fusing digital and physical elements [47].
Physical surroundings of the patient and clinician envi-
ronment interact with the digital user interface, the
buttons or other interactive elements, of the videoconfer-
encing software. Questions arise regarding how aspects
of the user interface (e.g., usability, aesthetics) may influ-
ence how patients and families engage in conversation
as well as how they perceive communication quality.
For instance, the familiarity of the interface may add to
the cognitive load of participants and therefore influ-
ence their ability to be fully present in the conversation.
Empirical work in this area has just begun to explore how
telehealth environments affect patient experiences [48].
Emerging findings suggest that seriously ill patients may
experience a negative impact from viewing themselves
while engaging in a telePC consult, becoming distracted
by appearing older or sicker than their own self-image
[32]. Additionally, an evolving area of inquiry is investi-
gating the integration of automated, real-time feedback
about clinicians’ communication behaviors into video
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consultations (e.g., monitoring and providing feedback
on non-verbal communication behaviors like eye con-
tact) [28].

Hardware selection, such as accessing telehealth
through a tablet versus a phone or the use of micro-
phones and headsets, can shape both what is recorded
as well as the quality of recordings, and thereby influence
analysis. This observation aligns with findings from in-
person communication research that high quality micro-
phone set-ups, such as multiple shotgun microphones,
can facilitate cleaner data capture, filter background
noise, and facilitate speaker identification [49]. The
availability and use of headphone-based microphones
for participation in telehealth encounters may improve
audio quality for later automated transcription, as well
as providing an added sense of privacy when moving to
a secluded space is not possible (e.g., in communal living
spaces or in inpatient settings), helping to address exist-
ing concerns about equity in telehealth encounters [50].
Rapidly improving methods for automated speech recog-
nition may also help to address this issue, increasing the
accuracy and performance of automated transcription
over time.

Theme 3: Ethical considerations regarding the nuances

of consent and privacy in telehealth encounters

Case study D

In Study 3, only one consultation was dyadic; the major-
ity included one or more parties in addition to the
patient, including professional and family care partners.
This could lead to challenges determining who was pre-
sent/not present and whether they were participating in
the consult (and from a research perspective, if they were
consented). Often, despite attempts at introductions in
the beginning of the conversation, a new party entered
the conversation in the middle, voicing their contribu-
tions from both on and off-screen. For example, in one
encounter the palliative care clinician noticed the pres-
ence of a home care nurse in addition to the patient and
family care partner who they had been speaking with at
the end of the visit; the palliative care clinician subse-
quently invited the home care nurse into the conversa-
tion noting, “I didn’t know you were there,” (Conversation
2, Study 3).

In our studies, family caregivers and other partici-
pants were anticipated and included based on context
(i.e., other clinical setting, office visit, home). In Study
1, patients were recruited at dialysis and provided con-
sent in advance of their scheduled telePC visit. They
were invited to bring family or caregivers; however, none
selected this option, as caregivers are rarely present in
dialysis. In Study 2, patients were consented prior to the
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recording of their telePC visit and they were invited to
include family/friends who attended visits with them.
This resulted in 46% (1n=6/13) of participants enrolled
having a caregiver present. However, as Case Study D
from Study 3 reveals, unplanned or unanticipated addi-
tional conversation participants often arrived mid-tel-
ehealth appointment. In our work, if investigators were
unable to consent parties ahead or after the consult, the
contributions of these individuals were excluded from
analysis.

Summative analysis

The nature of telehealth is such that it can be diffi-
cult to know who may be in the room or able to over-
hear the interaction. Because conversations are taking
place between participants in different physical loca-
tions, the boundaries of the conversational environment
may be fluid (i.e., if a patient is walking) and ill-defined
(i.e., if others are in the patient’s room who are not vis-
ible or audible to the clinician). As others have written,
this makes “reading the room” exponentially more chal-
lenging in a virtual encounter [51]. This raises questions
about both consent, privacy and equity, as well as having
implications for whose data is collected and included in
later analyses.

