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ABSTRACT

Introduction Increases in the use of telehealth in palliative
care (telepalliative care) prior to, and during, the COVID-19
pandemic have resulted in a proliferation of studies on the
topic. While knowledge is building on how providers and
recipients adapt to telepalliative care, no reviews have, as of
yet, examined telepalliative care from a patient and family
perspective. Therefore, the aim of this integrative review is to
explore patients and families’ perspectives on telepalliative.
Methods and analysis An integrative review will be
performed inspired by the methodology of Remmington

and Toronto from March 2022 to December 2022. Medline,
Embase, PsycINFO and CINAHL will be searched for primary
peer-reviewed studies that describe telepalliative care from
patient and families’ perspectives. Limiters will be used for
age; 18 years+, time; 10 years, and language; English and
Danish. Hand searches of authors of included articles and
reference lists of included articles will be performed. Two
reviewers will independently screen and appraise selected
articles using the Mixed Method Appraisal Tool. Conflicts will
be resolved through discussions with a third reviewer. Data
will be extracted independently by two reviewers into a data
matrix with predefined headings and analysed using thematic
analysis. Findings will be reported thematically, summarised
into a thematic synthesis and discussed in relation to relevant
literature.

Ethics and dissemination Ethical approval is not
required for this review. Results will be published in an
international peer-reviewed journal and presented at

a relevant international conference. Reporting of this
protocol was guided by the Preferred Reporting ltems
for Systematic reviews and Meta-Analyses Protocol
checklist and prospectively reported to PROSPERO
(CRD42022301206).

INTRODUCTION

Due to a rising number of people living with
multimorbidity and life-limiting diseases,
the need for palliative care (PC) services
is increasing worldwide." A PC collabora-
tive approach is associated with improved
outcomes for patients and families and the
introduction of early palliative care (EPC)
is associated with improved quality of life.*”
However, tertiary and primary care settings
are falling short in achieving recommended
targets for the provision of PC, especially in
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STRENGTHS AND LIMITATIONS OF THIS STUDY

= The authors aim to reduce the risk of bias and increase
transparency by critically appraising included studies
and prospectively publishing and reporting the protocol.

= The authors aim to increase recall by employing
multiple databases and supplementary searches.

= Search strategies are adapted from Cochrane re-
views and approved by a health librarian.

= Apotential bias exists as studies published in languages
other than English or Danish will be excluded.

= Updated database searches will be performed prior
to submission to a scientific journal.

middle-income and low-income countries.’
One method of tackling the rising need for
PCis the use of telehealth solutions, which has
become increasingly integrated into special-
ised PC within the last decade, and, most
recently, during the COVID-19 pandemic.”
The acceleration in use indicates that tele-
health in PC is gaining more prominence.
Consequently, there is a need for an explora-
tion of the literature about; patients and fami-
lies’ perspectives on technologically mediated
PC, methods used to incorporate telehealth
into PC, and the appropriateness of how and
when to introduce telepalliative care into the
illness trajectory.*"” However, sustainability
beyond the COVID-19 pandemic has yet to
be demonstrated. Therefore, developing new
insights into current practice may assist in
creating sustainable solutions that foster the
adoption of telehealth in PC.

BACKGROUND

Conceptual definitions

To reduce ambiguity, conceptual definitions
providing meaning on a theoretical level in
this review protocol are explained below
and operational definitions explaining how
concepts will be applied are outlined in inclu-
sion criteria.
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Palliative care

WHO defines PC as: “... an approach that improves
the quality of life of patients (adults and children)
and their families who are facing problems associated
with a life-threatening illness. It prevents and relieves
suffering through the early identification, correct
assessment and treatment of pain and other problems,
whether physical, psychosocial or spiritual ”.! Special-
ised PC teams including doctors, nurses, physiother-
apists and so on, and non-healthcare workers such as
priests, social workers and so on provide PC to patients
and families with complex PC needs. General prac-
titioners and healthcare staff in primary care settings
more frequently provide basal PC and EPC. The term
‘providers’ will be applied to those who provide PC
to cover both healthcare workers and non-healthcare
workers who provide PC.

Telehealth, telemedicine and telepalliative care

The terms telehealth and telemedicine are used inter-
changeably in the literature. Where telemedicine has
largely been described as a method; “... to provide and
support healthcare when distance separates the partic-
ipants '’ a contemporary definition of telehealth goes
further stating that telehealth is used to “..to improve a
patient’s health ”.*’ Thus, telehealth is no longer merely
a question of exchanging information and overcoming
geographical distances but incorporates an overarching
goal of increasing patients’ health.

