Khan et al. BMC Health Services Research (2022) 22:1218 .
https://doi.org/10.1186/512913-022-08554-6 BMC Health Services Research

RESEARCH ARTICLE Open Access

: : : ®
Exploring patient experiences s

with a telehealth approach for the PRO-ACTIVE
trial intervention in head and neck cancer
patients

M. M. Khan'?, B. Manduchi'?, V. Rodriguez'?, M. |. Fitch*, C_E. A. Barbon®, H. McMillan®, K. A. Hutcheson>®” and
R. Martino 3"

Abstract

Introduction: Following the COVID-19 directive to cease non-essential services, a rapid shift was made in the
delivery of Speech Language Pathology (SLP) dysphagia management in the 3-arm, randomized PRO-ACTIVE trial. To
inform future programs, this study explored patients'experiences with telehealth when the planned in-person SLP
intervention was moved to a telehealth modality.

Methods: A theory-guided qualitative descriptive approach was used. Willing participants who had received at least
one telehealth swallowing therapy session participated in a one-time semi-structured interview. Interview transcripts
were subjected to a standard qualitative content/theme analysis. Researchers reviewed all transcripts and used a
multi-step analysis process to build a coding framework through consensus discussion. Summaries and key messages
were generated for each code.

Results: Eleven participants recounted their telehealth experiences and reported feeling satisfied, comfortable

and confident with the session(s). They identified that previous experience with teleconferencing, access to optimal
technical equipment, clinician skill, and caregiver assistance facilitated their telehealth participation. Participants high-
lighted that telehealth was beneficial as it reduced commuting time, COVID-19 exposure and fatigue from travel; and
also allowed caregiver participation particularly during COVID. In comparing their in-person SLP sessions to telehealth
sessions, limitations were also identified, including: lack of previous experience with and/or poor access to technol-
ogy, and less opportunity for personalization. Participants indicated that use of phone alone was less preferred than
an audio/video platform.

Discussion: Patients reported that overall, telehealth sessions did not compromise their learning experience when
compared to in-person sessions. Patients benefited from use of telehealth in several ways despite some limitations of
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the use of technology. Patient feedback about telehealth provides an important perspective that may be critical to

inform best practices for care delivery.
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Introduction

On March 11, 2020, the World Health Organization
declared the novel coronavirus disease (COVID-19) as
a pandemic. This prompted healthcare professionals
to reduce and/or cease non-essential medical services,
wherever possible, across the world. Head and neck can-
cer service, in particular, was challenged with the diffi-
cult task of balancing between COVID-19 infection risk
mitigation and risk of cancer disease progression [1, 2].
Supportive services including dysphagia management for
head and neck cancer patients were largely affected [3-5]
since both swallowing evaluation and treatment sessions
involve close physical proximity between patients and
their clinicians, including several aerosol-generating pro-
cedures [4, 6]. Accordingly, the conduct of ongoing clini-
cal trials was also severely impacted [7], including the
PRO-ACTIVE trial (Prophylactic Swallow Intervention
for Patients Receiving Radiotherapy for Head and Neck
Cancer) (8, 9].

PRO-ACTIVE is a large multi-site, 3-arm, pragmatic
randomized controlled trial, evaluating the effectiveness
of prophylactic swallowing therapy for head and neck
cancer patients undergoing radiation therapy [9]. In the
PRO-ACTIVE trial, patients are randomized to receive
one of three behavioural swallowing interventions: a low
intensity face-to-face swallowing therapy with an SLP
that starts before radiation therapy, continues bi-weekly
during radiotherapy and includes a clinical swallowing
assessment, education on symptom management, and a
structured program (EAT-RT) to facilitate safe but chal-
lenging oral intake [10]; a high intensity swallowing ther-
apy that is similar to the EAT-RT program but with the
addition of swallowing exercises conducted in between
meals; and, a control group who is offered the high inten-
sity therapy late during radiotherapy but only to patients
who develop swallowing issues while receiving radiation
therapy. The PRO-ACTIVE trial launched in late 2018
with the aim to recruit 952 patients in five-years across
seven institutions in Canada and the United States. When
COVID-19 was declared a pandemic in March 2020, the
trial had been open for 16 months and had enrolled 29.6%
(n=282) of the target sample.

At the start of the pandemic directive, there were 35
participants in the active intervention phase of the trial,
203 being followed post radiation therapy and 44 who
had either completed or withdrawn from all study activ-
ity. At all study sites, health care and research services

shifted to a telehealth approach wherever possible to
reduce person-to-person contact. For the PRO-ACTIVE
trial, the COVID-19 directive triggered the need for a
rapid adaptation in how swallowing intervention was
delivered to trial participants. Of special concern was
how to continue to offer swallowing therapy to those who
were actively receiving it during their radiation therapy.
Also, the shift to telehealth needed to be rapid in order to
meet the rigid research protocol timelines.