We observed that additional participants in the inter-
action pose some ethical concerns for research, such
that they may not be formally consented to participate
in research, and may only enter the room temporar-
ily. Further, equity concerns arise when considering that
all participants — especially those with mobility issues
— may not have a private space to engage in telePC con-
sultations, or may have difficulty asking others, such as
caregivers, to leave. This lack of autonomy around pri-
vacy in telePC may in fact be similar or better than in-
person interactions, where patients may rely on others
for transportation and mobility assistance to attend
appointments. Still, the presence of others may influence
conversation — either inhibiting disclosure, or conversely,
offering important information and support in the con-
versation [52], as well as richness and ecological validity
to the data. The presence of others in encounters may be
purposeful — for example, an LGBTQ + patient may not
yet feel comfortable if their provider knew of a same-sex
partner [53] — or accidental. Investigators should con-
sider decisions about removal/retraction of certain data,
such as blurring faces or altering voices for incidental,
non-consented conversation participants. Because this
cannot be done in the moment, a plan should be in place
regarding data storage and processes to enhance data
security and privacy.
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Table 2 Recommendations to address key telePC communication research challenges

Consideration Goal Recommendation
Enrollment Prioritize equitable recruitment and representation in tel-  Report age, race/ethnicity, rurality, income, digital literacy,
ePC studies familiarity with palliative care

Address differences in technology literacy

Ensure equitable data collection across participants

Data Collection and Analysis  Address issues related to confidentiality and privacy
in transmission of the interaction

Consider key communication behaviors of interest
and how this might guide study setup

Ensure clear communication

Maximize accessibility

Maximize recording quality

Provide pre-training for participants prior to conducting
telePC study; this may include clinician training depending
on clinician familiarity with the videoconferencing platform
used for recording

Consider availability of research personnel during study
visits for assistance with technology

Provide tablets (and other technology e.g. headphones)
to study participants

Consider whether participation in a clinic or other study
location may be necessary to overcome challenges

with internet connectivity, as well as how this change in set-
ting may influence the conversation

Utilize a platform that includes end-to-end encrypted,
secure space, and only transfer in encrypted channels

Obtain regulatory approvals

Different software settings influence availability of com-
munication behaviors for analysis; if nonverbal behaviors are
of importance, consider Equal Gallery View

Consider how aspects of the digital user interface may
influence the interaction and may be an important feature
toinclude in analysis

Consider the clinician’s physical surroundings and possibili-
ties to explore how aspects of the contextual environment
influence patient experience in a virtual encounter

Reflect on how who is recording may influence the view
of the conversation (i.e, if recording from the clinician
or patient perspective)

Perform a system check prior to the visit:

1) Ideally, software and hardware should be assessed at least
15 min before a visit (e.g., making sure videoconferencing
software is installed and updated)

2) Clinicians may consider initiating this system check

at the start of their workday when preparing for the day’s
visits or this can be done by a research or medical assistant

At the start of the visit:

1) Check that all parties are audible and visible to ensure
clear communication as well as adequate set-up for data
collection

2) Set the stage for potential technical disruptions and make
a specific plan for what to do if the visit is disconnected

With participant permission, consider use of closed captions
to improve access for those with hearing impairments
and to provide a written record of the exchange

Position the tablet (or other device) on a stable surface
to assist with recording quality

Use high-quality cameras and microphones to maximize
data available for analysis

Remind both patient and clinician to take steps to minimize
background noise as much as possible

Encourage all parties to be centered in the middle

of the screen with their full face and upper shoulders visible
with camera at eye level to maximize nonverbal behavior
recording
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Table 2 (continued)
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Consideration Goal

Recommendation

Ethical Considerations Assess who is “in the room”

Ensure that all parties have consented to participation

in the study

Make a plan for interruptions by other parties

Consider both on and off-screen participants:

1) Before initiating the encounter, instruct all participants
to select a private space for the televisit

2) Review who is present, both on and off screen

3) Ask the patient to share if someone is entering the room,
as well as considering reasons for off-camera participants

Review consent with all parties, with particular privacy and
confidentiality concerns:

1) Review the small risk of breach of confidentiality, similar
to providing PHI in other types of research studies