The phrase telepalliative care was first referred to in
the literature in 2006 by Aoki ef al and refers specifi-
cally to telehealth in PC*' enabling specialists to
connect with patients and families in a virtual setting
and provide PC. Reasons for employing telepalliative
care include: easing access to specialists, increasing
the possibility for patients to remain in their homes for
as long as possible, cost-effectiveness and overcoming
geographical distances."" ! Furthermore, telepallia-
tive care enables the active participation of patients and
family members who otherwise may not have the oppor-
tunity to participate in consultations and simultaneous
knowledge-sharing.”

Definition of family and concept of family in PC

Wright and Leahey define family, as those who the
patient says are family.”® As such, family can be relatives,
close friends, neighbours and so on, but what is conclu-
sive is, that the patient defines family. Furthermore,
the patient and family comprise collectively of a unit
of care and the focus is on the patient and family as a
unit and not on one or the other.”” The importance of
family within PC speaks for a conceptual lens that seeks
to explain the dynamics of the family in their meeting
with PC providers. Extensive research illustrates
the role that families play in caring for patients with
PC needs throughout their illness—a trend that will
only increase in the future.”*”' Despite this, targeted
support for family caregivers is often lacking, especially

for older caregivers and non-spouse caregivers, levels
of involvement are low and families are ill-prepared for
the caregiving role.””' Research that provides a family
focus and the development of timely, purposeful inter-
ventions along with public health and policy initiatives
is necessary.%_?’?

Rationale and previous research

Before the COVID-19 pandemic, barriers to telehealth
included resistance to change, technically challenged
staff and cost and reimbursement issues.* However, the
COVID-19 pandemic has changed the landscape of tele-
health, also in the area of PC.*' The rise in use, and
subsequent new knowledge on telepalliative care, solicit
a review of the literature to learn from new initiatives
by examining the state of the evidence of telepalliative
care from a patient and family perspective.

Recent reviews have looked at: video consultations
in generalised and specialised PC to various groups,
advancements in the area in the USA, the scale-up,
spread and sustainability of video consulting in
healthcare, patient and provider acceptance, and tele-
health for patients in palliative home care and rural
communities.”* **** Allen Watts et al described some
of the current telehealth programmes in PC focusing
largely on settings across the USA.** They illustrated
how telepalliative care programmes were developed
and adopted to provide PC during the COVID-19
pandemic, highlighting pros and cons, lessons learnt
and questioning sustainability beyond the pandemic.**
While telepalliative care programmes were useful for
a number of situations including: discussing sensi-
tive problems, improving user satisfaction, reducing
non-attendance, waiting or transportation time, and
increasing access to specialists Allen Watts et al, also
found that telepalliative care programmes created
difficulties in gathering accurate information without
a physical exam, technological difficulties, cultural or
language barriers, extra work processes and provider
stress.” Future considerations include reimbursement
issues, timing the introduction of telepalliative care
and developing and adapting models of telepalliative
care that reduce disparity especially in low-income or
middle-income areas, as what awaits on the other side
of the pandemic remains to be seen.”*

James et al, who examined the scale-up, spread
and sustainability of video consultations, found that
evidence to support the same is lacking and therefore,
stipulate the necessity of employing theoretical frame-
works for the large-scale implementation of telehealth
to support widespread global use during the current
COVID-19 pandemic.”

Cameron and Munyan examined current evidence
on tele-hospice services and found that acceptance of
tele-hospice services was high and that both provider
and patient attitudes were generally positive.”® They
also highlighted the necessity of further research into
the impact of technology on clinical outcomes, as
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implicated by the surge in use during the COVID-19
pandemic.”

In a scoping review, Steindal et al found that while
telepalliative care seems feasible, increases access
to specialists and feelings of security, and facilitates
patient/provider genuine relationships, the evidence
was contradictory on whether it improves burden-
some symptoms and quality of life.® They conclude
that more research is necessary into the experiences
of patients with PC needs with non-cancer life-limiting
diseases and the effectiveness of telehealth on quality
of life and symptoms.”® While Jess et al mirror these
findings, they also found that further research should
explore how, and when, to integrate video consulta-
tions into PC and examine the use of video consul-
tations to integrate general and specialised PC, EPC,
and in low-income and middle-income countries.”* On
the other hand, Gordon et alfound that telehealth did
indeed improve quality of life and symptom manage-
ment and was effective in relation to symptom moni-
toring, holding appointments and timesaving, but
emphasised the need for further research to reinforce
the feasibility and increase quality in telepalliative
care.” Furthermore, they found that the existential
and psychosocial aspects of telepalliative care were
under-represented in research.’”

