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Abstract

Background: Psychological distress is a major issue among survivors of women's cancer who face numerous barriers to
accessing in-person menta health treatments. M obile phone app—based interventions are scal able and have the potential to increase
access to mental health care among survivors of women’s cancer worldwide.

Objective: Thisstudy aimed to evaluate the acceptability and preliminary efficacy of anovel app-based intervention with phone
coaching in a sample of survivors of women's cancer.

Methods: Inasingle-group, pre-post, 6-week pilot study in the United States, 28 survivors of women's cancer used iCanThrive,
a novel app intervention that teaches skills for coping with stress and enhancing well-being, with added phone coaching. The
primary outcome was self-reported symptoms of depression (Center for Epidemiologic Studies Depression Scale). Emotional
self-efficacy and deep disruption were also assessed at baseline, 6-week postintervention, and 4 weeks after the intervention
period. Feedback obtained at the end of the study focused on user experience of the intervention.

Results: There were significant decreases in symptoms of depression and sleep disruption from baseline to postintervention.
Sleep disruption remained significantly lower at 4-week postintervention compared with baseline. The iCanThrive app was
launched a median of 20.5 times over the intervention period. The median length of use was 2.1 min. Of the individuals who
initiated the intervention, 87% (20/23) completed the 6-week intervention.

Conclusions: This pilot study provides support for the acceptability and preliminary efficacy of the iCanThrive intervention.
Futurework should validate theintervention in alarger randomized controlled study. It isimportant to devel op scalableinterventions
that meet the psychosocia needs of different cancer populations. The modular structure of theiCanThrive app and phone coaching
could impact alarge population of survivors of women’s cancer.

(JMIR Cancer 2020;6(1):€15750) doi:10.2196/15750
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emotional needs of patients are often neglected [6-8], and this

Introduction pattern continues into survivorship. Depression, which affects
Background between 10% and 25% of survivors of women’s cancer [4,9,10],

is perhaps the most studied psychosocial effect of cancer
treatment. For example, among individuals with breast cancer,
those who report aclinical level of depression report 2% times

A largebody of literature demonstratesthat survivors of cancers
that almost exclusively affect women (ie, those who have

completed treatment for breast, endometrial, and gynecologic g many unmet psychosocial needs compared with those without
cancers) have large and unmet psychosocial care needs[1-5].  ggnificant depression [2]. Untreated symptoms of depression
Studies have found that during primary cancer treatment, the .o |ead to poor quality of life[11], increased mortality [12,13],
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and high economic costs [14]. Furthermore, studies find that
depression is closely linked with other health behaviors, such
as deep disturbance and difficulty in regulating emotions
[15,16]. Itis, therefore, imperative to devel op and test effective,
scalable, and accessible psychosocial interventions to meet the
growing needs of survivors of women'’s cancer.

Interventions that emphasi ze skills acquisition, such as cognitive
behavioral therapy and acceptance-based therapies (eg,
mindful ness), have been shown to effectively reduce symptoms
of depression in cancer survivors [17-20]. However, numerous
barriers prevent them from recelving adequate in-person
treatment [21]: high financial cost [22], high time investment
[23], socia stigma [24], and a severe shortage of trained
psychotherapists [25-27]. Combined, these barriers lead to
almost half of the survivors to report unmet psychosocial care
needs [3,8,28-31]. For example, athough psychosocial
interventions have been found to reduce depressive symptoms
for early stage breast cancer patients [32,33], more recent
research hasidentified the need to address depression symptoms
up to 5 yearsfollowing primary cancer treatment [34,35].

Mobile phone apps are frequently cited as away of extending
cost-effective care [36,37]. The percentage of US adults who
own an internet-enabled mobile phone has steadily increased
from 35% in 2011 to 77% in 2018, including 73% of US adults
aged 50 to 64 years[38]. Numerous studies have demonstrated
the efficacy of app-based interventionsin reducing mood-related
symptoms in the general population [37,39-42]. App-based
interventions decrease barriers associated with traditional
in-person interventions for cancer survivors because treatment
is affordable, can be made more readily available by removing
logistical issues(ie, travel and scheduling), can offer an efficient
use of time (ie, no delays to begin treatment and self-pacing),
and is no longer limited by proximity to available
psychotherapists. However, despite high demand from survivors
of women’s cancer for receiving care through digital means
[43-46], few interventions specifically target mental health and
well-being in thisrapidly growing population. Empirical reviews
of appsin cancer [47,48] fail to identify any publicly available
mental health interventions for survivors of women's cancer.

Coaching to Enhance Engagement to Digital
I nterventions

Despite the promise of mobile interventions to increase
scalability and access to mental health care, engagement is a
major problem [49]. Engagement is necessary for treatment
success, as a dose-response relationship has been observed in
psychological treatment broadly [50] and in digita health
interventions [51,52]. Numerous studies have found that poor
engagement isawidespread concern acrossdigital interventions,
leading to dropout rates often as high as 50% [49,53-55], and
meta-analyses have found that dropout rates are particularly
high among depressed participants [56-58]. Similar rates of
dropout have been noted in Web- and app-based interventions
for cancer populations as in the general population [59-61].
Thus, despite the need for app-based interventions to reduce
the impact of symptoms of depression in survivors of women’s
cancer, existing interventions have not been designed to optimize
engagement, which can restrict outcomes.

http://cancer.jmir.org/2020/1/e€15750/
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A growing amount of work has evaluated human support
strategies to promote engagement, such as phone coaching
[39,62,63], that may be particularly useful for promoting
engagement among women. Studies have found that compared
with men, women use health services more [64], prefer mediated
social interaction [65], and tend to favor dyadic social
relationships [66]. These findings indicate that integrating
human support with an app-based intervention could be an
effective strategy to increase engagement among survivors of
women'’s cancer. The Efficiency Model of Support [63] is a
model for how to provide a provision of support to users of a
digital health app. Specifically, the model highlights 5 ways
that users might fail to benefit from ahealth app. Theseinclude
issues related to the usability of the program, fit of the app to
meet one’'s needs, knowledge of how to use the program, and
implementation failures [63]. On the basis of model, the role
of the coach isto support usersin using and benefiting from an
app-delivered intervention, by identifying and targeting factors
(eg, lack of understanding of how to use the app or how the app
can improve daily life) that may lead users to fail to benefit
from the program, and providing support to overcome those
factors. This study paired an app intervention with phone
coaching to enhance engagement and thus promote outcomes.

This Study

Inasample of survivors of women’s cancer inthe United States
who completed their active cancer treatment within the last 5
years, the primary goals of this study were to evaluate the
acceptability and preliminary efficacy of a novel app-based
intervention (iCanThrive) over a 6-week period and to inform
the sample size for alarger trial [67]. The iCanThrive app was
designed asaclinical intervention that teaches skillsfor coping,
reducing distress, and promoting strengths (see description
below in section titled iCanThrive App). We define acceptability
similar to others [68] as a multifaceted construct that pertains
to how much users of an intervention find it to be appropriate
and the degree to which it meets their needs [68]. In this study,
acceptability was eval uated through the user experience domains
of usefulness, ease of use, ease of learning, and satisfaction of
using the app. Symptoms of depression were assessed at
baseline, 6 weeks after the intervention (postintervention), and
4 weeksafter theintervention period (4-week follow-up). Owing
to the positive relationship between depression and sleep
disturbance [16] and because iCanThrive teaches skills for
regulating affect, additional outcomes assessed were
self-reported sleep disturbance and emotional self-efficacy.
Acceptability data were collected at the postintervention
assessment.

Methods

Overview

This was a single-group, 6-week, pre-post pilot study design
among survivors of women's cancer in the United States who
completed their active cancer treatment in the last 5 years. The
decision to use a 6-week duration was based on the duration of
brief face-to-face psychotherapy (typically 6-8 weeks) as well
asprior reviews of mobile health (mHealth) studiesfinding that
the duration of app-based interventions ranges between 6 days
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and 8 weeks [69]. Acceptability was assessed at the
postintervention assessment. Self-reported symptoms  of
depression, emotional self-efficacy, and sleep disturbance were
administered at baseline, postintervention, and 4-week
follow-up.

Participants and Procedure

A total of 28 survivors of women’s cancer (mean age 59.6 years,
SD 10.5) were recruited from a community research cohort in
the United States that included patients from 2 large regional
cancer centersin the United Stateswith catchment areas serving
rural and nonrural communities. Women aged older than 18
years were eligible to join the cohort if they had received a
diagnosis of stage 1, 2, or 3 breast, cervical, ovarian, or
endometrial/uterine cancer and if they were more than 6 months
from completing their active cancer treatment (surgery,
chemotherapy, or radiation). Women in this study reported being
diagnosed with thefollowing types of cancer (they could choose
more than 1): breast (n=13), bladder (n=1), cervical (n=1),
ovarian (n=7), and endometrial (n=9). On average, the duration
between their last cancer treatment and the beginning of study
enrollment was 2.5 years (range 1.4-3.9 years). Most participants
self-identified as white (26/28, 94%), followed by black (1/28,
3%) and multiracial (1/28, 3%). Rural-urban commuting area
(RUCA) codes version 2.0 from the US Department of
Agriculture were used to eval uate the geographic characteristics
of the sample. RUCA codes range from 1 (most metropolitan)
to 10 (most rural). Participants hailed from arange of locations,
with 64% (18/28) living in an area characterized as metropolitan
(RUCA 1-3), 18% (5/28) living in an area characterized as
micropolitan (RUCA 4-6), and 18% (5/28) living in an area
characterized asrural (RUCA 7-10).

A target sample size of 30 was chosen based on sample size
recommendations from prior work for a pilot study [67]. This
sample size is sufficient for detecting a large effect size for
change in depression symptoms, at 80% power, although 1
purpose of conducting this pilot study wasto collect initial data
to inform a sample size calculation for a larger trial [67]. To
reduce barriersfor participation, inclusion criteriawere limited
to the following: (1) woman cancer survivor who completed

Figure 1. Screenshots of the iCanThrive app.

@ My Dashboard

‘Welcorme Test User

. ‘What would you like to do?

; 63'::4 Connct with
, w
iCanThrive

http://cancer.jmir.org/2020/1/e€15750/

RenderX

Chow et al

their active cancer treatment in the last 5 years, (2) aged at least
18 years, and (3) owned a maobile phone or is willing to carry
one around if provided. As this pilot study evaluated a
brand-new app intervention, given the resource demands of
prescreening individuals for depression, a decision was made
to recruit an unselected sample of cancer survivors who
expressed an interest in participating in the study.

Mailers containing a brief information flyer were sent to atotal
of 174 survivors of women's cancer in the registry, followed
by an email inquiry about their potential interest. Of these, 28
women responded, and all were deemed eligible and enrolled
in the study. Interested individuals were asked to review and
sign the consent form on a secure Qualtrics Web page. Research
staff described the aims of the study and reviewed the study
timeline with participants before they signed the consent.
Participants then completed a Web battery of questionnaires
and scheduled a coaching call (designed to last 30 min) to take
place sometime within the next week, which marked the
initiation of the intervention. After 6 weeks (postintervention),
participants completed another battery of self-report measures
online. Finaly, participants completed the same battery of
self-report measures 4 weeks after theintervention period. They
also provided feedback about their experiences of using the app
and coaching. Participants were compensated with a US $50
gift card for providing feedback. The data that support the
findings of this study are available on reasonable request from
the corresponding author.

iCanThrive App

The iCanThrive app was available for public download on the
Google Play Storeinthe United States. The appisuser initiated,
meaning that userslaunch and use the app when and where they
desire. On launching the iCanThrive app, users are presented
with a brief splash screen that contains the app logo and a
lavender ribbon that is commonly used to raise awareness of
cancer survivors (Figure 1, top left), before automatically
directing them to the My Dashboard screen (Figure 1, top right).
The depiction of aflourishing tree was chosen as the app logo
to signify growth and skills acquisition as a means for
empowering survivors of women's cancer [70].