2) Although headphones may offer the illusion of pri-
vacy and can improve audio quality, participants should
be reminded that their conversation may still be heard

by observers

Anticipate, when possible, whether telePC patients will have
others with them and create formal consent procedures
for this

At a minimum, ensure that verbal consent is provided
when others (unexpectedly) appear in audio or video [54]

Make a plan for potential incidental data capture (i.e., voice
or image) of non-consented conversation participants

Recommendations
Research investigating communication via telePC pre-
sents a number of methodological challenges. In Table 2,
we outline key considerations, goals, and recommen-
dations to address these challenges when designing
research projects.

Discussion

TelePC offers a new way to collect conversational data-
sets and study palliative care communication, facilitating
contextually relevant “real-world” health communica-
tion research with applications to clinical practice. Yet,
collecting data in this new context requires planning for
enrollment, data collection and analysis, and data man-
agement and protection. In this article, we highlight solu-
tions to challenges we faced within the context of our
three, pilot telehealth communication studies involving
more than 50 patients with different serious illnesses,
across rural and urban settings. These strategies can
inform other large-scale health communication research
studies in the telehealth context.

Learning from our experience, we emphasize recom-
mendations for investigators in study design, enroll-
ment, data collection, and consent. During study design,
investigators should consider how their study question
can guide study set-up, in particular, reflecting upon
which communication behaviors they aim to capture
for later analyses — this includes nonverbal communica-
tion behaviors, as well as contextual aspects of the digi-
tal user interface and clinician’s physical surroundings.

Answering these questions will guide hardware and soft-
ware set-up to enable rich data collection. During enroll-
ment, we emphasize addressing accessibility barriers in
telehealth research, including addressing differences in
technology literacy and access to necessary hardware,
as well as measuring and reporting on variables that
may impact telehealth access and adoption (e.g., rural-
ity, income, and digital literacy). Data collection requires
hardware and software considerations to maximize
accessibility as well as recording quality; this includes
performing systems checks prior to the visit, using high-
quality microphones, and thoughtful camera positioning.
Standard processes of consent can be adapted to assess
who is “in the room” at the start of the visit, ensuring
consent of all parties, and making a plan for interrup-
tions by other (potentially non-consented) parties. Many
of these recommendations mirror current communica-
tion guidelines for telehealth serious illness care, espe-
cially in regard to clinician camera and body position
to enable clear communication, suggesting our research
recommendations are in alignment with current practice
guidelines [44, 47, 55—-64]. Our recommendations build
on existing guidelines by detailing how the way visits are
recorded influences communication behaviors that can
be studied, with particular emphasis on ethical research
practices in this new context.

We recognize that following all of these recommen-
dations is not always possible. For instance, one of the
benefits of telehealth is the flexibility to join appoint-
ments from places outside of one’s home. However, even
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when joining an appointment from an office breakroom
or coffee shop, it is likely still possible that a patient can
position themself so that their face and upper shoulders
are fully visible. It may not be possible to minimize dis-
tractions, and in this case, judgment must be used to
determine whether the consultation/study visit needs
to be rescheduled for a better time and environment for
communication and data collection. Further, states, sys-
tems, and institutions may have laws or policies that may
impact telehealth appointment availability or platform,
recording, or data storage [27, 65, 66]. Researchers must
work within their regulatory landscape, which may limit
data availability or quality.

Conclusions

TelePC presents an opportunity to expand access to pal-
liative care services for seriously ill people, offering par-
ticular benefit to those living in traditionally underserved
areas. Considering the growth of telePC and the potential
benefits it offers for patients and families [18], there has
been a call to systematically evaluate the use of telePC
[26, 67]. This systematic evaluation requires the study
of real-world telehealth encounters, to enable an under-
standing of what is actually happening in the encounter
and link communication to outcomes [20]. With atten-
tion to the challenges and recommendations described
herein, researchers can work to identify communication
mechanisms that promote positive patient and caregiver
outcomes. Ultimately, this work can inform the develop-
ment of virtual communication skills training for clini-
cians toward improved telePC delivery.
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