Few of the current reviews have examined patients
and families perspectives’ on telepalliative care.
Although some have touched on the topic while
examining the quality of life of patients and increased
patient and caregiver satisfaction,” " none addressed
the topic specifically from a patient and family perspec-
tive. As displayed, the bulk of previous reviews have
focused mainly on organisational aspects, PC provider
or patient or caregiver perspectives, and facilitators
and barriers. There is a dearth of knowledge on how
telepalliative care is understood and experienced
from within the family unit. Our research group
has previously demonstrated how the preferences
of family members influence patients’ perceptions
of how they would like to receive PC in the future.*
Understanding the role that families play in telepalli-
ative care is pivotal in understanding how or why some
barriers or facilitators exist and how they present in
the context of family telepalliative care. Therefore, by
carrying out an integrative review (IR) on the topic
from a patient and family perspective, this study will
provide a new understanding of evidence, identify
gaps, form a base for further research, and ultimately,
may assist in increasing adoption and sustainability in
telepalliative care for patients both with and without
cancer illnesses and their families throughout the
illness trajectory.

Aim

This IR aims to explore current literature on the perspec-
tives of patients and families on telepalliative care to

expand the understanding of the concept of telepalliative
care.

Research question
What are the perspectives of patients and families with PC
needs on telepalliative care?

METHODS AND ANALYSIS

For narrow topics such as patientand families’ perspec-
tives on telepalliative care, an IR performed systemat-
ically to explore studies with various study designs will
be employed. The steps involved in an IR are: problem
identification, literature search, data evaluation, data
analysis and drawing conclusions.'® This IR will be
performed from March 2022 to December 2022.

Theoretical background

Family systems (FSs) will provide a theoretical back-
ground for this review, allowing exploration of the
relationship of the patient and the family as a unit of
care, rather than as individuals."' By looking at the
family as a unit of care, the focus is on how the family
members interact with each other and respond to one
another simultaneously on both an individual and a
family level.*

Reporting methods

The updated Preferred Reporting Items for System-
atic Reviews and Meta-Analyses (PRISMA) will
guide reporting of the review and its findings thus,
increasing transparency of the review."” The PRIS-
MA-P checklist was used to develop this protocol** and
is available as online supplemental appendix 1. The
setting, perspective, intervention, comparison, eval-
uation (SPICE) framework was used to develop the
research question, scope of the review and inclusion/
exclusion criteria.” An example of the elements of the
SPICE framework and inclusion/exclusion criteria is
displayed in table 1.

Setting

The setting of interest for this review is virtual and
will not distinguish between studies undertaken in any
location; either low-income, middle-income or high-
income countries or care settings; either tertiary or
primary. Wright and Leahey’s definition of family and
the applicability of FS is broad and inclusive and, as
such, can be applied across cultures and settings.27
Therefore, no geographical limiters will be applied.

Perspective/participants

Studies eligible for inclusion must describe patients
and families’ perspectives on telepalliative care.
Perspectives are understood as expressions that indi-
cate what a person thinks or feels is important in
relation to a particular topic and can be conveyed as
attitudes, experiences, viewpoints, perceptions and so
on. The included studies may include adult patients
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Table 1

Setting, perspective, intervention, comparison, evaluation (SPICE) framework used to develop the review question

and scope of the review, and inclusion/exclusion criteria for an integrative review on patient and family perspectives on

telepalliative care

Exclusion criteria and

SPICE framework Inclusion criteria limiters
Setting All healthcare settings: Home, nursing home, Studies from all healthcare
hospital/hospice, primary care or other clinical settings
environments in which patients and families,
and PC providers engage in telepalliative care,
thus creating a virtual consultation room.
Perspective/ Adult patients—both cancer and non-cancer Studies including patients Studies including patient
participants diagnoses—and their families who engage 18 years and over and perspective only or family
in telepalliative care—both general and their families with all life-  perspective only or PC
specialised PC. Family can be relatives, threatening diagnoses provider perspective only
neighbours, friends etc. in all phases of PC
throughout their iliness
trajectory
Intervention Telepalliative care includes, but is not limited Studies must involve use
to synchronous contacts, such as video of telepalliative care
consultations or telephone consultations,
or asynchronous contacts, such as email or
text messages, patient-reported outcome
measurements, remote wireless monitoring,
online platforms, etc,
Comparison No direct comparisons to other interventions
Evaluation A thematic synthesis of critically appraised Studies that are original,

literature on patient and family perspectives of

peer-reviewed and of

telepalliative care.