Now begin the breathing exercise.

inhale for 3 seconds, exhale for 3 seconds, Original thought; Il ge! cancer again
#nd 50 on Mew thought: fm healthy now and 1l
The ‘mext” buston will sppear below after 1 deal with It i X retovms
minute

You can also sync your breathing with the Look at these thoughts side-by-side_

expanding shape in the video below Consider the evidence. Which is more

accurate?
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The core functionality of the app is composed of 8 exercise
modules. Each module focuses on a specific aspect of mental
health and well-being drawn from basic tenets of cognitive
behavioral therapy (eg, reducing worry and problem solving),
acceptance-based therapies (eg, mindfulness and emotional
awareness), and positive psychology (eg, fostering gratitude
and savoring positive experiences). See Table 1 for adescription
of the 8 iCanThrive modules and their objectives. Selecting a
moduleimmediately initiates an interactive exercise that guides
the user through each step. For example, if a user selects the
Challenge a Thought module from the My Dashboard screen,
they are guided through an interactive exercise that |eads them
through the steps of writing down a negative or distorted

Table 1. Description of iCanThrive modules and their objectives.

Chow et al

recurring thought, determining what class of negative thought
it falls under, and ultimately generating a new, alternative
thought (Figure 1, bottom right). If a user selects the Reduce
Sress module, they can engage in a diaphragmatic breathing
exercisethat presentsthem with a 1-min triangle breathing video
they can useto synchronizetheir breath (Figure 1, bottom left).
Users also compl ete a distress thermometer to assess changein
psychosocial distress before and after completing the exercise.
At the end of each module, users are given an option to log out
of the app or navigate back to the My Dashboard screen.
Exercises were designed to be completed within 2 min and
require few instructions to complete.

Module Objective

Challenge a Thought

Problem Solve

Untwist a Worry

Reduce Stress

Foster Gratitude

Promote My Values
Savor a Moment

Understand My Emotions

Enhancesthe ability to identify and challenge distorted thinking patterns. Guides usersthrough acognitive
restructuring exercise.

Promotes problem-solving skills. Users are led through an exercise that identifies ways to reach a goal
while weighing the pros and cons of each strategy.

Provides an interactive exercise to decrease worry. Users are led to consider the actual probabilities and
costs of negative events happening and strategies to cope.

Increases relaxation skills. Users can choose to listen to short guided mindfulness audios or engage in
an interactive diaphragmatic breathing exercise.

Promotes a grateful outlook. Users are prompted to identify things they are grateful for and how to ac-
knowledge them in daily life.

Promotes awareness of values and ways to strive for fulfilling valuesin daily life.
Increases positive affect by leading user to recall and recount past positive experiences.

Enhances emotional awareness. Users are led through an exercise to identify the emotions they are ex-
periencing, the causal factorsinvolved, and how their emotions arelinked to their thoughts and behaviors.

The app contains additional functions that (1) allow users to
learn more about the psychological constructs the app targets
and connect users to trusted third-party sites (eg, American
Cancer Society main website) that contain information about
cancer support services and other electronic sources, (2) allow
users to connect with other iCanThrive users through an
anonymous discussion board, and (3) recommend 1 of the 8
exercise modules based on a series of questions that assess the
user's emotional and psychological state. Users were not
specifically required to access these functions during the
intervention period. As these functions were peripheral to the
8 exercise modules, their utilization is not reported. Each
instance of an app launch was automatically logged and stored
in the system supporting the app. This enabled us to track the
total number of app launches across the study period.

Phone Coaching

A manualized and detailed coaching protocol was devel oped
based on the Efficiency Model of Support [63]. Similar coaching
protocols have been implemented in other studies evaluating
mental health apps [39]. The goals of coaching, which were
listed in the coaching manual, are to address usability issues,
increase engagement with the app, promote fit by assessing
cancer survivors' needs, promote knowledge of the skillsfound
in the app, and encourage implementation of the skillsin daily
life [63]. Usahility concerns include issues related to the

http://cancer.jmir.org/2020/1/e€15750/

usahility of the intervention, fit of the intervention tool to one’s
needs, knowledge of how to use the intervention, and
implementation failures. The coaching manual provided a
structure to coaching calls, including specific language to use
and questions to ask. The structure that was prescribed by the
coaching manual enabled coachesto methodically discusseach
of the coaching goals. Coaches were instructed to focus on
app-related issues and to refrain from doing more traditional
counseling with participants. Participants were explicitly told
that their coach is not trained in counseling or crisis
management. An initial 30-min coaching call focused on
orienting participants to downl oading and using the app, setting
expectations of the coach’s role, assessing how the app may
meet participants needs, and building rapport. Participantswere
told that they could contact coaches at any time with any
app-related questions via email or phone. Following the initial
coaching call, participants received atext message (viaQualtrics
Short Message Service tool) every week to remind them to try
2 new exercise modules in the app. Overall, 2 coaches with a
bachel or’s degree were trained and monitored by the lead author
(PC). Coachesreceived adetailed coaching manua and attended
weekly supervision meetings throughout the duration of the
trial. Finally, an unstructured 5-min phone call 4 weeks after
theinitial coaching call served as a check-in to make sure that
participants did not have any lingering concerns or questions.
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Self-Report M easures

Psychosocial Outcomes

Depression

The Center for Epidemiologic Studies Depression Scale (CES-D
[71]), 10-item version [72], was used to assess for symptoms
of depression. The CES-D-10 is awell-validated and accepted
measure of symptoms of depression in cancer populations
[73,74]. Participants respond (O=rarely or none of the time and
3=dll of the time) to 10 items that assess symptoms related to
depression (eg, | felt lonely and | felt depressed). Participants
are asked to base their responses on how they have felt over the
past week. A cutoff score of 10 or greater, from apossible score

range of 0to 30, hasbeen used to indicate aclinically significant
level of depressionin older adults[72].

Emotional Self-Efficacy

The Patient-Reported Outcomes Measurement Information
System (PROMIS [75]) Self-Efficacy for Managing Emotions
subscale (version 1.0, Short Form 4a) was used. PROMIS scales
are well validated and widely used in heath research.
Participants respond (1=l am not at all confident and 5= am
very confident) to 4 items that assess behaviors related to
emotion regulation and self-management (eg, | can handle
negative feelingsand | can find ways to manage stress). Scores
range from 1 to 20. Consistent with PROMIS scoring
recommendations, raw summed scores were converted into t
scores for analyses, with higher scores indicating greater
emotional self-efficacy.

Chow et al

Sleep Disturbance

The PROMIS [75] Sleep Disturbance subscale (version 1.0,
Short Form 4a) was used to assess sleep. Participants respond
(1=not at all and 5=very) to 4 items that assess sleep quality
and related behaviors (eg, My sleep was refreshing and | had
difficulty falling asleep). Scores range from 1 to 20. Higher
scores indicate greater sleep disturbance. Raw summed scores
were converted into t scores for analyses.

User Experience

The USE [76] short form was used to examine the usability and
satisfaction of the iCanThrive app. It is composed of 21 items
that assess user experience (eg, “I would recommend it to a
friend,” “Itiseasy tolearnto useit,” and “It issimply to use”),
which comprise the domains of Usefulness, Ease of Use, Ease
of Learning, and Satisfaction. Items are scored on a 7-point
Likert scale (1=strongly disagree and 7=strongly agree). The
USE measure is a well-validated scale that is commonly used
to evaluate the user experience of mHealth interventions[77,78].
Moreover, 10 additional items were used to assess aesthetic
appeal of the app, concerns about data privacy, usefulness of
coaching calls, the degree to which iCanThrive meets a need
for survivors of women'’s cancer, and whether users would, in
theory, be interested in being a coach for other survivors of
women’s cancer. Participantsrated each item on a5-point Likert
scale (1=not at all and 5=very). Table 2 contains the 10
additional items and their descriptive statistics.

Table 2. Feedback items (scale ranged from 1 to 5) and descriptive statistics (n=19).

Item Values

1. How satisfied are you with the iCanThrive program in general ? mean (SD) 4.06 (1.0)
2. How much did you like the way the iCanThrive program looked? mean (SD) 4.33(0.69)
3. How much did the program keep your interest and attention? mean (SD) 3.56 (1.25)
4. How good of afit was the program for you? mean (SD) 3.50 (1.34)
5. How worried were you about your privacy in using iCanThrive? mean (SD) 1.33(0.69)
6. How likely would you be to continue using the program on your own? mean (SD) 3.00 (1.37)
7. How useful were the coaching phone callsin using the app? mean (SD) 4.22 (0.94)
8. How useful were the text message reminders in using the app? mean (SD) 4.13(1.31)
9. How much do you think the iCanThrive program meets a need for women cancer survivors? mean (SD) 4.06 (1.21)

10. Would you be interested in being an iCanThrive coach for other women cancer survivors? (yes/no; N=19), n (%)

Yes=9 (47); no=10 (53)

Data Analysis

Outcome data were stored in a secured Qualtrics server for
highly sensitive data. Analyseswere performed in SPSSversion
25.

Study adherence and app usage were analyzed using descriptive
statistics. A per-protocol analysis approach was adopted using
paired t tests to analyze whether the use of iCanThrive was
associated with changes in psychosocial outcomes (ie,
depression, emotional self-efficacy, and sleep disturbance)
before versus after the intervention period. Paired t tests were
also used to examine whether there was a significant difference

http://cancer.jmir.org/2020/1/e€15750/

in psychosocial outcomesfrom baselineto the 4-week follow-up.
User experience data were analyzed descriptively by obtaining
means and standard deviations.

Results

Study Adherence and App Usage

Of 28 cancer survivors, 20 (71%) completed the postintervention
assessment, and 19 cancer survivors completed the 4-week
follow-up assessment. Of the 8 individual s who dropped out of
the study, 5 did not engage in the initial coaching call and,
therefore, did not initiate treatment, and 3 individuals lost
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contact after completing the coaching call. Thus, of 23 cancer
survivors who initiated treatment, 20 (87%) completed the
postintervention assessment, and 19 (83%) completed the
4-week follow-up assessment. TheiCanThrive app waslaunched
a median of 20.5 times (mean 23.2, SD 16.8; range 1-59;
| QR=25) over the 6-week intervention period, which isgenerally
higher than other apps that have produced significant
improvements in mental health outcomes [79,80]. The median
duration of use per app launch was 2.1 min. A total of 3
participants requested additional contact with coaches during
the course of the study. Of those, 2 participants wanted to clarify
the timing of when they should try new exercise modules, and
1 participant asked if they could tell afriend about the app.

Chow et al

Psychosocial Outcomes

Table 3 contai ns descriptive stati stics of psychosocial outcomes.
There was a significant reduction in symptoms of depression
from baseline to postintervention (t19=2.22; P=.04; 95% CI
0.08 to 2.72). Despite survivors reporting a lower level of
depression symptoms at the 4-week follow-up than at baseline,
this effect did not reach significance (t16=0.82; P=.42; 95% ClI
-0.93t02.11). Therewas no significant differencein symptoms
of depression from postintervention to the 4-week follow-up
(t18=1.13; P=.27; 95% CI —-0.63 to 2.11). Among those who
completed the 6-week intervention (n=20), at baseline, a total
of 6 individual s had depression scores at or abovethe CES-D-10
cutoff (=10) for clinicaly significant depression. At
postintervention, 1 individual was above this threshold. At the
4-week postintervention follow-up, atotal of 3individualswere
above this threshold.

Table 3. Means and standard deviations of psychosocial outcomes at each time point.

QOutcome Baseline(n=28), mean (SD) Postintervention (n=20), mean (SD) 4-week follow-up (n=19), mean (SD)
Depression symptoms 6.25 (3.85) 4.85 (2.92) 5.47 (3.78)

Emotional self-efficacy 48.37 (6.50) 50.23 (5.44) 50.59 (6.29)

Sleep disruption 48.47 (6.88) 44.37 (8.16) 43.92 (6.74)

There was a dlight increase in emotional self-efficacy from
baseline to postintervention, although this effect did not reach
significance (t;9=1.33; P=.20; 95% Cl -4.79 to 1.07). Despite
women reporting greater emotional self-efficacy at the 4-week
follow-up than at baseline, this effect did not reach significance
(t,g=1.56; P=.14; 95% CI -5.35 to 0.79). Finally, there was a
significant reduction in sleep disruption from baseline to
postintervention (t;4=3.41; P=.003; 95% CI 1.59 to 6.62), and
there continued to be asignificant differencein sleep disruption
from baseline to the 4-week follow-up (t;5=3.71; P=.002; 95%
Cl 1.97 to 7.11).