To meet this urgent dynamic shift, the authors
promptly designed a telehealth approach for use within
the PRO-ACTIVE trial based on literature reviewed
concerning dysphagia telehealth and consultation with
selected SLPs within the research project [11]. Although
there is growing literature on telehealth practice across
patient populations [12], there was at that time limited
research evaluating telehealth for dysphagia manage-
ment using an existing platform within a patient’s home
environment. Despite this, there was evidence to endorse
the feasibility of using a telehealth approach for dyspha-
gia management in head and neck cancer [13] includ-
ing studies that provide valid and reliable outcomes for
dysphagia management comparable to those obtained in
an in-person SLP session [14, 15]. A telehealth approach
may provide an alternate model to support patients in
areas with constraints for intensive in-person clinician-
directed therapy [16]. It also has the potential to improve
patient access to cancer care [17] and clinical trials par-
ticipation [18].

Within the broader literature on telehealth, studies
have reported on patient experiences with telehealth [19,
20] and attempted to isolate the facilitators and barriers
to success in using the technology to deliver health care
services from a remote setting [21-23]. Benefits to tel-
ehealth include the potential of technology to overcome
geographic and cost issues [24], yet challenges may exist
for patients related to accessing, adapting and/or accept-
ing these technical factors [25]. In summary, the use of
telehealth approaches is complex with many components
to consider, including the need to understand more about
the patient experience and engagement with the virtual
platform.

In light of the need to rapidly deploy telehealth for
our swallowing intervention in the PRO-ACTIVE trial,
the authors based our current implementation on what
was known from only the clinician perspective [11] and
local institutions’ infrastructure. However, to ensure that
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implementation of the telehealth platform is successful
in the future, it is important to learn what worked and
did not work from the perspective of head and neck can-
cer patients themselves. Recipients of a service may in
fact have different perspectives than those providing the
service and their perspective can contribute to the suc-
cess or failure of interventions [26, 27]. Such information
would be essential to facilitate our ability to make course
corrections in not only providing a behavioural swallow-
ing intervention in the PRO-ACTIVE trial but also pro-
vide patient-centered high quality integrated supportive
care and rehabilitation in the head and neck cancer pop-
ulation [28]. Therefore, the objective of this study was to
understand patient experiences from their perspective
regarding telehealth interaction for swallowing therapy
during radiation therapy as part of the PRO-ACTIVE
trial. Patient feedback about telehealth will provide an
important perspective critical to inform best practices for
SLP care in head and neck cancer and inform future tel-
ehealth programs for health care delivery.

Methods

A theory-guided qualitative descriptive approach was
used, applying content analysis of individual semi-struc-
tured interview transcript data [26, 27, 29]. This involved
identification of meaningful phrases and subsequently
grouping them into common themes [30]. The aim of this
process was to understand patient experiences from their
perspective of the telehealth interaction implemented
rapidly in response to COVID-19 restrictions within
the PRO-ACTIVE trial. Individual interviews were con-
ducted with participants following the completion of
their swallowing intervention.

Participants

To gain consent for this study, the interviewers used tel-
ephone or face-to-face interaction to approach all PRO-
ACTIVE study participants who had received at least one
telehealth swallowing therapy session between March
and October 2020, from two PRO-ACTIVE study sites:
the Princess Margaret Cancer Centre, part of the Uni-
versity Health Network (PM/UHN) and the MD Ander-
son Cancer Center (MDACC). PM/UHN is located in
Toronto, Ontario and is the largest comprehensive aca-
demic cancer treatment facility in Canada. MDACC is
located in Houston, Texas, USA, and is a world leading
center devoted exclusively to cancer care, research and
education. Full details on the eligibility criteria for the
PRO-ACTIVE parent trial are provided elsewhere [8, 9];
however in brief, these were adult patients with head and
neck cancer who were planned to receive bilateral radia-
tion therapy at or above 60 gy and who had a functional
swallow before starting their radiotherapy. Given that
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PRO-ACTIVE is a pragmatic trial, we did not exclude
patients based on tumour stage or type, or any additional
cancer treatment. Likewise, we broadly defined a tel-
ehealth session as any remote, real time communication
that was not in person, including audio, video and/or a
combination of these platforms, as dictated by local insti-
tutional infrastructure and patient’s access.

Data collection
Participants who consented were invited to individual,
semi-structured interviews led by one of four trained
facilitators, authors MMK, BM, CEAB and HMcM.
ME, as the senior qualitative expert, provided training
to all facilitators. Three facilitators were SLP clinician
researchers with either a Masters or doctoral degree.
One facilitator was a research coordinator with Masters
training. Of the remaining authors, two (RM and KAH)
were SLP clinician researchers and one (MF) was a nurse
researcher with doctoral degrees. VR was an SLP clini-
cian researcher with Masters training. All eight authors
were females affiliated with academic medical facilities.
To create a safe environment for the participants, all
interviews were conducted by a researcher not directly
involved with the delivery of PRO-ACTIVE swallowing
therapy sessions for that individual. The interview script
included open-ended questions focused on participant’s
experience with telehealth specifically for the PRO-
ACTIVE swallowing therapy provided by a clinical SLP.
The key messages targeted included: their expectations,
acceptability, facilitators, barriers, benefits and draw-
backs regarding the use of telehealth. The interview guide
developed for this study is provided as Additional File 1.
All interviews were conducted and recorded using insti-
tutionally approved audio/video (A/V) platforms, such as
MS Teams or WebEx, at a time convenient to the patient
and scheduled for thirty minutes. Ethical approval was
obtained from the Research Ethics Board (REB) from
each of the participating sites.