PC, palliative care.

18 years and over with both cancer and non-cancer
diagnoses and their families hereunder, relatives,
close friends, neighbours and so on, who receive PC
at any stage in their illness trajectory.

Intervention
Included studies must involve a type of technology that
can facilitate telepalliative care.

Comparison

This item of SPICE is not applicable in the IR, as there
will be no direct comparison drawn to other interventions
in this review.

Evaluation

An exploration of patients and families’ perspectives,
which will be the main outcome of the IR, will be assem-
bled to a thematic synthesis.

Inclusion criteria
Studies eligible for inclusion are primary peer-
reviewed studies of various designs from all healthcare

various designs

Studies published in
languages other than
English or Danish
Studies older than 10
years on the date of
inclusion

settings—both inpatient, outpatient, primary and
tertiary care—that include adult patients 18 years
and over and their families, who have participated in
telepalliative care.

Exclusion criteria

Even though PC providers in their interaction with
patients and families become a part of the FS,*
their perspectives are not a specific area of interest
to this review. Therefore, studies involving PC
providers’ perspectives only on telepalliative care will
be excluded. Limiters will be applied for language,
age and timeframe. From a practical point of view,
all languages other than English or Danish will be
excluded, thus, increasing the feasibility of the review.
WHO differentiates between paediatric PC and adult
PC, taking into account developmental stages and
relational phenomena that are unique to children.*’
Therefore, studies relating to telepalliative care in
paediatric patients (under 18 years) and their families
will be excluded in the screening process. A limiter to
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avoid retrieval of studies published before 2011 will
be applied as technological advancements and digital
readiness have evolved remarkably in recent years.

Review registration

To facilitate peer reviewing and reduce the risk of bias,
this protocol was prospectively reported to PROSPERO
ref number: CRD42022301206."

Search methods and search strategy

Multiple search strategies will be employed to ensure

high recall of all relevant data sources including database

searches that are both specific based on key words and
comprehensive to accommodate as many synonyms as
possible, and supplementary searches to identify further
sources.'® * The search strategy was developed from
the SPICE framework above. A healthcare librarian was
consulted frequently to ensure the quality of the strategy
and support the development of the search strings.'® The
terms ‘patient’ and ‘perspectives’ were not employed as
the health librarian advised that they are too unspecific.

The search strategy composes of:

» Combinations of natural language including the
keywords (palliative care, telehealth, telepalliative
care, and family) and synonyms.

» Controlled language derived from thesaurus, for
example, MeSH terms.

» Search terms inspired by and adapted from existing
strategies in Cochrane reviews including a telemed-
icine/telehealth search string,* a palliative search
string™ and family search strings.”" *

» Avalidated filter for mobile applications will be added
to the search string on the Ovid platform.”

» Boolean operators AND and OR and syntaxes specific
to each database.

An example of the search string for Medline (Ovid)
is provided in online supplemental appendix 2 table 1.
The search strategy was piloted in Medline (Ovid) and
further refined to ensure that it captured five key articles
identified through citation searching early in the review
process.

Information sources
Systematic searches will be performed for qualitative,
quantitative, and mixed methods primary peer-reviewed
studies in Medline (Ovid), Embase (Ovid), PsycINFO
(Ovid) and CINAHL (Ebsco). All search strings will be
listed in supplementary files. Database searches will take
place from March 2022 to December 2022 and will be
updated prior to submission to a scientific journal.
Supplementary searches to identify further sources to
minimise publication bias will include: author searches
of authors of identified literature included in systematic
reviews on the topic from the above-mentioned databases
and the Cochrane Library. The search will stop when all
relevant databases have been searched, modified searches
with added relevant terms have been conducted with no

new results retrieved, and author searches of authors of
. . . 18
identified literature render no new results.