User Experience

Overall, survivors of women's cancer reported very high levels
of ease of use (mean 6.12 out of 7, SD 0.91) and ease of learning
(mean 6.49 out of 7, SD 0.71) the iCanThrive app. They also
reported an acceptable level of usefulness (mean 4.87 out of 7,
SD 1.55) and a high level of satisfaction (mean 5.19 out of 7,
SD 1.36) of the app. Asseenin Table 2, they al so reported that
they generally liked how the app looked (mean 4.33 out of 5,
SD 0.69), that the app was at |east somewhat effective at keeping
their attention (mean 3.56 out of 5, SD 1.25), and that the app
strongly endorsed the utility of phone coaching to supplement
their use of the app (mean 4.22 out of 5, SD 0.94). Mean scores
for the overall fit of the intervention (mean 3.50 out of 5, SD
1.34) and interest in continuing to use the app (mean 3.00 out
of 5, SD 1.37) indicated generally favorable ratings, although
the standard deviations suggest a large amount of variance in
how users rated these items. Individuals also reported having
little concern over privacy issues of the app (mean 1.53 out of
5, SD 0.52). Finally, usersreported, on average, that iCanThrive
meets an important need for survivors of women's cancer (mean
4.06 out of 5, SD 1.21). Roughly half (9/19, 47%) of thewomen
who completed the study indicated that they would be willing
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to serve as a coach for other survivors of women’s cancer to
help them use the app.

Discussion

Principal Findings

Overall, the app usage metrics and patient-reported outcomes
from this pilot study support the use of iCanThrive asaclinical
intervention in survivors of women'’s cancer. To our knowledge,
there are no published trials of app-based interventions with
phone coaching that specifically target mental health outcomes
among survivors of women’s cancer. The findings of this study
suggest that survivors of women'’s cancer, many of whom live
in nonmetropolitan areas, can engage with and benefit from a
mobileintervention. Few trials of app-based interventionsreport
follow-up data on outcomes. In this study, despite symptoms
of depression being lower at the 4-week follow-up assessment
than at baseline, the difference was not significant. It is likely
that this effect would be significant with a larger sample size
and with a clinicaly depressed sample. However, the
sustainability of these gains should be a focus of development
for future interventions. For example, although women used
iCanThrive over 6 weeks, a longer intervention period could
yield larger and long-lasting gains.

In general, feedback scores from women was largely positive,
although future iterations of the app should consider some
changes. In this study, feedback scores were lowest for items
related to fit and long-term engagement after the trial period.
Sustained engagement is awidespread issue facing mobile and
app-based interventions [49], many of which rely on users to
initiate. An aternative method of content delivery involves
leveraging adaptive designs. For example, a Just-in-Time
Adaptive Intervention [81] aims to provide the right type and
amount of support, at precisely the right time, by continually
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assessing and adaptive to the user’s state. Future trials of
iCanThrive may evaluate the utility of continuously assessing
auser’'semotional state passively through mobile phone sensors
[82] or via self-report instruments to trigger interventional
content when the user is most vulnerable (eg, auser is asked to
engage in a breathing exercise when their emotional stateison
adownward trgjectory). In addition, future work should explore
integrating components to the intervention that assist the user
in making decisions about what exercises to engage in. For
example, some mental health apps have evaluated the usefulness
of automated recommender systems that encourage usersto try
intervention content that most closely matches their current
needs[83]. The goalsof thesetypes of strategiesareto promote
fit and engagement with digital interventions.

By providing a provision of light human support, iCanThrive
is different from most other app-based mental health
interventions, and the use of phone coaching likely enhanced
users engagement with the app (based on app usage and
relatively low dropout rates compared with other digital
intervention studies). Although the decision to add phone
coaching was based on the communication preferences in
women versus men [65], not all women will use an app-based
intervention the same way. Some may benefit from phone
coaching, whereas others may not. Thus, although women in
thistrial strongly endorsed the utility of phone coaching, future
trials should consider whether to provide phone coaching to a
subset of women who need it most. For example, using a
Sequential, Multiple Assignment, Randomized Tria [84], it
may be possible to identify individuals who struggle to engage
with the app and provide them with additional resources.
Addressing support needs on an individual basiswill maximize
the scalability and impact of an app-based intervention by
making efficient use of available resources (eg, money and
coach’stime). Furthermore, future studies may wish to explore
the benefits of training lay individuals to become coaches, as
almost half of the participants in this trial reported that they
would be interested in coaching future survivors of women’s
cancer. Training individuals who have completed the
intervention to become coaches could increase the scalability
of adigital intervention while promoting engagement.
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Limitations

This study and its findings should be interpreted in light of
several limitations. Given the size and characteristics of the
current sample, these findings may not be generalizable to
subsets of women with a specific form of cancer or phase. The
participantsin the study were not selected based on athreshold
of depressive symptoms, and future studies may wish to recruit
aclinically depressed sample. One might expect the impact of
iCanThrive on symptoms of depression, emotional self-efficacy,
and sleep disturbance to be even greater among those with a
clinical level of depression. Findings related to the potential
impact of iCanThrive on symptoms of depression and sleep
disruption should also be replicated in a larger sample of
survivors of women's cancer. For example, in this study, it was
found that depression symptoms, although lower at the 4-week
postintervention follow-up (vs baseling), was not significantly
different than at baseline, which may be attributed to the small
sample size and limited power. We urge caution in using pilot
studies to guide power calculations for larger trials [85].
Furthermore, it isimportant to consider other possible outcomes
to assess, such as social functioning and positive affect. It will
also be important to evaluate iCanThrive in a randomized
controlled trial, as this study used a single-group, pre-post
design. Thus, it isimportant to not overinterpret the findings of
this study because of the absence of acontrol condition. Finaly,
it will be important for future studies to collect in-depth
qualitative feedback to improve theiCanThrive app and phone
coaching protocoal.

Conclusions

Taken together, these findings support the acceptability and
preliminary efficacy of iCanThrivefor reducing mood symptoms
in survivors of women's cancer. There were significant
reductionsin symptoms of depression and sleep disruption from
baseline to postintervention, which supports the potential
usefulness of examining iCanThrivein futuretrials. In addition,
participants found the app-based intervention to be easy to use
and generally useful for improving their mood, which was
consistent with data on user engagement. They also reported
high levels of satisfaction with iCanThrive and felt that it met
an important need for survivors of women's cancer.
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Abstract

Background: Nearly half of the patients with breast cancer experience clinically significant mental distresswithin the first year
of receiving their cancer diagnosis. There is an urgent need to identify scalable and cost-efficient ways of delivering empirically
supported mental health interventions to patients with breast cancer.

Objective: The aim of this study was to evaluate the feasibility of in-clinic recruitment for a mobile phone app study and to
evaluate the usability and preliminary impact of a suite of mental health apps (IntelliCare) with phone coaching on psychosocial
distress symptoms in patients recently diagnosed with breast cancer.

Methods: This pilot study adopted a within-subject, 7-week pre-post study design. A total of 40 patients with breast cancer
were recruited at a US National Cancer Institute—designated clinical cancer center. Self-reported distress (Patient Health
Questionnaire-4) and mood symptoms (Patient-Reported Outcomes Measurement Information System depression and anxiety
scales) were assessed at baseline and postintervention. App usability was assessed at postintervention.

Results: The minimum recruitment threshold was met. There was a significant decrease in general distress symptoms, as well
as symptoms of depression and anxiety, from baseline to postintervention. Overall, participants reported high levels of ease of
app use and learning. Scores for app usefulness and satisfaction were reinforced by some qualitative feedback suggesting that
tailoring the apps more for patients with breast cancer could enhance engagement.

Conclusions: There is a dire need for scalable, supportive interventions in cancer. The results from this study inform how
scalable mobile phone—delivered programs with additional phone support can be used to support patients with breast cancer.
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Introduction

Background

Nearly 50% of the women diagnosed with breast cancer report
clinically significant levels of distress (ie, elevated symptoms
of depression or anxiety) within thefirst year of receiving their
cancer diagnosis[1-4]. Untreated symptoms of depression and
anxiety in patients with breast cancer lead to poor quality of
life[5], increased mortality [6,7], and high economic costs[8].
Although therapies that emphasize skills acquisition, such as
cognitive behavioral therapy and acceptance-based therapy,
have demonstrated efficacy in reducing distressin patientswith
breast cancer [9-12], ailmost half of the patients with breast
cancer report unmet supportive care needs[13-16]. Onereason
isthe reliance on in-person delivery of mental health services,
which poses numerous barriers, such ashigh financial cost [17],
high time investment [18,19], social stigma [20], and a severe
shortage of trained therapists [21-23]. Despiteincreased efforts
by clinicians and researchers to assess for distress during the
cancer treatment process, distress management through mobile
technology remains an overlooked component of care
[14,24,25].

Mobile Phone Appsfor Patients With Cancer

Mobile phone apps are frequently cited as a potential method
of extending effective care in a cost-effective manner [26-28].
Given that 81% of American adults own a mobile phone [29],
itisanidea platform from which to deliver brief, empirically
supported interventions to anyone who needs them. Models of
internet interventions [30] and behavioral intervention
technologies [31] highlight key strengths of mobile health
(mHealth) interventions: portability, accessibility, and the ability
to program an automated intervention to adapt to auser’sinput.
Numerous randomized controlled trials demonstrate the efficacy
of app-based interventions in reducing the symptoms of
depression and anxiety [32-36], including those that are coupled
with support from a coordinator [32,37,38]. However, empirical
reviews of appsfor patients with cancer [25,39] fail to identify
any publicly available mental health intervention that target
patientswith breast cancer. Thus, despite the potential scalability
and impact of an app-based intervention that teaches distress
management skillsto patients with breast cancer, morework is
needed.

App Design and Coaching to Promote Engagement

An app-based mental health intervention can be deployed where
and when a patient needs it most, guiding users through brief
and practical skillstraining to manage their distress. However,
there are some weaknesses to app interventions, including
software bugs, ownership of a compatible mobile device, and
poor engagement and usage. Specifically, many apps suffer
from poor engagement for avariety of reasons, such asrequiring
lengthy engagement times that do not match user preferences
[40]. In reality, people use apps in short, frequent bursts and
tend to prefer appsthat support alimited set of tasks[41]. Thus,
an app intervention that is designed to provide quick and
targeted interventions can potentially fit well with patientswith
breast cancer who are receiving active cancer treatment and
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who must deal with the inevitable sequel ae of anticancer care,
including time constraints and conflicts with work and outside
activities [35].

Studies suggest that pairing an app with human support (eg,
coaching via phone, SM S text messaging) can further increase
engagement and usage, thereby promoting outcomes [37,38].
On the basis of the Efficiency Model of Support [38], a human
coach can support participants in using and benefiting from an
app intervention. Coacheswork with usersto set goals and target
potential points at which users may fail to benefit from the app
(ie, addressing obstacles to effective use), which increases
accountability and promotes engagement [38].

Theaim of this study wasto conduct apilot study that evaluated
a set of brief, targeted app interventions that promote mental
health. The IntelliCare platform is a collection of apps that
utilize an elemental, skills-based approach to improving mental
health [32,42]. Table 1 contains descriptions of the IntelliCare
appsand their purposes. Many of the exercises contained in the
apps can be completed in lessthan aminute. Exercises are meant
to beintuitive, requiring few instructionsto complete, and most
of these exercises can be found on the first screen that is
presented by the app. Each app has aHelp feature that contains
educational and technical content regarding the specific app in
guestion. A total of two trials of 8-week interventions showed
significant and substantial reductionsin depression and anxiety
symptom severity among noncancer patients with average app
use of 195 to 216 times, with a median use of less than 1 min
[32,42]. However, these results may not be generalizable to
patients with breast cancer who face unique challenges and life
circumstances, which makesthem potentially unique from other
populations.