Data analysis and reduction

All interviews were transcribed verbatim, using an auto-
mated transcription software (Otterai - Otter Voice
Meeting Notes) then cross checked manually for accu-
racy, and de-identified. The final transcripts were ana-
lyzed using a standard content/theme analysis [31]. The
team of researchers with collective expertise in the clini-
cal care of head and neck cancer patients, SLP practice
and/or qualitative analysis, planned the multi-step analy-
sis process. In step one, 20% of the transcripts from the
PM/UHN site were randomly selected for independent
review by two raters (MK, MF) with the aim to gener-
ate coding categories. Step two, these researchers met to
discuss their observations and reach consensus regarding
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the content identified and how the content ‘fit’ to build
a coding framework. Step three, the remaining research-
ers (BM, VE, RM) independently reviewed the same tran-
scripts and applied the coding framework derived in step
two. Step four, all researchers met to finalize the coding
framework through consensus discussion. Step five, the
final coding framework was applied to all interviews at
PM/UHN with each transcript independently reviewed
by two of the trained raters. Step six, the paired raters
met to discuss their coded transcripts, reconcile any dis-
crepancies through consensus, and identify new codes
that may not have been previously identified. Step seven,
all raters met to review and discuss the data, with the aim
to reach consensus on the final analysis and major con-
tent categories. Step eight, each rater was assigned one or
more major category and they independently generated a
brief summary and key messages for each assigned cate-
gory by reviewing all transcripts and borrowing from the
participants’ voice. Step nine, to ensure accountability, all
raters met to discuss and agree on key messages for each
coding category.

The same process was repeated with the interview tran-
scripts from the MDACC site when they became availa-
ble. Interviewers from MDACC conducted the interviews
which were locally transcribed, cleaned and de-identified
before being exported for analysis by the raters at PM/
UHN. Steps one to eight were enacted as per above and
step nine included the MDACC facilitators to discuss and
agree on key messages. Part of the discussion focused on
identifying any observed differences in meaningful con-
tent between the PM/UHN transcripts and the MDACC
transcripts.

Results

Participants and session characteristics

Sixteen eligible patients were approached from the two
lead sites, of which eleven (age: 58.5 + 8.7, 63.6% male)
consented and were interviewed: seven from PM/UHN
and four from MDACC. Across all participants who had
received SLP swallowing therapy sessions via telehealth:
six received low intensity swallowing intervention (EAT-
RT) and five high intensity swallowing intervention (EAT
+ Exercise). The number of telehealth SLP therapy ses-
sions completed by each participant ranged between 1
and 4 with majority (eight out of eleven) completing 1-2
sessions. Eight of the eleven patients had received at least
one in-person SLP therapy session prior to transitioning
to telehealth. Also, eight participants received telehealth
sessions using an A/V platform, and the remaining three
participants received telehealth sessions using phone
only or a combination of phone and A/V platform. Par-
ticipants were interviewed between 3 to 9 months follow-
ing their last telehealth SLP therapy session. On average,
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Table 1 Participant demographics, telehealth sessions and

interview details

Participants (n =11)

Demographics

Age, mean years 45D 585487

Male, n (%) 7 (63.6)

Canada/USA, n (%) 7 (63.6)/4 (36.4)
Telehealth SLP sessions per participant

Telehealth via A/V, n (%) 8 (73%)

Telehealth via phone + A/V, n (%) 2 (18%)

Telehealth via phone only, n (%) 1 (9%)
Interview sessions per participant

Time between last telehealth session and 49425
interview, mean months 45D

Length of interview, mean minutes 4+-SD 1964+ 7.0

the interviews lasted 20 minutes. These details along with
participant demographics are detailed in Table 1.

Participant perspective regarding telehealth

Participants were able to share descriptions of their tel-
ehealth SLP swallowing therapy sessions and recount
their expectations and evaluations of those sessions. They
identified factors that facilitated their telehealth sessions,
and concerns regarding the limitations and barriers to
telehealth comparing, if appropriate, their in-person and
telehealth experiences. In addition, participants iden-
tified benefits to telehealth particularly in light of the
COVID-19 pandemic. Some offered suggestions on how
to improve the overall SLP-led telehealth therapy session
with the potential for future implementation. Several
common key messages, emerged during the analysis. The
main points for each key message are provided below.
Table 2 provides an overview of topic areas including key
messages summarized by researchers from participant
viewpoint for each content category.

Key message 1: what were the telehealth SLP therapy
sessions like?