Screening and selection process

References will be imported to Endnote,”* duplicates will
be identified and removed, and imported to Covidence,
where further duplicates will be identified and removed.”
Two reviewers will pilot inclusion criteria by screening an
initial number of articles to align expectations and defi-
nitions in relation to inclusion criteria. Piloting will cease
when expectations are aligned. Thereafter, two reviewers
will independently screen titles and abstracts for eligi-
bility according to predefined inclusion and exclusion
criteria. Reports that do not provide adequate informa-
tion in titles and abstracts for selection will go to full-
text screening. Disagreements will be resolved through
consensus or by consulting a third reviewer. Two reviewers
will independently screen all potentially relevant reports
in full text for eligibility. Disagreements will be resolved
through consensus, or, if necessary, by consulting a third
reviewer. If two articles published in the same study are
selected, they will be included as one study. PRISMA will
be used in this review.*” A separate PRISMA flow diagram
for each database and an overall combined PRISMA flow
diagram will illustrate searches, screening and selection
processes resulting in included studies.

Critical appraisal of quality

The Mixed Methods Appraisal Tool (MMAT) V.2018 will
be used to critically appraise the quality of the selected
studies in the proposed review.”” MMAT was developed
to appraise the quality of empirical studies of diverse
designs: qualitative, quantitative or mixed methods using
design specific criteria.”” Two reviewers will independently
appraise all selected studies. The validity and reliability of
MMAT are documented and guidelines for use are avail-
able.”® *® Hong ¢t al recommend that reviewers meet to
agree on indicators and train uniformity of use across
the various design categories.”® This will be achieved by
reviewers meeting to agree on indicators relevant to this
review, independently reviewing the first 10 studies, and
meeting to discuss results to achieve a common under-
standing of the appraisal process. An overall score can be
obtained. However, exclusion based on the overall score
is discouraged.” Therefore, the ratings for each criteria
of MMAT and related comments will be displayed in a
table to provide an overview of the quality of included
studies. Overall scores will be entered into the data matrix,
ratings will be reported descriptively and depending on
the same, may be mentioned as a limitation in the discus-
sion. If studies are excluded, reasons for exclusion will
be given. A third reviewer will be called on in the case of
discrepancies.

Strategy for data extraction, analysis and synthesis

The primary goal of an IR is to create a better under-
standing of a topic through the synthesis of multiple
sources.” Therefore, the analysis and synthesis aim to
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create new meaning and knowledge about families’
perspectives on telepalliative care through an in-depth
analysis of the results of included literature. This will be
performed in several steps: assembling a data matrix,
performing a thematic analysis and finally, coherently
synthesising and discussing results in relation to relevant
theory.

Data extraction

Data extraction will be performed independently by
two reviewers into a predefined data matrix in an Excel
spreadsheet. The research question will be placed above
the data matrix ensuring alignment of extracted data with
the aim of the review. Agreement on extracted data will
be established through reviewer negotiation among the
two reviewers. If necessary, discrepancies will be discussed
with a third reviewer until agreement is established.

Data items

Extracted data will include: author, year and country of
origin, context (tertiary, outpatient, primary care etc)
and sample size, study design and methodology, main
findings, type of patient/family constellation, theoret-
ical approach, type of technology, type of perspective
(technology-related, or PCrelated or both), type of
cancer or non-cancer (diagnosis) telepalliative care, type
of telepalliative care (specialist or general) and quality
rating. An example of the proposed data extraction table
is provided as online supplemental appendix 2 table 2.

Outcomes and prioritisation

The main outcome of the proposed review is a new under-
standing of patient and families perspectives on telepalli-
ative care presented in a thematic synthesis.

Data analysis and synthesis

Data will be analysed using thematic analysis; abduc-
tively in relation to predefined elements of the data
matrix during extraction, and inductively across the
data matrix.” The steps of thematic analysis; familiar-
ising with data, generating initial codes, searching for
themes, reviewing themes, defining and naming themes,
and producing a report, will guide the process.”’ Further-
more, the integration of quantitative data with qualita-
tive data will be achieved by ‘qualitising’ quantitative
results using a convergent synthesis design; data will be
extracted and coded according to vocabulary used by
the original authors in description of results, integra-
tion of data will occur at the point of data extraction
and using thematic analysis, results will be presented
together.”’ Two reviewers will independently code the
extracted data across the data matrix producing initial
codes, identifying patterns and grouping codes to form
potential themes. At this point, the reviewers will meet to
discuss themes and coded data, revisiting the data matrix
when necessary and creating an overview of the analysis.
Differences will be resolved through discussions and
revisiting original studies. Interpretation of themes and
subthemes will continue within the review team resulting

in the production of a thematic synthesis, which will be
organised around the main themes. Results will also be
presented in a table with themes and corresponding char-
acteristics from included studies.'® Thematic analysis is
appropriate, as it is a flexible method that can be used to
identify and organise main themes or recurring patterns
moving back and forth across the data matrix.'®