There were two broad aims of this study. The first was to
examine, in a single-group pre-post design, the feasibility and
usability of the IntelliCare appsin patients recently diagnosed
with breast cancer to inform a larger tria. We examined
recruitment and retention rates to inform a potential future
randomized trial. On the basis of the considerations of the size
of the clinic from which participants were recruited, as well as
the decision to recruit patients early in the breast cancer
diagnostic pathway (at a time when it may not be appropriate
to participate in astudy that requires an immediate face-to-face
consent and app download process), a threshold of 1 to 2
participants per week was the threshold to determine feasibility
of in-clinic recruitment for alarger study [43]. The second aim
was to examine the usability and preliminary impact of the
IntelliCare apps in reducing distress in patients recently
diagnosed with breast cancer. Note, this study initially sought
torecruit the caregivers of patientswith breast cancer; however,
because of low enrollment, we decided to exclude the caregivers
from the analyses. It was hypothesized that patients newly
diagnosed with breast cancer would have decreases in general
distress symptoms, aswell as depression and anxiety symptoms,
over a 7-week intervention period [43]. Quantitative and
open-ended feedback was collected at the end of the study to
evaluate usability and satisfaction of using the apps and
coaching.
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Table 1. Description of IntelliCare apps, their objectives, and which apps were available for each type of mobile phone platform at the time of the

study.
App name Objective Mobile phone
platform

Aspire Promotes awareness of and striving toward personal goals and values. Helps usersidentify their valuesand  Android
keep track of their progress.

Day to Day Promotes knowledge about ways to bolster mood. Users receive a daily stream of knowledge tidbitsand ~ Android and iOS
are prompted to build on atheme every day (eg, cultivate gratitude and problem solve).

Daily Feats Promotes goal setting and attainment. Anin-app calendar allows usersto track their successes and identify  Android and iOS
new tasks to complete.

Worry Knot Promotes knowledge about worry and provides an interactive exercise to decrease worry. The app also Android and iOS
tracksthe user’s progress and providestail ored feedback on waysto distract oneself from worrying thoughts.

Socia Force Encourages usersto identify supportiveindividuasin their life. The app prompts usersto reach out tothese  Android
people for encouragement.

My Mantra Increases self-efficacy and a positive perspective of oneself. The app prompts users to come up with per- ~ Android and iOS

sonal mantras and to construct personalized photo albums that serve as reminders of these mantras.

Thought Challenger

Increases the ability to identify and challenge negative thinking patterns. Guides users through a cognitive

Android and iOS

restructuring exercise and tracks the output of past exercises.

iCope Promotes coping and positive reinforcement by having users write and send themselves messageswhen ~ Android
encouragement is most needed.
Purple Chill Increases relaxation skills by providing alibrary of mindfulness and guided meditation audio files. Android
MoveMe Promotes mood through physical activity. The app prompts usersto schedule exercisesand providesinstruc-  Android
tional videos and |essons to increase motivation to exercise.
Slumber Time Promotes healthy sleeping by prompting users to keep an active sleep diary. The app also provides a Android
checklist of things to do before bedtime to promote healthy sleep habits.
Boost Me Promotes positive mood by having users schedule positive activities throughout the day. A mood tracker ~ Android
allows users to see their progress and the impact of different activities on their mood.
Methods diagnosed with stage 3. Rural-urban commuting area (RUCA)
codes V3.0 from the United States Department of Agriculture
Overview weredetermined using participant zip codes. RUCA codesrange

Thiswasasingle-group, 7-week pre-post study of patientswith
breast cancer in the United States. The decision to usea 7-week
duration was based on the duration of brief face-to-face
psychotherapy (typically 6-8 weeks) and previous reviews
finding that the duration of app interventions usually range
between 6 days and 8 weeks [44]. All participants received the
IntelliCare apps and coaching. Self-report measures were
obtained at baseline and postintervention to examine mental
health outcomes. Additional measureswere administered at the
end of the study to evaluate user satisfaction and ways to
improve the intervention for afuturetrial.

Participants

A total of 40 female patientswith breast cancer (age: mean 56.8
years, SD 11.6 years) actively receiving cancer treatment were
enrolled over acourse of 29 weeks. Among those that indicated
their race, most participants self-identified as white (31/38,
82%), followed by black (4/38, 11%), Hispanic (1/38, 3%),
American Indian or Alaska Native (1/38, 3%), and multiracial
(1/38, 3%). The median number of daysfrom cancer diagnosis
to study enrollment was 21 days. Among those who reported
their breast cancer stage, 11% (3/28) of the patients were
diagnosed with stage O, 25% (7/28) of the patients were
diagnosed with stage 1, 39% (11/28) of the patients were
diagnosed with stage 2, and 25% (7/28) of the patients were
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from 1 (most metropolitan) to 10 (most rural) and are based on
US Census tract data of population density, urbanization, and
daily commuting. In this study, 47% (17/36) of the participants
resided in an area characterized as most urban or metropolitan
(RUCA=1), 42% (15/36) of the participants resided in an area
characterized as metropolitan or micropolitan (RUCA=2-6),
and 11% (4/36) of the participants resided in an area
characterized as small town or rural (RUCA=7-10).

To limit barriers to entry, inclusion criteria were limited to the
following: (1) patient diagnosed with breast cancer within the
last 2 months, (2) age at least 18 years, (3) proficient in English
at a sixth-grade level, and (4) has a mobile phone or iswilling
to carry one around if provided. Participants were not required
to have aminimum level of familiarity with mobile devices or
technology. Note, a total of 12 caregivers were also enrolled
and were provided the same apps. Owing to the low number of
caregivers enrolled, in this study, we focused on data obtained
from patients with breast cancer.

Procedure

Patients with breast cancer were recruited from a breast care
clinic in a US National Cancer Institute-designated clinical
cancer center. Surgical oncologists and nurses handed out a
study flyer to patients with breast cancer during a normal
scheduled visit. Patients had an opportunity to speak to a
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research staff member, who provided more details about the
study and answered questions. If an eligible patient expressed
interest in participating, the patient was led through the
consenting process by a research staff member. Research staff
described the aims of the study, introduced the IntelliCare apps,
and reviewed the study timeline. After providing written
consent, participants scheduled a 30-min coaching call (see
description below) that took place sometime within the next 10
dayswith aresearch staff member, which marked the initiation
of their treatment in the study. Participants were guided to
download the apps in the consent session, but they were told
not to open them until the coaching call. Participants then
completed a battery of measures that took approximately 10 to
15 min to complete. Following the initial coaching call,

Figure 1. Study flow.

Assessed for eligibility (n=45)

Chow et al

participants received an SM S text message (viaQualtrics SMS
tool) every week to remind them to try two new exercise
modules in the app. After 7 weeks (postintervention),
participants completed another battery of self-report measures
on the Web. They aso provided feedback about their
experiences of using the app and coaching. See Figure 1 for
information on patient recruitment and flow. Participants were
compensated with a US $50 gift card for providing feedback.
Informed consent was obtained from all individual participants
included in the study. All procedures performed were in
accordance with the ethical standards of the University of
Virginia Institutional Review Board (IRB-HSR# 20648) and
with the 1964 Helsinki declaration.

Excluded

v

= Declined to participate (n=5)

h

Signed informed consent (n=40)

Y

Dropped Out (n=17)

= Did not initiate treatment, first coaching call (n=T)
= Lost tofollow-up (n=8)

= Withdrew consent (reason given: no time; n=2)

Intervention completers (n=23)

Materials

Parti ci pants used their own persona mobile phone. A concerted
effort was made to include both Android and iOS usersinto the
study, given the differences between users of these platforms
in previous work [26]. A total of 3 participants did not own a
mobile phone or have an appropriate mobile phone plan that
enables downloading and using a native mobile phone app, and
they were provided with a Samsung S7 Android phone with an
unlimited data plan. These individuals were able to use the
phones for nonstudy purposes. All IntelliCare apps were
availablefor Android users, and atotal of five apps (ie, Thought
Challenger, Worry Knot, Daily Feats, My Mantra, and Day To
Day) were available to iOS users at the time of the study.
Android users were instructed to try two new apps every week
for the first 6 weeks and to use any combination of appsfor the
seventh week. i0OS users were instructed to try one new app
every week for thefirst 5 weeks and to use any combination of
apps for the sixth and seventh weeks. Among the initialy
enrolled 40 female patients with breast cancer, 31 had an
Android phone and 9 had an iOS phone.

Phone Coaching

A manualized coaching protocol was adopted from a previous
IntelliCare study [32], based on the Efficiency Model of Support
[38]. The goals of coaching are to address usability issues,

http://cancer.jmir.org/2020/1/e16476/

increase engagement with the app, promote fit of the
intervention by assessing the needs of patients with cancer,
promote knowledge of the skillsfound in the app, and encourage
implementation of the skillsin daily life[38]. Usability concerns
include issues related to the usability of the intervention, fit of
the intervention tool to one's needs, knowledge of how to use
the intervention, and implementation failures. Coaches were
instructed to focus on app-related issues and to refrain from
engaging in traditional counseling with participants. An initial
coaching call (designed to last 30 min) focused on orienting
participants to downloading and using the app, setting
expectations of the coach’s role, assessing how the apps may
meet participants’ needs, and building rapport. Participantswere
told that they could contact coaches at any time with any
app-related questions. A total of 2 coaches with a bachelor’s
degree were trained and closely monitored by the lead author
(PC). Finally, an unstructured 10-min phone call 3 weeks after
theinitial coaching call served as a check-in to make sure that
participants did not have any lingering concerns or questions.

M easures

General Psychological Distress

The Patient Health Questionnaire-4 (PHQ-4) [31] is widely
used in cancer settings as a brief screener of general distress
and symptom burden, and it is well validated in both general
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and clinical samples[31,32]. Individuals are asked to rate (O=not
at al and 3=nearly every day) the degree to which they
experienced different states (eg, “Little interest or please in
doing things’) over the past 2 weeks. Scores range from 0 to
12; a score of 6 to 8 indicates moderate mood symptoms,
whereas a score of 9 and higher indicates severe mood
symptoms. The PHQ-4 was administered at baseline and
postintervention.

Symptoms of Depression and Anxiety

Depression symptoms were assessed with the 4-item scalefrom
the Patient-Reported Outcomes Measurement Information
System (PROMI S) [30] 29-item profileversion 2.0 (PROMIS-29
Profile v2.0). PROMIS, a US Nationa Institutes of Health
Roadmap program, provides sensitive and reliable measures of
patient-reported outcomes. Participants are asked to report
(1=never and 5=always) the degree to which they experienced
various depressed states (eg, “I felt worthless’ and “I felt
hopeless’) over the past 7 days. Continuous anxiety symptoms
were assessed with the 4-item scale from the PROMI S-29 Profile
v2.0. Participants are asked to report (1=never and 5=always)
the degree to which they have experienced different anxious
states (eg, “My worries overwhelmed me” and “| felt fearful”)
over the past 7 days. The PROMI S scales were administered at
baseline and postintervention. Consistent with PROMI S scoring
recommendations, raw summed scores were converted into
T-scores for analyses, with higher scores indicating greater
symptom levels.

User Feedback

User feedback was assessed at postintervention. The USE-short
form [45] was used to examine usability and satisfaction of the
IntelliCare app suite asawhole. It iscomposed of 21 itemsthat
assess user experience (eg, “1 would recommend it to afriend,”
“It iseasy to learn to useit,” and “It is simply to use”), which
comprises the domains of usefulness, ease of use, ease of
learning, and satisfaction. Items are scored on a 7-point Likert
scale (1=strongly disagree and 7=strongly agree). The USE
measure is a well-validated scale that is commonly used to
evaluate the user experience of mHealth interventions [46,47].

Participants also provided open-ended feedback during
telephone interviews with the research staff. The interviews
covered the following topics related to the apps. general
impressions, design quality, technical needs, and design
suggestions to promote app implementation and usage. In
addition, participants were asked to provide feedback on the
following aspects of phone coaching: general experience with
coaches, usefulness of coaching, additional or unmet coaching
needs, suggestions to improve the coaching experience.

Data Analysis

Outcome data were stored in a secured Qualtrics server for
highly sensitive data. Analyses were done in SPSS Statistics
for Windows, version 25.0 (IBM Corp, Armonk, NY).