Participants recalled their telehealth sessions begin-
ning with the SLP describing what would happen dur-
ing the session. They had received a copy of the study
materials describing the EAT-RT staircase +/— exercises
(depending on trial arm) and would have them open dur-
ing the session(s). Participants mentioned that the ses-
sions did not require much preparation although some
recalled being asked to bring various food textures (e.g.,
water, pudding, yogurt, and cookie) to use and demon-
strate their swallowing status. Depending on the study
arm and availability of an A/V platform, the SLP would



Page 5 of 12

(2022) 22:1218

Khan et al. BMC Health Services Research

EEHBIEVEET
Bulop 10 Buimo|ems sem | moy 33s A|jeal pjnod
1sidesayl 9Y1 JaYIayMm pue UORDUUOD 1UIIUI

AW Yim swa|gold Inoge pauladuod sem |

“UOI123UU0D [PUOSISAISIU| UB JO UOISSDS UOSIad-ul
Ue JO S9DUBNU 33 10} MOJ[e 1,US90P 1BY] SUOISSIS
959Y3 Ul BuIssIw Buiyiawos s e isnf sl aiayy
pue 120IY1 341 PUB YINOW 341 JO UOIIBUIUIEXD
950|D B 10} MOJ|e 10U S0P BUIDUBISJUO0DIB|SL

‘syuaed swos

104 3N2L4Ip 310w Y1eaya|a1 axew Ajgissod Aew
'say211|b [ed1uyda) bupuaLIRdxX3 10 ‘SWoIdUWAS
40 10| e BulARY 1O ‘SHDYSP BUIMO||BMS SI9ASS

"Y1PSY3|31 BIA 218D U3jedy
BuiAZD31 9oUSLRdXD snojaald Aue aaey Jou pip
JO PaUIZDUOD 3k $12INdWOD Se Je) Se [edjuyd3l

KI9A 10U SeM | I 39 PINOD SUOLWI| 9|qISSOd

‘SUOISSIS
Yi[eays|a1 ay1 pes| uediul aAIsuodsal pue
Buibebus ue aney pue 1uasald JaAIbaIed e aAey
03 snjd abny e sem 3| ‘ABojouyds) aY1 Yim 3|ge
-1I0OJW0D 31nb we pue ‘syuswiujodde [edIpaw 10}
pue YI0M 10} ‘210j20 BUDUIIJUOI[3] PIsN BA|

"SPJeMISYE UMO AW UO 1l BUIOp 1USp
-JUOD 1|3} PUP UJES| 0) PaPasuU | 1BYM paules] |

"22UePING PUR UOIDNIISUL 1B PIAISIRI
| PUB ‘MO||0} 0} ASBS D1aM ‘|[om PasIOoM Ay ]
'SUOISSDS DUj1 J21Je D|GRHOJWOD PUR PAYSIES 13} |

"UoIssas Aw 1e 102dxa 03 1eym

3INS ,USeM | INQ "} INOGE pJeay | Uaym 1ealb sem
Y1eayaal buisn Jo eapl ay1 1ybnoya | [[eIaA0
‘|PUOIIBULIOJUI

2I0W Sem 1l pue uopesedasd yonw ainbas zou
PpIp SUOISSS “pey | suonsanb Aue palsmsue pue
1JBYD POOJ Y} PASSNISIP O S3SIDISXS dY3 Paleiis
-UOWIAP U3yl ‘BUIMO|[eMS AW payd1em 475 oy

yoeoudde yijeays|er
941 INOQER SUI9OUOD JO $3LLIOM Juedidiied

yoeoisdde
y1eayaa1 ay3 buisn ul s159y9 aAlebaN

Buluaddey woly uoissas ayy payusraid
10 paddois 1ey sbuiyl — AIaAIjep a1ed JO Spow
e se y1|eays|a1 buisn Ul SIa1iIeg PaAIadIad

(KI19AI|2p 248D JO Spow
e se Y}[eaypa|a} Buisn uj SUOIIRIWI| PIAIDDID

ihseal

9peW 1ey1 (SI0128)) SBuIYl 2'1 SUOISSIS Y3[eaya
-191 ay1 Ul bunedpiyed yum padjay 1eyp
BuluIeS|/UOISSIS JO PUB 1B JUSWYSHdUWodoe
pUB 92USPYUOD JO sUoIssaidxa siuedidnied

KISAI|DP 248D JO SpOW B S

Y3/eaya|al Buisn Jo 93UaLaAX3 {UOIIIEJSIIeS/UOIS
-$35 943 JO UOJ1BN[RAS dAIIRWIWINS S3uedidiied
pa4IN220

UOISSaS U1[eayaa) 151y dY1 210J2q UO|SSs 3y}
Bunnp uaddey 1ybiw 3ybnoy yueddnied 1eyp

uoIss3s
243 Bulinp pauaddey 1eym JO JUNOIE [Bnide

}[B2Y33} In0ge SUISdU0D Juedidiied

Yieayaa1 Buisn Jo sypegmelq

Y3jeayaal buisn uj sisiieg

Yeaya(a1 buisn Ui suoneuwr

3[eay3|3} JO slo1de) Buiey|ioey
UoISSas Yijeays
-191 JAILDV-OYd WOl $3UI02IN0 Juedidiiied