Patient and public involvement

Patients and public were not actively involved in the
design of this protocol. However, a motivating factor in
performing this review was the findings of a qualitative
study on patient and relatives’ preferences in relation to
telepalliative care performed by the authors EHB and
GB." This review protocol is part of a PhD project and
will guide further coproduction studies with active patient
and family participation.

Data statement

Data will be stored in Open Analyse, a secure data storage
facility at the faculty of medicine at University of Southern
Denmark in Odense, Denamrk.

DISCUSSION

This proposed IR aims to explore telepalliative care
from the perspective of patients and families. An IR is
considered useful for the purpose of this review, as it
includes material from multiple designs. The review
will be guided and developed by the methods provided
by Toronto and Remmington.'® A summary of major
findings will be presented and discussed using the key
concepts of the theoretical framework and in relation
to previous literature. Implications or recommendations
for future research, practice, education, theory/and or
policy, as appropriate will be made. The proposed IR may
contribute to a heightened awareness of the importance
of patients and families’ role in the interdisciplinary team,
becoming mutually involved in caring for the patient and
family members in a more meaningful, respectful and
empathetic way that honours their wishes to care.

Ethics and dissemination

Ethical approval is not relevant to this review. Results will
be published in an international peer-reviewed journal
and presented at a relevant international conference.
Findings will be reported locally and applied clinically,
where relevant. Furthermore, the research team will
endeavour to report and cite authors in a respectful
manner in relation to original findings.

Limitations

According to Toronto and Remmington, limitations of
IRs can entail flaws in selected studies, weakness of the
review itself or a combination of both.'® In this review,
critical appraisal using MMAT along with prospec-
tively reporting to PROSPERO (CRD42022301206) and
publishing the protocol aims to reduce the risk of bias
and increase transparency. Potential limitations of the
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review may include: the exclusion of potentially relevant
papers and grey literature due to the exclusion of non-
English or non-Danish studies, non-peer-reviewed studies
and limiting the searches to the chosen databases.
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Appendix 1

Reporting checklist for protocol of a systematic
review and meta analysis.

Based on the PRISMA-P guidelines.

Instructions to authors

Complete this checklist by entering the page numbers from your manuscript where readers will find
each of the items listed below.

Your article may not currently address all the items on the checklist. Please modify your text to
include the missing information. If you are certain that an item does not apply, please write "n/a" and
provide a short explanation.

Upload your completed checklist as an extra file when you submit to a journal.
In your methods section, say that you used the PRISMA-Preporting guidelines, and cite them as:

Moher D, Shamseer L, Clarke M, Ghersi D, Liberati A, Petticrew M, Shekelle P, Stewart LA. Preferred
Reporting Iltems for Systematic Review and Meta-Analysis Protocols (PRISMA-P) 2015 statement.
Syst Rev. 2015;4(1):1.

Reporting ltem Page Number
Title
Identification #1a Identify the report as a protocol of a systematic 7

review
Update #1b  If the protocol is for an update of a previous n/a — original study

systematic review, identify as such protocol
Registration

#2 If registered, provide the name of the registry Page 8.
(such as PROSPERO) and registration number PROSPERO:

CRD42022301206

Authors
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Contact

Contribution

Amendments

Support

Sources
Sponsor

Role of sponsor
or funder

Introduction

Rationale

Objectives

Methods

Eligibility criteria

Provide name, institutional affiliation, e-mail
address of all protocol authors; provide physical
mailing address of corresponding author

Describe contributions of protocol authors and
identify the guarantor of the review

If the protocol represents an amendment of a
previously completed or published protocol,
identify as such and list changes; otherwise,
state plan for documenting important protocol
amendments

Indicate sources of financial or other support for
the review

Provide name for the review funder and / or
sponsor

Describe roles of funder(s), sponsor(s), and / or
institution(s), if any, in developing the protocol

Describe the rationale for the review in the
context of what is already known

Provide an explicit statement of the question(s)
the review will address with reference to
participants, interventions, comparators, and
outcomes (PICO)