Quantitative user datawere analyzed descriptively by obtaining
means and SDs. Qualitative feedback data were reviewed for
emerging themes. Specifically, responses were coded on the
domains of the following: (1) ways to improve the design and
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user interface of the apps, (2) the specific apps that were most
helpful (and why), (3) the specific apps that were least helpful
(and why), (4) obstacles and barriersto using the apps, and (5)
ways to improve the usefulness of coaching calls[43].

Paired t tests were used to analyze self-reported outcome data
among patientswith breast cancer [43] and to examine whether
the use of the IntelliCare apps was associated with changesin
distressand symptoms of depression and anxiety before vs after
the 7-week intervention.

Results

Feasibility of In-Clinic Recruitment

SeeFigure 1 for information on study flow. A total of 45 patients
with breast cancer were assessed for digibility, of which 40
signed the informed consent form. A total of 23 patients with
breast cancer completed the 7-week intervention, and 17
individuals prematurely dropped out because of noninitiation
of treatment (ie, failure to complete thefirst coaching call), lost
contact, and withdrawal of consent because of the perceived
time burden of being in the study.

Patients with breast cancer were recruited over a span of 29
weeks, from March 2018 to September 2018. Thus, the
minimum recruitment threshold of in-clinic recruitment of 1to
2 participants was met (note, the recruitment rate is higher if
the 12 caregivers who provided informed consent are included
in the total count). Incremental adjustments were made during
the trial to increase the efficiency of the patient recruiting
process. Specifically, we were able to identify key personnel
(ie, nurses and patient navigators) and clinic proceduresto more
easily identify eligible patients. These changes did not have an
impact on the study procedures after theinformed consent form
was signed. A paper discussing the challenges and potential
solutions of in-clinic recruitment for mHealth pilot studies,
based on our experience of conducting this study, is
forthcoming.

Distressand M ood Symptoms

Table 2 contains the descriptive statistics of psychosocial
outcomes. On the basis of the PROMIS T-scores, there were
significant reductions in symptoms of depression (t,,=2.35;
P=.03; 95% CI 0.32 to 5.03; Cohen d=0.52) over the 7-week
intervention period. Although there was also a reduction in
symptoms of anxiety (t,,=2.05; P=.05; 95% Cl -0.05 to 7.52;
Cohen d=0.45), this did not reach significance.

Consistent with the previousfindings, patientswith breast cancer
reported significant reductionsin general psychological distress
(PHQ-4) [48] over the 7-week intervention period (t,,=2.61;
P=.02; 95% CI 0.23to0 2.03; Cohen d=0.55). At baseline, among
those who completed the 7-week study, 22% (6/28) of patients
reported at least a moderate level of distress, whereas 8%
patients (3/38) reported at least a moderate level of distress at
postintervention.

App Usage
The median number of total IntelliCare app launches was 97,
roughly equal to two app launches per day over the course of
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individual apps.

Table 2. Means and SDs of psychosocial outcomes at each time point, along with the results of paired t tests.

QOutcomes Baseline, mean (SD) Postintervention, mean (SD) P value
Depression symptoms 53.77 (9.60) 51.09 (10.45) .03
Anxiety symptoms 60.26 (8.84) 56.53 (9.67) .05
General distress 3.96 (2.65) 2.83(2.48) .02

Table 3. Median number of app launches and median duration of app launches of individual IntelliCare apps.

App name App launches (number) Duration (in seconds)
Aspire 10.5 20

Day to Day 20 48

Daily Feats 33 38

Worry Knot 115 325

Socia Force 2 275

My Mantra 5 21

Thought Challenger 7 19

iCope 7 27

Purple Chill 24 17

MoveMe 6.5 20

Slumber Time 9 35

Boost Me 10 78
Feedback relevant to someone with breast cancer (eg, “the apps are not

Patients with breast cancer rated the apps highly in terms of
ease of use (mean 5.62, SD 1.3) and ease of learning (mean
5.67, SD 1.6) on the USE-short form. In general, participants
had favorable yet relatively lower ratings for the domains of
usefulness (mean 4.26, SD 1.8) and satisfaction (mean 4.05,
SD 1.9).

A closer examination of the qualitative feedback of the patients
with breast cancer supported the quantitative findings. Thematic
analyses revealed that many participants found the apps very
easy to use. A common theme was that despite not being
computer or technologically savvy, participants found the apps
to be fairly easy to use. Participants also reported that they
generaly liked the smple, straightforward design, which helped
them to navigate the apps. Another theme that emerged wasthe
utility of phone coaching. Participants reported that their
interactions with coaches were pleasant and helpful in using
the apps. There was general agreement that coaches helped
patients with breast cancer feel supported while in the study,
and the frequency and duration of phone calls were not viewed
as overly burdensome, although none wanted more phone calls
with coaches. It is worth noting that the sentiment of phone
coaching as useful was not unanimous, as a minority of
participants felt that phone coaching was unnecessary.

Additional themes hinted at ways to improve the IntelliCare
appsfor patients with breast cancer. A common theme was that
participants reported that thelook and fedl of the apps, including
the content (eg, examples of distressing thoughts), were not
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relevant to someone going through cancer...some questions or
things don’t pertain to cancer” and “you should tailor [the apps]
to situational cancer”). Another recurring theme was related to
the timing of app use in relation to cancer stage and treatment
progress. Many patients with breast cancer reported that the
apps may be most useful for patients diagnosed with a more
severe stage of cancer (eg, stage 3 or 4) or those undergoing
chemotherapy.

Discussion

Principal Findings

Overall, patients with breast cancer found the apps easy to use
and navigate. Feedback obtained at the end of the study
highlighted several areasfor potential improvement, all of which
entail making the apps more relevant for patients with breast
cancer and their experiences.

Thisstudy established the feasibility of recruiting patients newly
diagnosed with breast cancer to engage in an mHeadth
intervention from a relatively small breast surgery oncology
clinic. Receiving a cancer diagnosisisalife-changing moment
for many individuals. Psychosocial distress is known to peak
around the time of breast cancer diagnosis and the early stages
of cancer treatment [49,50]. Thus, recruiting individualsaround
the time of diagnosis is a significant challenge to evaluating
mobile app interventions. To meet the minimum threshold of
feasibility (1 to 2 participants per week) [43], our team needed
to adjust to the structure and flow of the clinic. For example, a
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significant amount of time was devoted to introducing the study
to nurses and patient navigators. Research assistants had to
coordinate with the clinic staff to present the study to eligible
patients. Researchers who are interested in conducting an
mHealth pilot study in patients newly diagnosed with cancer
are encouraged to factor in clinic space, staff, and patient flow
when designing their study and cal culating enrollment figures.

Patients with breast cancer identified several areas of
improvement for a future trial. As the IntelliCare apps were
designed for use in the general population, many patients
reported wanting the appearance and content of the apps to
reflect their experiences. A wealth of studies demonstrate the
importance of tailoring digital interventions for end users
[51,52]. In recent years, there has been a notable rise in the
awareness of breast cancer through mediaand social campaigns
[53,54], leading many patients with breast cancer to strongly
identify with their diagnosis [55,56]. The most prominent
theories of behavior change [57-59] stress that interventions
that are perceived as personally relevant are most likely to
succeed in changing people’s behavior. Thus, to increase
engagement with an app-delivered intervention for patientswith
breast cancer, it is important to tailor it in ways that are
meaningful to those end users. For example, adding examples
of cancer-related worrying thoughts (eg, “My cancer will never
go away” and “I'm not strong enough to go through
chemotherapy”) to the Thought Challenger app may improve
engagement with the app. Future work should also consider
tailoring the app based on cancer stage and timing of treatment.
For example, introducing the apps to patients right before
starting chemotherapy may provide them with the needed coping
skills during cancer treatment. Finally, athough the patients
with breast cancer generally found the coaching to be useful,
none reported wanting more coaching calls, and a few
participants found the coaching to be unnecessary. On the basis
of this feedback, future studies may consider only providing
coaching to a subset of patients with breast cancer who arein
greatest need. For example, by leveraging a Sequential, Multiple
Assignment, Randomized Trial [60], individuals who struggle
to engage with the apps could be identified and provided with
coaching. Providing support on an individual basis maximizes
the scalability of app-based interventions by providing a more
efficient use of resources.

Pilot studies are often conducted to obtain an effect size estimate
to power a larger tria; therefore, this study’s findings should
not be overinterpreted in light of the relatively small sample.
However, the results suggest that the IntelliCare apps have a
moderate effect (based on Cohen d) in reducing mood and
anxiety symptoms in patients recently diagnosed with breast
cancer. Although the effect sizes obtained in this study are
smaller than those reported in previous I ntelliCare trialsamong
the general population [32,42], they are comparable with the
effect sizesof other mental health interventions (eg, mindfulness
and in-person therapy) that have been tested among patients
with breast cancer [61,62]. Achieving even a modest reduction
of mental health symptoms may justify the expanded use of
digital mental health interventionsin patientswith breast cancer,
given their scalahility, cost, and accessibility.
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Limitations and Future Directions

The findings from this study should be interpreted in light of
several limitations. Given the size and characteristics of the
sample in this study, these findings may not be generalizable
to other cancer populations (eg, pancreatic and lung). The
findingsrelated to the potential impact of IntelliCare on distress
symptoms should be replicated in a larger sample of patients
with breast cancer. As this was a single-arm trial, we cannot
rule out the possibility that the observed improvements were
because of factors other than IntelliCare, such as the natural
course of the problems. It will be important to evaluate the
IntelliCare appsin arandomized controlled trial among patients
with breast cancer. Thus, it isimportant to not overinterpret the
study’s findings because of the absence of a control condition.
As this study was conducted in a US National Cancer
Institute—designated clinica cancer center, the findings regarding
in-clinic recruitment feasibility have limited generalizability to
other settings that may not possess as many resources. In
addition, although the participantsin this study were guided to
download the apps during the informed consent session, future
work should examine the benefits of providing more structure
in teaching users how to navigate treatment apps. Finaly, as
therewere more apps availableto Android usersthaniOS users,
it is hard to determine which apps were most efficacious in
reducing distress symptoms. Future work should consider
standardizing the order in which apps are tried, to allow for a
better understanding of the effect of each app on psychosocial
outcomes.

Finally, although the dropout rate of individuals in this study
was generaly at par with other app interventions, it was
noticeably higher than that reported in previous IntelliCare
studies in the general population. This may be attributed to the
fact that individuals in this study were dealing with the stress
of a recent breast cancer diagnosis. Similarly, the app usage
rates were considerably lower than those reported in previous
IntelliCaretrials. Thisis consistent with research indicating that
intervention impact and engagement generally decrease when
moving from general to clinical samples [63]. Future studies
should continue to explore the ways to address dropout in
populations at high risk of dropout, such as providing added
human support or connecting patientswith additional resources
intheir community. Despite ahigher dropout rate and adecrease
in app usage in this study than those reported in previous
IntelliCaretrialsin the general population, findings suggest that
patientswith breast cancer are still ableto use, and benefit from,
an app-delivered mental health program.

Conclusions

Mobile phone apps hold significant promise to overcome
barriersin providing psychosocial care for patients with breast
cancer [64-67]. However, relatively few publicly available apps
have been empirically validated for treating mood symptoms
[33,44], and those that have been validated have not been tested
among patients with breast cancer [25]. IntelliCare, which has
been rigorously studied in the general population [32,68,69],
has the potential to make a significant public health impact by
providing support to a large population of patients with breast
cancer.
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Abstract

Background: Breast cancer survivors (BCSs) are a growing population with a higher prevalence of insomnia than women of
the same age without a history of cancer. Cognitive behavioral therapy for insomnia (CBT-I) has been shown to be effective in
this population, but it is not widely available to those who need it.

Objective: Thisstudy aimed to better understand BCSs' experiences with insomniaand to explore the feasibility and acceptability
of delivering CBT-I using avirtual assistant (Amazon Alexa).