UQISSas
41[eay3}21 JALLDY-OHd JO Uonen|ens Juedidied

UoISS3s Yijeaya
-191 JAILDV-0Yd Jo uonerdadxa Juedidiied

UOISSs Y1jeaya|al ayi Jo uoindidsag

isuols
-$35 4715 U3|eay3|21 U1 JOJ 3I0M 10U PIP 1Y

iSUOISSas
Adeiayl 415 Yi|eaya[a1 10} |[9M PRIOM JBUM

JMI| SUOISSIS 415 U1[eaya|a] U1 UM 1Y

JAulodmain juedpnaed
wioJy pazuewwins (saway3) abessaw £ay|

uonjuyaq

(s)K10691ed 3p0>H

seasedido]

sabessawl A3y pue saoba1ed 3pod ‘seale 21do} JO MIIAISAQ T dqel



Page 6 of 12

(2022) 22:1218

Khan et al. BMC Health Services Research

spiom

pue seapi syuedidiied paziewwns 3y Jo sajdwexa aAleIsn||I 218 A3Y1 - ples aAey pinom Aayi 1eym 1531331 01 uosiad 151y ayy buisn pariodas pue syuedidiried wouy spiom ayy Buisn pazuewwins a1am sabessaw A3y

'2led anoldwl
pUE 1U3J5LY3 2J0W UOIBIIUNWWIOD 33w 0}
syuaied yum sbuisaul weay Joj Yyjeays|al asn

‘suononiisul Adelayy pue s|ie1ap 3nsal 1593
1uai1ed [eNpPIAIPUI 01 SS9DJB ASES INSUD 03 S| oI
-s9b6ns Ajuo ayi ‘aroidull 01 buiyiAue Lust 219y |

"SUOISSIS 9Y1 JO BUIPIOIDI SMO||e pue 3SN 0}
Asea s| 1eyy wiope|d buipuaisiuod oapiA e buisn
15966ns 05|y "duoydaal Ueyl 19119q SHIOM 03PIA

"W 21BUIUIRIUOD P[NOD OYM AP0GOS

yum Buidepsiul 1o bunssw Jo adueyd jenusiod
e SABM|B SeM 2433 J19AS1BYM IO UOIIRIPEI IO}
[eudsoy ay3 01 06 pjnom | swn A19As asnedaq
9dualadxa aAlsod Jadns e sem 11 ‘QIA0D buling

"aw J1I9y1 bunsem 1ou pue a1edpinied 959
2UO3WOS BUIARY PAMO][e }| ) LIOL) PAISNeYXd
1,USeM | pUB ‘BW} BUINWWOD PIARS SUOISSSS
Yijeayaj1 Yy 101oey Biq e S| 9O0USIUSAUOD
"9S0OY} UO YDeqpasy

sjualied aAID 01 PUB $3SIDJAXS AY3 9INIIXS 0}
moy moys 01 3sidesayl ayi smojje 3 asnedaq
auoydas|a1 UeY} 423139 S| BUIDUSI4U0D 03PIA

'SUOISSaS DAI| 01 pa1eduiod

USUM paules)| | 1eym 351UuIoIduiod 10U pIp 3| A1
-23J9 se 1sN[ pue SUoIssas uosiad-uj 01 SdUIPIP
|B2J OU Y1M 3|qeiedWod 319M SUOISSSS Uleays|aL

21NNy Ul AI9AII9P 218D Y1|eay 4O Seale Ul yijeays
-21 bunuawa|dwi 1oy suonsabbns Jueddilied

QIAOD 10 Y1eaya)|al 03 paiejal 10U AISAISP a1ed
d71S JAILDV-0Yd [[e1on0 aaoidwil 03 suonsabbng

SUOISSaS Y1eays|al anoidwl 03 syuedidiied ayy
AQ SUO[IBPUIUILIOIII JO SUONSaBHNS dyDads

QIA0D bul
-INP yijeays|a1 buisn a1ed bulAiadal JO Siyauag

KISAIIDP 24BD J9DURD JO
9pOW B SB SUOISSIS Y1jeayala1 buisn Jo siysusg

uondo oapiA ayy
BuiAey 1NOQE S1USWWOD dYIdads siuedidiled

SUOISSS Y3[eaya|al Yim
uosiad ul J1ayy asedwod syuedpiyied pip MoH

suonedijdde y1jeays|al a1nny 10j [enUS10d
SEWETOETIs)

d7S JALLDV-04d |[esan0 aroiduwl 03 suonsabbng

U0IS$3s Yijeayaa1 aroiduwll 03 suonsabbng

AIAOD buunp yijeays|al buisn jo siyauag

3[eaya21 BUISN JO 14aUq |[BI2AO

UoISsas U3jeaya|a} JAILDV-O4d 104 uondo
oapiA buirey 1noge uondadiad jueddinieqd

SUOISSDS
Y3[eayaa1 pue uosiad uj usamiag bunedwod

KISAIISP 24ed1|RRY |[e4aA0 SzZiwndo pue
9ouUaadxa Yieayajal aAoidull 01 suonsabbng

Y3[eayaa1 Buisn Jo syyausg

iSUOISSas
415 uosiad-uj 03 21edwod Y1eays|al S20p MOH

JAulodmain yuedppaed
wiouy pazuewwins (saway3) abessaw £ay|

uonuyaq

(s)K10693ed 3p0)

seasedido]

(panunuod) Z ajqey



Khan et al. BMC Health Services Research (2022) 22:1218

demonstrate swallowing exercises and allow the patient
to repeat them and provide feedback. On second and
subsequent sessions, the SLP would inquire about partic-
ipants’ progression with their swallowing, the food stair-
case and the exercises. Participants indicated they were
able to mention if the material was unclear or confusing;
they had the opportunity to ask questions and were able
to receive explanations and feedback from the SLP. Only
one participant described that their telehealth sessions
did not evaluate their swallowing but were mainly infor-
mational, reinforcing what they had already learned in
clinic. One participant had difficulty recalling the details
of their telehealth session during their interview.