Specify the study characteristics (such as PICO,
study design, setting, time frame) and report
characteristics (such as years considered,
language, publication status) to be used as
criteria for eligibility for the review

Yes title page

14

n/a

14

n/a

3-6

6

SPICE used 7-9 (not
PICO)
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Information #9 Describe all intended information sources (such 10
sources as electronic databases, contact with study

authors, trial registers or other grey literature
sources) with planned dates of coverage

Search strategy #10 Present draft of search strategy to be used forat 19-22
least one electronic database, including planned Limits 9
limits, such that it could be repeated mits

Study records - 11a Describe the mechanism(s) that will be used to 11

data management manage records and data throughout the review

Study records - #11b State the process that will be used for selecting 11

selection process studies (such as two independent reviewers)

through each phase of the review (that is,
screening, eligibility and inclusion in meta-

analysis)
Study records - 11c Describe planned method of extracting data from 12-13, 22
data collection reports (such as piloting forms, done
process independently, in duplicate), any processes for
obtaining and confirming data from investigators
Data items #12  List and define all variables for which data willbe 8 -9 and 12
sought (such as PICO items, funding sources),
any pre-planned data assumptions and
simplifications
Outcomes and #13 List and define all outcomes for which data will 13
prioritization be sought, including prioritization of main and
additional outcomes, with rationale
Risk of bias in #14  Describe anticipated methods for assessing risk 11-12

individual studies of bias of individual studies, including whether
this will be done at the outcome or study level, or
both; state how this information will be used in
data synthesis

B =3
—
Q

Data synthesis Describe criteria under which study data will be N/A

quantitatively synthesised
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(&)
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Data synthesis If data are appropriate for quantitative synthesis, N/A

describe planned summary measures, methods
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of handling data and methods of combining data
from studies, including any planned exploration
of consistency (such as 12, Kendall’s 1)

Data synthesis #15c Describe any proposed additional analyses (such N/A
as sensitivity or subgroup analyses, meta-
regression)

Data synthesis #15d If quantitative synthesis is not appropriate, 12-13
describe the type of summary planned

Meta-bias(es) #16  Specify any planned assessment of meta- 9,10
bias(es) (such as publication bias across studies,
selective reporting within studies)

Confidence in #17  Describe how the strength of the body of N/A

cumulative evidence will be assessed (such as GRADE)

evidence

The PRISMA-P elaboration and explanation paper is distributed under the terms of the Creative
Commons Attribution License CC-BY. This checklist can be completed online using
https://www.goodreports.org/, a tool made by the EQUATOR Network in collaboration with
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Appendix 2

Table 1 Search string for MEDLINE

Table 1 Search string for MEDLINE (Ovid) without limiters for a proposed integrative review on patient and families’ perspectives on
telepalliative care