Methods: Wefirst conducted aformative phase with 2 focus groups and 3 in-depth interviews to understand BCSs' perceptions
of insomnia as well as their interest in and comfort with using a virtual assistant to learn about CBT-I. We then developed a
prototype incorporating participant preferences and CBT-I components and demonstrated it in group and individual settings to
BCSs to evaluate acceptability, interest, perceived feasibility, educational potential, and usability of the prototype. We also
collected open-ended feedback on the content and used frequencies to describe the quantitative data.

Results. Werecruited 11 BCSswith insomniain the formative phase and 14 BCSsin the prototype demonstration. |n formative
work, anxiety, fear, and hot flashes were identified as causes of insomnia. After prototype demonstration, nearly 79% (11/14) of
participants reported an interest in and perceived feasibility of using the virtual assistant to record sleep patterns. Approximately
two-thirds of the participants thought lifestyle modification (9/14, 64%) and sleep restriction (9/14, 64%) would be feasible and
were interested in this feature of the program (10/14, 71% and 9/14, 64%, respectively). Relaxation exercises were rated as
interesting and feasible using the virtual assistant by 71% (10/14) of the participants. Usability was rated as better than average,
and all women reported that they would recommend the program to friends and family.

Conclusions: Thisvirtual assistant prototype delivering CBT-I components by using a smart speaker was rated as feasible and
acceptable, suggesting that this prototype should be fully developed and tested for efficacy in the BCS population. If efficacy is
shown in this population, the prototype should also be adapted for other high-risk populations.
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http://cancer.jmir.org/2020/1/€15859/ JMIR Cancer 2020 | vol. 6 | iss. 1 |e15859 | p.26
(page number not for citation purposes)


mailto:hannaharem@gwu.edu
http://dx.doi.org/10.2196/15859
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER

KEYWORDS

Aremet d

artificial intelligence; breast neoplasms; survivors; insomnia; cognitive behavioral therapy; mobile phones

Introduction

Methods

Background

There were an estimated 3.6 million breast cancer survivors
(BCSs) in the United States in 2016, and an estimated 30% to
50% of BCSs suffer from insomnia [1-3]. Insomnia, the most
prevalent sleep disorder, has detrimental health consequences
on cardiometabolic and immune system health, neurobehavioral
function, depression, fatigue, and quality of life [4-7]. Poor
sleep efficiency, duration, and quality have also been associated
with an increased risk of mortality in BCSs [8,9]. Causes of
insomnia may be multifaceted, including cancer-related
physiological processes, iatrogenic effects of oncotherapies,
menopause, and comorbid mood disorders associated with
cancer diagnosis and psychosocial and economic stressors
[10,11]. Insomnia after breast cancer treatment is often
persistent, lasting multiple years, but is not frequently discussed
with cancer care providers[12].

Cognitive behavioral therapy for insomnia (CBT-1) is
recommended as the first-line treatment by the American
College of Physicians and the National Comprehensive Cancer
Network and has shown efficacy in aBCS population [13-15].
However, CBT-1-trained practitioners are scarce, it may not be
covered by insurance, and scheduling multiple follow-up visits
for insomnia can inhibit compl etion due to competing demands
on time and finances [16]. Although automated therapies
delivered viathe internet have been developed and shown to be
effective [17], there is till a need to reach more patients,
underscoring the need to create more user-friendly experiences
[18]. As screening and treatment for breast cancer improves
and survivors live even longer, this growing population will
increasingly need feasible options for accessible insomnia
treatment [3].

Objectives

The am of our study was to better understand BCSS
experiences with insomnia and to inform the devel opment of a
prototype through focus groups and in-depth interviews that
explore how BCSs would perceive and use a screen-free,
voice-activated program for CBT-1. We created a series of
metrics of success, which we set out to meet before moving
forward with fully developing the prototype and conducting
efficacy testing. In this formative work, we solicited responses
from survivorsdistinct from those who gave formative feedback.
Our goalswereto achieve that the majority of participantswould
report that they were somewhat to very interested in using the
technology, that the majority of participants would report
increased knowledge of CBT-1, and that participantswould rate
the concepts presented as somewhat to very important in
addressing insomnia. We also set a target that a majority of
participants would rate the perceived feasibility of using this
prototype for the delivery of CBT-I components as moderate
to high and that the prototype would show better than average
system usahility (score >68).

http://cancer.jmir.org/2020/1/e€15859/

Study Participants

We recruited women through the George Washington University
Medical Faculty Associates (GW MFA) in conjunction with
the breast cancer team. We aso advertised in the loca
newspaper, reached out to local breast cancer survivorship
groups, and mailed flyers to GW MFA patients who met the
basic eligibility criteria. BCSs were considered eligibleif they
had a history of stage I-I11 breast cancer and had completed
active treatment (ie, surgery, radiation, and chemotherapy) at
least three months prior. We used the Pittsburg sleep quality
index, which hasbeen validated in this population [ 19], to screen
women for insomnia symptoms and severity. We used a
previously established threshold of a score =5 (out of 21) to
identify women eligible for participation [20]. In total, we
reached out to 63 women; 25 women did not respond to contact,
2 women were stage 4 and thus not eligible, 3 women said they
were not interested, 4 women were confirmed to participate but
did not show up in focus groups, and 4 women had scheduling
conflicts with the proposed dates. We sequentially enrolled
women firstin the formative, qualitative phase of the study until
our target was reached and then in the prototype demonstration.
In step 1 (formative), 11 women were included, and in step 2
(prototype demonstration), 14 women were included.

For mative Wor k

All formative data were gathered using focus groups in person
or using in-depth interviews in person or by phone. The focus
groups and in-depth interview guide questions are outlined in
Table 1. These guides were semistructured, and facilitatorswere
encouraged to probe participant responses. We were interested
in perceptions of insomnia and how it might relate to breast
cancer diagnosis, perceived triggers and symptoms of insomnia,
anticipated barriersto CBT-1 adherence, and comfort with using
smart speaker technology. We, thus, inquired about participant
experiences with insomnia, including the type of symptoms,
timing of onset, and attempts to treat insomnia. We also asked
women about their comfort level by using virtual assistants such
as smart speakers like the Amazon Alexa or Google Home and
smartphone-based assistants like Apple’s Siri on the iPhone.
Our questionswere open-ended, with probesto better understand
the current knowledge of both insomnia treatment options and
smart speakers.

We conducted 2 focus groups. In group 1, 6 women participated.
In group 2, only 2 women attended out of the 7 scheduled to
attend. Last-minute conflicts came up with childcare (n=1),
family emergencies (n=3), and rescheduling requests (n=1).
Thus, we scheduled in-depth interviews with additional
participants. We stopped focus groups and in-depth interviews
when we found that responses did not generate any new
information beyond what we had already collected.

MediaRez LL C, aWashington DC-based technology company,
developed the prototype, which we called Seep Helper. Media

JMIR Cancer 2020 | vol. 6 | iss. 1 |e15859 | p.27
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER

Rez drew on multiple sources for devel oping the Sleep Helper
program, using the standardized CBT-I protocol that has been
evaluated in extensive scientific literature and has demonstrated
efficacy in similar populations [15], input from research team
members with experience in delivering CBT-I, and target
population input. All coding was performed by HA and reviewed
by the study team. Researchers used emergent themes from
formative data to further frame content and create user appeal .
The prototype included the following modul es, based on CBT-I
components: morning, consisting of recording time in bed and
time deeping, number of awakenings, and length of awakenings;
evening, consisting of recording caffeine and alcohol intake,

Table 1. Focus group or interview discussion questions.

Aremet d

exercise, napping, and the ability to set reminders for the
morning so as to help clear the mind; education, with short
guidance about sleep hygiene; and relaxation, including an
example meditation music and script. The scripts are shown in
Table 2.

Some scripts are dependent on the participant’ s unique responses
and only play when the participant provides aparticular answer.
For example, scripts might include suggestions for improved
deep hygiene based on the participants answers. Extensive
scriptsalow awide variety of answers, so they feel more natural
and identify nonresponsive or unclear answers to be able to
direct the participant back to the question.

Theme Questions

1. Perceptions and experiences regarding insomnia

When did your insomnia start, and how would you describe it to others?

«  How hasinsomniaaffected your cancer survivorship experience?

2. Perceived triggers and symptoms of insomnia .

Can you tell me about a specific thing that triggers your insomnia?

«  What strategies have you tried to overcome your insomnia?
«  What kinds of things do you do when you can’t sleep?

3. Anticipated barriersto cognitive behavioral therapy  «
for insomnia

4. Current usage of Amazon’s Echo/Dot, Google .
Home, or similar devices

What are your thoughts on changing lifestyle, diet, and other habits to improve your
sleeping patterns?

Do you use a home device that uses artificia intelligence at present, such as an Amazon
Echo or Google Home? This can also include Apple's Siri or other mobile devices.

« If you have ever seen or used one, can you describe that experience?

5. Comfort in interacting with voice-activated AI?
assistants

6. General thoughts on using the smart speaker
(Alexa) to addressinsomnia

Tell me how you would feel about using voice technology at home to work on strategies
to improve insomnia symptoms?

Have you used Al or other equivalent technology (cell phone or computer applications)
for health or mood-related issues?

What were the strengths (frequency, reminders, interactive, etc) of using this technology?
What were the weaknesses?

What are your hopes for insomnia treatment?

What frustrations do you foresee in using adevice rather than speaking to a human being?
What are your thoughts on having Alexacontrol lighting and temperature in your bedroom?
How interested would you be in using a smart speaker to: learn about the stages of sleep,
strategies to overcome insomnia, keep a sleep diary, connect with a speciaist, or hear re-
laxation exercises?

How concerned would you be about using a smart speaker in regard to privacy?

How important are issues such as personalization and the ability for the smart speaker to
meet your needs and answer questions?

Al artificial intelligence.

http://cancer.jmir.org/2020/1/e€15859/
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Table 2. Example scripts for Sleep Helper modules.
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Module name

Cognitive behavioral therapy for insomniacomponent

Education

Congratulations! You left the bed three times this week when you couldn’t sleep, and

Psychoeducation and stimulus control

listened to an audiobook until you were tired enough to sleep. Thisis good, because it
hel ps you associate the bed only with sleep. In this case, sleep restriction could be hel pful.
Instead of going to bed at 10 pm, would you like to try going to bed at 10:30 for the next

few nights?

(if yes) Good. I'll reset your alarms and lights for 10:30, and we'll see how that works

out.

Morning

I would like to ask you how easily you fell asleep last night, on afive-point scale, where

Sleep restriction

Sleep hygiene

one means it was very difficult to fall asleep, and five means you fell asleep easily.

I’'m curious to know how refreshed you feel now, on a scale from one, meaning fatigued,

to five, meaning refreshed.
How many times did you awaken last night?

Night

Sometimes it's hard to sleep because of unfinished business on our minds. | can help by
remembering anything that’s on your mind, and reminding you of it in the morning. Is

there something you would like me to remember for you?

Did you exercise at least once today for more than 20 minutes?

How many caffeinated drinks did you have between twelve o’ clock noon, and bed time?

Some peoplefind that avoiding caffeine after twelve 0’ clock noon makesit easier to sleep

Sleep hygiene

Sleep hygiene

Psychoeducation and relaxation (reduce running
thoughts or anxiety)

Sleep hygiene
Sleep hygiene
Psychoeducation

at night. Would you be interested in trying to avoid caffeine after noon?

(if yes) Great! Going forward, I'll make recommendations to cut back on afternoon caf-

feine, and track your progress.

Relaxation

Thelast thing | can do for you tonight isto begin a relaxing meditation sequence. Would

you like to begin this relaxation?