In terms of expectations, overall participants thought
that the idea of using telehealth was great when they
heard about it. Although some were not sure what to
expect during the session, most indicated they had no
concerns with switching to a telehealth platform. Partici-
pants evaluated their telehealth sessions as a very simple
process where they felt supported and very comfortable.
A couple of patients from both PM/UHN and MDACC
reported that, initially, the session would start awkwardly,
but as time progressed, they moved well. Overall, par-
ticipants reported feeling satisfied and informed at the
end of their telehealth SLP sessions. Depending on their
trial randomization arm, they indicated they had learned
how to eat the right foods and how to do the exercises
correctly.

Hlustrative quotes:

We were going through every exercise while I was
doing it. I would have water, different types of food;
she would watch me eat and swallow and be able to
give me pointers” [PT-06].

I was excited because it made my life a little bit eas-
ier [PT-11.].

I felt confident that I was doing the exercises as they
were intended. And that I was, you know, informed
on how to go ahead with how to eat certain foods as
the food pyramid illustrated [PT-02].

Key message 2: what worked well for telehealth SLP
therapy sessions?

Participants identified several factors that made it easy
to participate in the telehealth sessions. Six of the eleven
participants mentioned they were very comfortable with
the use of technology and that they “know the system”.
They indicated it was helpful to have previous experi-
ence using teleconferencing platforms at their respective
professional careers although only two from this group
had previously used a telehealth approach for healthcare

Page 7 of 12

delivery. Participants identified having good internet
connection, and access to optimal equipment as poten-
tial facilitators for their telehealth session. Having a fam-
ily member or caregiver support also helped facilitate the
sessions; where one had the opportunity to have a part-
ner provide assistance with technical support and also
join the session to participate, take notes and provide
feedback in real time.

Participants reported it was easy to participate in the
session as there was minimal preparation required. They
enjoyed talking to their clinicians who provided clear
information with the right paperwork and instructions
and helped troubleshoot technical issues as needed.
A few participants reported it was helpful to have met
the SLP at an in-person session beforehand and have a
familiar face lead the telehealth session. Some also made
note that the more telehealth sessions they did, the bet-
ter they got at it. Finally, one participant attributed the
ease of running the session via telehealth to their low
symptomatology.

Illustrative quotes:

I work in the technology industry, most of my con-
ferences or calls or daily interactions with custom-
ers and or whatnot was through either a phone call
video conferencing, so speaking to a medical profes-
sional wasn’t any big deal. [PT-08].

I could put him [the caregiver] on speaker and he
could participate, because he would help me ask
questions or sometimes, you know, he can see my
face [if] I didn’t understand. So he would say, Are
you sure you understand you ask the question again,
and so we can help clarify. So it was, it was really
good way to have your support there. So that was a
huge plus. [PT-04].

I have one office downtown [and] I work from home.
I already have my laptop, I bring [it] home all the
time and I have good internet connection here. So I
didn’t have to upgrade anything in terms of software
or fiber or I don’t know my system. [PT-07].

Key message 3: what did not work for the telehealth SLP
sessions?

Participants identified a few limitations in using tel-
ehealth. One limitation was their lack of previous expe-
rience using a teleconferencing platform for healthcare
delivery and/or the general lack of experience with
technology. Some reported being limited by inadequate
access to optimal equipment. They wondered if the tech-
nology made it difficult for the SLP to really see how they
were swallowing or completing the exercises. They saw
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one of the major challenges was that teleconferencing
did not allow for a close examination of the mouth and
throat. One participant indicated the type of software
may be a limiting factor if it is not user-friendly. Another
participant also pointed out that even though their expe-
rience with telehealth was good, it may be particularly
challenging for patients who experience severe swallow-
ing deficits, or those having a lot of treatment side effects.
Lack of any caregiver support and the use of hearing aids
were also perceived as potential limitations in using tel-
ehealth as a mode of care delivery.

Other drawbacks highlighted by participants regarding
telehealth sessions included limited personalization, and
the little opportunity to see patients and their clinician’s
reactions including information conveyed through body
language as you would find in any in-person session.
Finally, participants indicated that telehealth is limiting
when conducted just over the phone without video.

Hlustrative quotes:

I'm not very technical as far as computers are con-
cerned [PT-05].

The one time we were having issues, it would freeze
up. So everything was kind of chattering. So you
would kind of have to wait. So that was a little frus-
trating [PT-06].

I really didn’t have a lot of negatives, the only thing
is instead of just being telephone, instead of just
being voice, it should also be video.[PT-04].

Key message 4: how does telehealth compare to in-person
SLP sessions?

Of the eight participants who started with in-person ses-
sions and then transitioned quickly to telehealth, their
perceived comparison indicated that their telehealth
sessions overall were comparable to in-person sessions.
That is they stated that they were just as effective and did
not compromise what they needed to learn. Only two of
these participants indicated a preference for an in-person
session and thought it would be much more beneficial
than telehealth. These participants felt that seeing some-
body in person makes a difference and close proximity
allowed a joint brainstorming effect that is difficult to
come across in a virtual session.