Searches Results
1 exp telemedicine/ 39230
2 telemedicine.ti,ab. 15153
3 tele medicine.ti,ab. 139
4 tele medical.ti,ab. 30
5 telemedical.ti,ab. 926
6 telehealth.ti,ab. 7642
7 tele health.ti,ab. 166
8 electronic health.ti,ab. 22637
9 | electronic care.ti,ab. 84
10 | electronic healthcare.ti,ab. 583
11 electronic health care.ti,ab. 256
12 | exp telenursing/ 236
13 telenursing.ti,ab. 166
14 | tele nursing.ti,ab. 23
15 telecare.ti,ab. 708
16 | tele care.ti,ab. 33
17 | telemonitor.ti,ab. 27
18 | tele monitor.ti,ab. 8
19 | exp telecommunication/ 114116
20 | telecommunication®.ti,ab. 4825
21 tele communication®.ti,ab. 14
22 | teleconference®*.ti,ab. 882
23 | or/1-22 147231
24 | mobile applications/ 9562
25 | exp internet/ 90804
26 | exp cell phone/ 19711
27 | exp computers, handheld/ 11186
28 | medical informatics applications/ 2549
29 | therapy, computer-assisted/ 6956
30 | (app or apps).ti,ab. 35814
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31 | (online or web or internet or digital*).ti. 117693
32 | ((online or web or digital*) adj3 (based or application* or intervention* or 55644
program* or therap*)).ab.
33 | (phone* or telephone* or smartphone* or cellphone* or smartwatch*).ti. 23635
34 | ((phone* or telephone* or smartphone* or cellphone® or smartwatch*) adj3 14040
(based or application* or intervention* or program* or therap*)).ab.
35 | (mobile health or mhealth or m-health or ehealth or e-health or emental or e- 6925
mental).ti.
36 | ((mobile health or mhealth or m-health or ehealth or e-health or emental or e- 4605
mental) adj3 (based or application* or intervention* or program* or
therap*)).ab.
37 | (mobile* adj3 (based or application* or intervention* or device* or 17589
technolog*)).ti,ab.
38 | or/24-37 293056
39 | exp videoconference/ 2593
40 | videoconference.ti,ab. 914
41 video conference.ti,ab. 294
42 digital consultation.ti,ab. 17
43 | remote conference.ti,ab. 8
44 | remote consultation.ti,ab. 269
45 | (hub and spoke*).ti,ab. 717
46 | or/39-45 4388
47 | exp computer communication network/ 104380
48 | computer communication network*.ti,ab. 13
49 | telecommunication network*.ti,ab. 129
50 | or/47-49 104478
51 | exp text messaging/ 3966
52 | ((mms or sms) and (text* or messag*)).ti,ab. 1943
53 | (multimedia messag* service* or short messag* service*).ti,ab. 1362
54 | (text messag* or texting).ti,ab. 5874
55 | (carphone* or cellphone* or smartphone* or mobilephone*).ti,ab. 17224
56 | ((car or cell* or smart or mobile) adj3 phone*).ti,ab. 14380
57 | (iphone* or ipod* or podcast* or ipad* or android* or blackberr* or palm 8194
pilot*).ti,ab.
58 | exp computers handheld/ 11186
59 | (handheld computer* or hand-held computer*).ti,ab. 667
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60 | (pda* or personal digital assistant*).ti,ab. 25138
61 | (tablet adj6 (computer or pc)).mp. 1303
62 | ((wireless or handheld) adj3 (device* or technolog*)).ti,ab. 4154
63 | or/51-62 74704
64 | exp computer assisted instruction/ 12332
65 | exp electronic mail/ 2871
66 | (electronic mail or email* or e mail*).ti,ab. 20652
67 | website*.ti,ab. 33374
68 | (social adj3 (media or network*)).ti,ab. 42123
69 | chat.tw. not (choline or acetylcholine).ti,ab. 3383
70 | or/64-69 107668
71 | 23 or 38 or 46 or 50 or 63 or 70 513100
72 | exp palliative care/ 59527
73 palliative treatment™®.ti,ab. 7435
74 | (palliative adj3 (care or patient*)).ti,ab. 38383
75 | exp terminal care/ 54874
76 | (terminal adj3 (care or patient*)).ti,ab. 7110
77 | exp terminally ill/ 6734
78 | ((terminal* or endstage or end stage or advanced stage or late stage or final 81313

stage) adj3 (ill* or disease* or cancer*®)).ti,ab.

79 | (dying or end of life).ti,ab. 58903
80 | exp hospice care/ 7335
81 hospice care.ti,ab. 3391
82 | exp bereavement/ 14401
83 | (hospice* or bereavement or bereaved).ti,ab. 22001
84 | exp advance care planning/ 10553
85 | or/72-84 249814
86 | (telepalliative or tele palliative).ti,ab. 19
87 | or/85-86 249815
88 | exp family/ 348038
89 | family.ti,ab. 867059
90 | exp caregivers/ 44407
91 | (carer* or caregiv* or care giv*).ti,ab. 102053
92 | (family* or families or relative* or "next of kin" or parent* or child* or 5165836

partner* or women* or woman* or carer®).ti,ab.

93 | (parent*2 or mother* or father* or friend* or spouse* or partner* or husband* 1149415
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or wife or wives or son* or daughter* or sibling* or brother* or sister®).ti,ab.

94

or/88-93

5609915

95

71 and 87 and 94

2025

Table 2 Data extraction table

Table 2 Data extraction table for a proposed integrative review on patient and families’ perspective on telepalliative care

-ID#

-1* author
-Yr. of
publication
-Country
of origin

Context

Sample
size

-Study
design
- Method
of data
collection

Main
findings

Family
constellation

Theoretical
approach
-Y/N

-Type

Type of
technology

Type of
perspective:
Technology
(T) Palliative
Care (PC)
Both (B)

Type of
cancer or
non-cancer
(diagnosis)

Type of
telepalliative
care:
-Specialist
-General
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