Sleep hygiene

Relaxation exercises

Prototype Testing

After developing the prototype, we demonstrated the Seep
Helper program to 14 BCSswho had not shared formative input
to measure interest, feasibility, and knowledge of the key
components of CBT-l and smart speaker features.
Demonstrations ranged from 60 to 90 min and included
researcher prompts, observing participants engaging with the
prototype, and soliciting feedback. Our objective was to
determine the acceptability and teaching potential of thevirtual
assistant in delivering key CBT-I skillsto BCSs. We completed
3 group demonstrations of the prototype (n=3, n=3, and n=6
participants) and additional individual presentations (n=2) to
accommodate scheduling preferences. Our primary outcomes
of interest, feasibility, and perceived importance were measured
using a5-point Likert scale at the end of the demonstration. We
also measured usability of the prototype using the system
usability scale (SUS), a 10-item scale with a 5-point Likert
scale, with options ranging from strongly disagree to strongly
agree for each item. Example items include | would imagine
that most people would learn to use this system very quickly or
| thought that the system was easy to use. The SUS is easy to
administer, can be used in small sample sizes, and has shown
validity in differentiating usable from unusable systems [21].
Previous research suggests that scores above 68 indicate better

http://cancer.jmir.org/2020/1/e€15859/

than average usability [22]. Finally, participants completed a
written survey on whether their knowledge of CBT-1 had
improved from pre- to postdemonstration and whether they
would recommend the prototype to friends or family, based on
what they had seen.

This study was approved by the George Washington
University’s Institutional Review Board. All participants read
the informed consent forms and agreed to participate before
initiating focus groups or interviews.

Results

Participants

Our 25 participantswere aged, on average, 58.5 (SD 9.8) years;
72% (18/25) of participants reported a history of stage | breast
cancer, 24% (6/25) reported stage |1 breast cancer, and 4%
(1/25) reported stage Il breast cancer. Women reported
completing curative treatment (surgery, radiation, and
chemotherapy), on average, 57.1 months ago (SD 60.5 months).
A total of 12 participants were self-reported as black or African
American, 11 as non-Hispanic white, and 2 preferred not to
answer.
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For mative Wor k

For exploratory, open-ended qualitative interviews and focus
groups, we recruited 11 BCSs with insomnia to describe their
interest in and perceived feasibility of using voice-activated
smart home technology for delivery of CBT-I components.

Open-ended questions about experienceswith insomniaoutlined
the perceived causes and symptoms experienced by participants.
Although the mgjority of participants had previously considered
therelationship between their symptoms of insomniaand cancer
diagnosis, 2 participants had not previously considered that
insomnia might be related to breast cancer until they learned
that other survivorsin the focus group had similar experiences.
Both focus groups reported similar experiences with insomnia,
including anew normal of deficient sleep and low energy after
either having trouble falling asleep or staying asleep (ie, being
awake in the middle of the night). Common perceived triggers
and symptoms of insomnia included anxiety, hot flashes,
continuous need to go to the bathroom, and disruptive thoughts
occurring during the intended sleep period. One woman
described her trigger as:

Clearly anxiety. I'm just very, very anxious about
something. Physically, something doesn't feel right,
it's hard to sleep because it’s on your mind.
Other women attributed sleep disturbances to physical
disruptions from hormonal therapies, for example:

It was practically the first night on tamoxifen, | was
up every 2-3 hours having to go to the bathroom or
having hot flashes. And this has been going [on] for
2 years. S0, | have pretty much had 2 years of not
having much sleep.

The 2 most commonly mentioned strategies used to overcome
insomnia included using technology such as a cell phone or
television to distract themselves from anxious thoughts and
keeping the room temperature cool and comfortable. Some
women werefamiliar with strategies of restricting liquids before
bedtime, avoiding alcohol and caffeine, and limiting naps, but
participants also expressed difficulty in changing these
behaviors.

Participants were eager to have customizablefeaturesto be able
to personalize the program, but they also expressed a need for
simplicity and straightforward use. As one woman expressed
“one size does not fit al, you have to acknowledge that what
works for one person may not work for someone else.” Other
women found the device “redlly attractive [in] that it's all put
together in [one] package” but also “needs to offer, a kind of
intuitive straightforward easy to use process.”

Women largely had some, but not extensive, experience with
using smart speakers. Most participants were not concerned
about the security of sharing information about sleep with a
smart home device, but they did want information about how
data were going to be used. Other issues such as frustration
using the device (based on prior voice-activated programs such
as Siri not understanding commands) and concerns“if [the smart
speaker] started talking randomly” were mentioned. \WWomen
also noted that they would not want it to disturb a bed partner
(eg, having the device talk out loud at night).

http://cancer.jmir.org/2020/1/e€15859/
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Prototype Testing

We enrolled 14 women who received the prototype
demonstration. We demonstrated the morning, evening,
education, and relaxation modules, asking participants
open-ended questions about what they thought of the content
and how they might or might not want to incorporate it into
their home routines. Participants responded that the morning
and evening modules were of an appropriate length and that
features such as querying on caffeine were good reminders about
changing behaviors. “1've been trying to do that [note time of
last caffeine intake] on my own but haven't been entirely
successful.” Some women suggested wanting encouragement
and being congratulated for meeting goals (eg, if they went to
sleep at the recommended time for a few days in a row).
Parti cipants found that the educati onal module was surprisingly
engaging, but suggested that they might want amenu of choices
to know what kind of thingsthey might be ableto listen to; this
feature will be available on the app that accompaniesthevirtual
assistant program. Most of the participants were happy with
short lessons but liked the idea that they could ask the Sleep
Helper program to tell them more about a given subject.
Participants expressed concerns over privacy but thought that
they would probably use the program anyway, saying that they
share their data aready with other programs and that aslong as
they knew how data were being used, they would be reassured.
Others thought that the benefit of addressing sleep concerns
outweighs the risk:

Becauseit isfor a specific purpose...it is not to make
my life easier it is to give me knowledge, data, and
help merather than just for entertainment purposes...

When asked about how long they could imagine using the
program for, some women stated that:

After 30 days everything becomes a routine...you

would look forward to going in there and talking to

it.
This suggested that they envisioned continuing to use the
program on an ongoing basis to record patterns even if sleep
had improved. Others were skeptical about wanting to report
sleep patterns daily but liked the idea that they could create
default settings and then only update things that changed that
day. Women also suggested allowing for customization for
individual life events or vacationsthat may affect sleep patterns.
“It should ask did something [that affected your sleep] happen
today?’” When women were asked how much guidance they
needed to use the device, they said that a voice-activated setup
guide would be sufficient, although afew women thought they
might want to have a number to call if they needed support in
using the program.

After the demonstration of the key prototype features, and
open-ended discussion, participants completed questionnaires.
On postdemonstrati on questionnaires, 79% (11/14) of the BCSs
reported that knowledge of insomniaand CBT-I had increased
after using the prototype compared with when they had arrived;
the remaining participants said they had about the same
knowledge after the demonstration. All 14 participants
confirmed interest in using the program to treat insomnia
symptoms at home, and all the participants reported that based
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on the demonstration, they would recommend the program to
friends or family.

All participants completed Likert scale questionnaires about
interest, perceived feasibility, and importance of key CBT-I
concepts that we had built into the initial prototype (Table 3).
In short, nearly 79% (11/14) of participants thought it was both
of interest and would be feasible to use the Sleep Helper
program to record sleep patterns. Nearly two-thirds of the
participants thought it would be feasible to tackle the difficult
challenges of lifestyle modification (9/14, 64%) and Sleep
restriction (9/14, 64%) and were interested in this feature on
the Sleep Helper program (10/14, 71% and 9/14, 64%,

Table 3. Interest, perceived feasibility, and importance of prototype (N=14).
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respectively). Using rel axation exercises on the Amazon Alexa
were cited as of interest and feasible by 71% (10/14) of
participants. More participants indicated that they had neutral
feelings about the importance of using the bed only for sleep
and sex, leaving the bed after 20 min of awaketime, and keeping
a regular schedule for getting in and out of bed, indicating
potential educational opportunities to increase perceived
salience.

Importantly, all participants said that they would recommend
the prototype to friends or family, showing strong potential for
futuretesting. The average SUS scorewas 82.3 (range 50-100),
indicating success in meeting the target usability score of >68.

Interest, feasibility, and importance

Five-point Likert scale response, n (%)

Very Somewhat Neutral Notvery  Notat al

How interested would you be in using the Amazon Alexa to...

Record your daily sleep pattern 11(79) 3(21) 0(0) 0(0) 0(0)

Prompt you to change behaviors such as maintaining aregular schedule, 10(7) 2(14) 2(19) 0(0) 0(0)

avoiding stimulants, exercising, and avoiding screen time at night

Practice guided relaxation 10(71) 3(21) 0(0) 1(7) 0(0)

Deliver avisual prompt to let you know that 20 min are up and you should 9(64) 2(19) 1(7) 1(7) 1(7)

|eave the bed

Prompt you to restrict time spent in bed 9(64) 2(14) 1(7) 0(0) 1(7)
How feasible do you think that it would beto...

Tell Alexawhen you went to sleep and nighttime awakeningswhen youwake 11 (79) 2 (14) 0(0) 0(0) 1(7)

up in the morning

Change behaviors such as having aregular schedule, avoiding stimulants, ex- 9(64)  5(29) 1(7) 0(0) 0(0)

ercising, and avoiding screen time at night

Practice relaxation exercises to help your insomnia symptoms 10(71) 3(21) 1(7) 0(0) 0(0)

L eave the bedroom if you do not fall asleep within 20 min 100y 1) 1(7) 2(19) 0(0)

Restrict the amount of time you spend in bed 9(64) 3(21) 1(7) 0(0) 0(0)
How important do you think that...isin avoiding insomnia

Understanding the role of sleep in health 13(93) 0(0) 1(7) 0(0) 0(0)

Behaviors such ashaving aregular schedule, avoiding stimulants, and avoiding 12 (86) 1 (7) 1(7) 0(0) 0(0)

exposure to screens at night

Relaxation exercise 12(86) 2(14) 0(0) 0(0) 0(0)

Using the bed only for sleep and sex and leaving the bed if you cannot sleep 7(50) 3 (21) 3(21) 1(7) 0(0)

for 20 min

Keeping aregular schedule for getting in and out of bed 8(57) 3(21) 3(21) 0(0) 0(0)

Discussion

Principal Findings

In our formative work to understand BCSs' experiences with
insomnia and smart home devices, we found that participants
were interested in this technology, particularly if it could be
personalized for ease of use. We reached our goal that the
majority of participants would report that they were somewhat
to very interested in using the technology, that participants
would rate the program as feasible and highly usable, and that
the majority of participants would report increased knowledge

http://cancer.jmir.org/2020/1/e€15859/

of CBT-I. In our demonstration, participants also reported that
sleep logs (one of the key components of CBT-I that clinicians
depend on to proscribe sleep recommendations) using the
prototypewas very feasible. This suggeststhat the data collected
by the smart home device can be used by artificial intelligence
programming to create personalized recommendations and
schedules that go beyond simply presenting sleep hygiene
education.

Comparison With Prior Work
Another qualitative study of cancer survivors similarly showed
that insomniamay be exacerbated by anxiety, inability to relax,
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and use of screen time before bed [23]. Each of these issues
also surfaced in our interviews and focus groups and were
considered in prototype development.

Previous studies have suggested a need for scal able methodsto
deliver CBT services, with self-administered CBT-1 as a first
step in a stepped care model [24]. Our study is not the first to
use technology to offer components of CBT-I to cancer
survivors. Researchers have previously delivered automated
CBT-l to BCSs (n=255) via a web-based portal, showing
improvementsin sleep outcomes for wake after sleep onset and
insomniaseverity in arandomized controlled trial [25]. Another
study among 18 BCSsand 10 other cancer survivorson average
4 years after diagnosis demonstrated the efficacy of web-based
CBT-I on the overall insomnia severity index as well as using
sleep diary measures[26]. A larger study of the same program
including 303 adults with chronic insomnia (not specifically
cancer survivors) supported the efficacy of thisintervention in
improving sleep outcomes [27]. These results suggest the
promise of using an automated, technology-driven portal to
deliver components of CBT-I to cancer survivors. Still, our
approach of using voice-activated smart hometechnology differs
from web- or video-based technol ogies, asit may haveincreased
reach (eg, relaxation scripts could be delivered in the bed at the
point of going to sleep using facemasks with built-in speakers),
may have increased frequency of contact, and may eliminate
screen time, which is one of the triggers for sleep disruption.

Strengths

The strengths of our study include formative work, development
of an innovative technology, and early user testing to offer

Aremet d

feedback on areas for improvement as the product is further
developed. We triangulated data from the scientific literature
and from formative data collection to frame messages around
insomnia that were specific to our target population of BCSs.