Even though most participants felt the effectiveness of
SLP intervention was not compromised by the switch
to telehealth, they valued the use of an A/V platform
for their sessions and declared they preferred it over the
phone channel. They thought an A/V channel allowed
for a better connection with the therapist. It gave them
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the opportunity to show the therapist specific concerns
related to the head and neck area, (e.g., swelling of the
throat), benefit from a clear demonstration on how to
execute the exercises, and to receive feedback on their
performance.

Hlustrative quotes:

Effectiveness, I don’t, I don’t know if there's a com-
promise in either way. I think, I like to think that
they’re effectively getting the results that you're look-
ing for both ways. [PT-01].

[1t] makes you feel better seeing them in person that
way they can say, “Oh, it looks so good. And you're
doing well” Yeah, they said the same thing when I
talked to them [SLP] on the phone, but seeing some-
body makes a difference, I guess. [PT-09].

As far as instruction about the exercises, who to
keep working with, that was you know, on par with
in clinic. I would say for both in clinic and the tel-
ehealth, you're capturing it all. [PT-10]

Key message 5: benefits of using telehealth

Several benefits were identified in using telehealth for
PRO-ACTIVE SLP sessions. In both US and Canada,
participants mentioned how teleconferencing saved
time and effort of driving every day from a distance and
allowed them to continue participating in the sessions.
Participants mentioned that teleconferencing relieved
them from the stress, anxiety and physical hardship of
getting to the hospital and it was a great benefit to be able
to attend the session from the comfort of their home. For
some participants, less fatigue implied less need to rely
on caregivers. Multiple participants saw benefit in the
opportunity to use the full time available for their SLP
session by avoiding clinic waiting times. One participant
mentioned the telehealth session allowed them to avoid
embarrassing situations such as gagging, choking or
needing to spit mucus in front of the clinician.

Canadian participants, in particular, reported a great
relief in not having to come to the hospital for an SLP
session during COVID. They supported the choice of
shifting their SLP sessions from face to face to telehealth
in light of the pandemic as it meant one less appointment
and one less reason to be in a “germy” hospital [PT-05].
Shifting to telehealth guaranteed continuation of their
SLP treatment without necessitating the exhaustive need
for donning personal protective equipment (PPE) for
every hospital visit as part of COVID-19 protocol. Lastly,
due to COVID restriction, most hospitals had strict no
visitor policies in place. Participants highly valued the
opportunity provided by telehealth to allow a caregiver,
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often their partner, to listen in and participate in their
SLP sessions.
Hlustrative quotes:

I think [the sessions] can be handled more efficiently
actually, by the telehealth, like the commute, reduc-
ing the risk of getting COVID, having someone else
participate and not wasting their time. All three big
benefits of having it done through a virtual meeting
[PT-07].

I was excited because it made my life a little bit
easier, not having to drive to go to a visit. That we
could do it from wherever, usually it was work,
which made it easier. So all in all, I thought [it] was
very beneficial for me to do that instead of going to
in person [PT-11].

It was a huge help in keeping me participating with-
out having to use a lot more energy or having to, you
know, drive down there. You know, walk through all
the washing hands and getting masks and you know
what it was just like in the COVID environment, it
was a huge relief. So for me, it was good. [PT-04].

Key message 6: suggestions to improve telehealth
experience and optimize overall healthcare delivery
Overall, participants indicated being happy with their
telehealth experience, and did not have many recom-
mendations to change. They did indicate, if provided
with a choice, they would opt for an A/V channel ver-
sus telephone only. Participants also suggested using a
teleconferencing platform that is easy to use and allows
recording as it would be a benefit to review the session
at a later time. Other suggestions included ensuring
easy access to individual patient test results along with
detailed SLP therapy notes and recommendations; and
the inclusion of a caregiver in SLP sessions.

In terms of future interventions, one participant sug-
gested that telehealth mode of healthcare delivery could
be useful for multidisciplinary team meetings where it
allows several specialists to meet the patient at the same
time, thereby improving efficiency in communication
among healthcare team members resulting in better care.
They also highlighted the potential to use telehealth to
reach people living in remote areas that are often under-
served by the health community.

Ilustrative Quotes.

Again, it depends on the study, but on this research
that requires some exercise to be able to maintain
your ability to swallow. I think video would have
improved it. [PT-04].
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Yeah, actually might be, or as the exercises go, you
can replay the session and actually redo the ses-
sion, have the session available to you to redo to
review the exercises again, because when we think
we remember, well, I've had some past experience of
what we think we remember and you're tested on it
for a period of time, it's not exactly the same. Being
able to replay the session would be, I think, a benefit
[PT-10].

I could see it being beneficial, having, you know, the
different specialists in the same meeting so that they
could compare notes and possibly bounce ideas off
each other as well. So I guess just a sidebar note on
how well teleconferencing can work in the health
care sector [PT-02].

Discussion

This project aimed to understand patient experiences
regarding telehealth interaction in a small subset of par-
ticipants enrolled in the large PRO-ACTIVE trial. Several
lessons were evident from the key messages that emerged
from analysis of the participant interviews. Participants
reported that telehealth sessions did not compromise
with what they would have learned in an in-person ses-
sion. Overall, participants felt satisfied, comfortable, and
confident after their telehealth sessions. They identified
that previous experience with teleconferencing, access
to optimal technical equipment and caregiver assistance
facilitated their telehealth participation. Telehealth was
seen as beneficial as it saved commuting time and energy
at a time when cancer patients are feeling physically vul-
nerable and weak. In comparing their in-person SLP ses-
sions to telehealth SLP sessions, participants identified
key limitations including a lack of previous experience,
poor access to technology and limited personalization of
a telehealth session. In particular, participants strongly
indicated that use of telehealth is limiting when con-
ducted just over the phone without video.

In recent years, several publications have emerged with
positive findings on the feasibility and reliability of tele-
health use in dysphagia management for head and neck
cancer patients. Advantages reported include improve-
ments in service efficiency [32], cost savings [13], access
to care [33], and clinician and patient/caregiver satis-
faction [13, 32], all of which aim to ultimately enhance
overall patient care delivery [33]. However, in addition
to investigating the feasibility and reliability of telehealth
practice, it is also important to learn the perspective of
head and neck cancer patients themselves regarding this
service care model to successfully implement the use of
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telehealth in dysphagia management, particularly during
challenging times such as the acute treatment interval
during head and neck radiotherapy.

Lessons from this study offer useful information that
may not only help improve delivery of care using tel-
ehealth in the PRO-ACTIVE trial but also inform best
practices for dysphagia management using telehealth.
Our work supports previous evidence that a telehealth
approach was a beneficial alternate model to support
patients during service constraints [16], particularly
during the COVID-19 pandemic. Our findings com-
plement previous study reports that most patients are
comfortable receiving services via telehealth and appre-
ciate the value of telerehabilitation [34]. Limitations
related to technical factors and accessibility identified
from the participants’ viewpoints have been reported
previously [25] and helps to understand which patients
might benefit more from an in-person session com-
pared to a virtual therapy model. It is important for cli-
nicians to evaluate patients’ individual challenges and
clinical needs and adopt the use of telehealth only if it
is judged to be in the best interests of the patient given
their clinical scenario.

Despite a robust review of the participants’ interviews,
there are some limitations to report for this qualitative
study. This study included a very small sample of only
eleven participants making it difficult to draw conclu-
sions about the impact of a previous in-person visit(s)
before the telehealth appointment. The authors did not
have the opportunity to continue with interviews to con-
firm data saturation. This is a study limitation making it
difficult to conclude that authors have indeed captured
all possible key messages from a patient perspective
regarding telehealth. The small sample size of this study
also limited the authors from doing a comprehensive
compare/contrast of the participant responses based on
age, sex, and other factors such as socioeconomic status,
ethnicity, residential geography and co-habitation sta-
tus, all of which have the potential to impact participant
responses. The authors did compare/contrast responses
from Canada vs USA and found no differences although
the dataset is too small to conclude that differences do
not exist. Participants were included from a tertiary care
academic institute in Toronto, ON Canada (PM/UHN)
and an academic comprehensive cancer center facil-
ity in Houston, Texas, US (MMDACC). In future stud-
ies, with a larger sample, it would be interesting to see if
patient perspectives differ between those enrolled at an
academic versus a community facility. Participants were
interviewed between 3 to 9 months following their last
telehealth SLP therapy session and some interviews were
more detailed than others. This large time gap between
the telehealth SLP session and the interview has the
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potential risk of recall bias with less detail about the SLP
sessions being described when the session occurred some
time ago.

This study was primarily driven by the changes that
occurred in response to the COVID-19 pandemic lead-
ing to a rapid shift in SLP care delivery. Perspectives of
patients receiving telehealth rapidly implemented dur-
ing a pandemic response may reflect more real-word,
pragmatic perspective than prior controlled research
in this area. However, it is also important to consider
that despite the several benefits and advantages of tele-
health highlighted in this study, there isn’t enough data
to conclude that these participant views can be general-
ized beyond the context of the pandemic. Nonetheless,
current literature presents promising data, indicat-
ing that telehealth interventions may be both effective
and cost-efficient in the management of head and neck
patients [35]. In fact, the COVID-19 pandemic resulted
in widespread telehealth implementation in health-
care increasing access to care and reducing health dis-
parities in under-represented minority and vulnerable
patient populations [36]. In the research arena, the con-
cept of a decentralized or hybrid clinical trial has been
adopted including remote collection and assessment of
data, that potentially reduce patient burden, increase
patient enrollment and retention, and also improve
efficiency of trial workflow efficiency [37]. Given the
exponential growth in the use of technology in modern
medicine and the extensive interest and research in the
field of telehealth, the likelihood of using a telehealth
approach for dysphagia management in future is high.
Learning from the patient point of view what facilitates
effective exchange between an SLP and the patient, and
what barriers exist, can help ensure best practices in
utilizing the telehealth approach in the PRO-ACTIVE
trial as well as in future uptake and application of a suc-
cessful intervention for dysphagia management in the
head and neck cancer population.
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