Limitations

In thisformative work, we gathered information from alimited
number of participants, partly due to the short time frame of
study funding. Yet, by the end of data collection, we were not
observing additional themesthat emerged, suggesting feedback
saturation. We also demonstrated only a limited prototype, as
the device was not fully programmed to incorporate feedback
or be used in home testing. However, as our objective during
this phase was only to assess perceived feasihility, this should
not be considered a magjor limitation at this point in time. In
future studies, we plan to further devel op and test this prototype
for actual feasibility and efficacy. Furthermore, we did not have
demographic information such as income or education, which
may have affected participant responses.

Conclusions

We anticipate that by using an iterative development process
with end users to ensure high user satisfaction, we will be able
to further develop a voice-activated program to deliver CBT-I
components that will improve insomnia among our target
population of BCSs. In the long term, we hope to increase the
uptake of this effective therapy in the breast cancer population
beyond what has been achieved with in-person visits, videos,
or website-based programs. After demonstrating efficacy inthe
BCS population, we plan to adapt the technology for other
high-risk populations.
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Abstract

Background: Malignanciesaretheleading cause of disease burdenin Australia, comprising 19% of total diseases. Approximately
1in4 menand 1in 6 women die from malignancies by 85 years of age, with patients aged 65 years and older contributing to
58% of diagnoses and 76% of cancer mortality. In the context of malignancy-related disease and age-related degeneration, there
isaneed for comprehensive assessment of older patients to plan for appropriate management and predict prognosis. The utility
of available comprehensive geriatric assessment tools has been limited in routine practice because of their time-consuming nature,
despite their informing clearer understanding of patients' functional status, better clinical decision making, prevention of
unpredictable admissions and emergency department overload, and support services planning. Though there are several promising
tools available, thereisalack of literature on tools that can comprehensively assess functional status in an expedited fashion.

Objective: Thisstudy aimed to document functional status and comorbidities among a geriatric oncology patient cohort attending
aregionally located, dedicated cancer care facility, using the completed Adelaide tool assessments. This study documents cohort
characteristics, including sociodemographics, malignancy type, and comorbidities. Secondarily, we observed the utility of an
abridged functional assessment in the multidisciplinary team (MDT) management of older cancer patients.

Methods: The study comprised afacility-based cross-sectional audit of results obtained from a screening tool administered to
patients aged 65 years and older and attending an outpatient medical oncology clinic for management of cancer from late 2015
to 2017. Data relating to five domains were collected, including instrumental activities of daily living, activities of daily living,
performance status, unintended weight loss, and exhaustion. Sociodemographic and disease-related factors were summarized as
frequencieswith percentages or mean with SD. Distribution of functional status based on sociodemographic characteristics, living
status, disease-related factors, and comorbidities was analyzed using a chi-square test. Cumulative dependencies in the five
domains were identified, and patients were classified asfit, vulnerable, or frail. Supplementary review of presentation notes for
cases discussed at MDT meetings was undertaken to identify discrepancies.

Results: A majority of the study population showed poor functional status, with 88.7% (243/274) categorized as vulnerable and
8.4% (23/274) asfrail. Exhaustion and unintended weight loss were identified as the most common contributors to dependency.
Polypharmacy was strongly associated with decreased functional status.

Conclusions: The outcomes of this study are congruent with the existence of dependency in various domains, and with similar
research in geriatric oncology. The Adelaide tool provided auseful basisfor MDT discussion and management, where caseswere
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referred to the MDT. We recommend further examination of the tool’s utility and impact in clinical decision making, and the
distribution of dependenciesin arural cohort compared with metropolitan patients.

(JMIR Cancer 2020;6(1):€16408) doi:10.2196/16408
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geriatric assessment; cancer; elderly; medical oncology; Australia

Introduction

Background

Globally, there are 962 million people aged 60 years or older,
comprising 13% of the total population [1]. Advancementsin
medical sciences have led to an overall increase in life
expectancy. According to the United Nations projections, the
elderly population (>60 years) is estimated to reach 2.1 hillion
in 2050, or 22% of the projected world population [2]. The
increase in life span is accompanied by challenges such as
degenerative disorders, malnutrition, age-related disabilities,
and increased risk of malignancies. Apart from physical
illnesses, the elderly are also more vulnerableto social isolation,
cognitive dysfunction, and emotional lability, with social
isolation itself representing a significant risk factor for chronic
noncommunicable conditions[3]. All thesefactors can culminate
in a poor quality of life, and this recognition has catalyzed a
strong global focus on the concept of healthy aging.

As per the recent Australian Burden of Disease Study (2011),
malignancies are reported to be the leading cause of disease
burden comprising 19% of total diseases. It has been estimated
that 1 in 4 men and 1 in 6 women die because of malignancies
by the age of 85, with patients aged 65 years and above
contributing to more than half (58%) of diagnosed cases and
three-quarters (76%) of cancer mortality in Austraia [4].
Moreover, medical oncologists face the dual challenges of
treating both the inherent problems associated with degenerative
changes of aging and the malignancy-related disease itself [5].
As a result, there is a growing need identified among health
care providers to access and use comprehensive geriatric
assessments (CGAs) of patients to plan for the appropriate
management and to predict prognosis [6]. The currently
available CGA tools incorporate several domains such as
nutrition, emotional wellbeing, cognition, social support, history
of fals and injuries, comorbidities, polypharmacy, and
disabilities [7-9]. However, although validated assessment is
shown to have objective advantages over clinician judgment
alone [10,11], the utility of these CGA tools and CGA-driven
interventions has been limited in routine practice because of
their time-consuming nature and consequent issues of
completion rates and accuracy [12-14]. Hence, there is an
imperative for many oncologists and multidisciplinary team
(MDT) membersto have access to an abridged tool to enable a
clear understanding of elderly patients functiond status, thereby
informing better clinicadl decision making [15,16]. A
comprehensive understanding of functional status among the
elderly can aso facilitate the prevention of unpredictable
admissions and overload in the emergency department. Further,
it pointsto the need for and can inform the planning of required
support services and bed occupancy [17]. Though there are
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several promising tools available in practice, there is arelative
lack of literature on clinical tools that can comprehensively
assess functional status and particularly those that do so in an
expedited fashion [18].

Study Objectives

In this context, this study was designed to utilize a specific,
abbreviated geriatric assessment (Adelaide tool) to document
functional status and comorbidities among a geriatric oncology
patient cohort attending a regionally located, dedicated cancer
care facility. This was undertaken using existing patient- or
proxy-completed Adelaide tool assessments. This study
documents specific aspects of this cohort on the basis of
sociodemographic characteristics, nature of malignancy, and
coexisting morbidities, with therelated aim of identifying patient
characteristics that are associated with lower functional status
scores. A secondary aim wasto observethe utility of an abridged
functional assessment inthe MDT management of older cancer
patients.

Methods

Study Design

Thisisafacility-based cross-sectional audit of results obtained
from ascreening tool administered among el derly patientsaged
65 years or older who attended an outpatient medical oncology
clinic for management and treatment of cancer.

Study Setting

This study was conducted in a dedicated cancer care facility
located in alargeregiona center in Australia, providing medical
oncology, radiation oncology, and hematology services. The
facility is a part of a wider heath district encompassing
numerous smaller centers and communities. The study site is
situated over 400 km road or air travel from the closest capital
city, and aimost 300 km from the nearest large metropolitan
center. The cancer care service also operates anumber of regular
oncology clinicsin small rural communities within the wider
health district, and services a geographical area of around
106,000 kmZ. The majority of patients from within the broader
region and who are diagnosed with cancer are referred to this
center for ongoing management and treatment if appropriate.

In the timeframe during which this study was conducted, patient
visits and other interactions in the medical oncology and
hematology areas of the center totaled around 26,000 inclusive
of consultations, treatment visits, home nurse visits, and
telephone foll ow-ups and tel eheal th appointments. The number
of individual patients attending the center or itsoutreach clinics
totaled 1255 in this period, with 689 (54.90%) of this cohort
aged 65 years or older.
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Of the 1255 patients attending the center in the study period,
557 (44.38%) presented to the medical oncology unit for a
clinical consult. Of these 557 medical oncology patients, 350
(63.8%) patients were aged 65 or older, an increase in the
proportion of older patients in the center overall and on the
national estimates provided above—new medical oncology
patients aged 65 years or older presenting in this period
comprised 197 patients, or 56.3% (197/350) of all individual
patients aged 65 years or older who attended the medical
oncology clinic in the study timeframe.

In the wider hospital within which the oncology facility is
situated, management of cancer and its treatment is provided
by an MDT comprised of medical oncologists, radiation
oncologists, hematologists, general and specialist surgeons
involved in cancer-related procedures, pathologists, dieticians,
socia workers, and other allied health professionalswho provide
social, psychological, and nutritional support. The MDT meets
fortnightly, and cases identified by clinicians on the basis of
screening and assessment viamethods such asthe Adelaidetool
or other means of selection by surgeons or other specialists are
discussed. Recommendations regarding treatment, ongoing
management, and/or any required referrals to allied health and
support services such as community/home care are then
determined and communicated to patients and their primary
health care providers (eg, general practitioner). This approach
alignswith current practice in the multidisciplinary management
of oncology patients and incorporates recognition of geriatric
assessment in such discussions and decision making [19,20].

Recruitment

This study included patients aged 65 years and over, diagnosed
with any type of malignancy, and attending the study center
during the period from November 2015 to November 2017.
Each new patient aged 65 years or over and attending the
medical oncology clinic during the reference period wasinvited
to complete the Adelaide tool, ascreening questionnairefor the
assessment of older people with cancer. Existing patients aged
=65 years and attending the medical oncology clinic, and who
were identified for possible referral to an MDT meeting, were
alsoinvited to complete an assessment in most instances where
they had not done so previously.

Study Tool and Data Collection

Initially, al new geriatric patients and some existing patients
enrolled for cancer management were administered the screening
guestionnaire called the Adelaide tool screening questionnaire
for the assessment of older people with cancer [21]. The
Adelaide tool was developed by the Royal Adelaide Hospital
Care Centre (Department of Health, South Australia) asameans
of providing an abbreviated option for assessment of geriatric
patientsin clinical environments, and where time may not allow
for initial extended and/or comprehensive assessments in all
cases. A preliminary assessment of the validity of the Adelaide
tool has been reported elsewhere [21].

Clinicians are able to use the tool to assess details related to
self-rated health, medications use, memory, history of fals,
hearing or vision impairment, activities of daily living (ADLS),
instrumental activities of daily living (IADLS), socia support,
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distress, pain, performance status, emotional wellbeing, and
exhaustion. From this assessment, the Adelaide tool is used to
classify functiona status asfit, vulnerable, or frail.

This tool includes, in particular, the assessment of functional
dependency in the following five domains referenced by other
related studies [21]: (1) IADLs, (2) ADLs, (3) performance
status (Karnofsky), (4) unintended weight loss, and (5)
exhaustion [22,23].

Each new patient completed the Adelaide tool once, during an
initial consultation at the medical oncology clinic before the
commencement of treatment (where the treatment occurred).
When required, assistance to complete the assessment was
provided by an attending caregiver, friend, family member, or
oncology nurse. In the small number of cases (n<5) where an
assessment was mistakenly completed again at alater time, the
later assessment was excluded from the analysis. On the basis
of an examination of availablerecords, al new patients (n=197)
presenting to medical oncology in 2016 and 2017 were provided
with a questionnaire and completed the questionnaire or were
supported to do so as noted above. In addition, 77 existing
patients who presented during this period and who had not
previously completed the Adelaide tool also completed an
assessment. Hence, atotal of 274 assessments were completed
and analyzed for this study.

In general, those patients who scored medium or high
(vulnerable or frail) in the Adelaide tool were referred for
consideration and discussion by the MDT. Owing to the
retrospective nature of this study, however, thisreferral process
to MDT was not always consistent. Therefore, on the basis of
other factors, a patient who was classified as fit may have been
referred for MDT discussion for other reasons. A patient who
was classified as vulnerable may have been referred directly
for treatment because of anumber of factors, rather than referred
to the MDT.

The data used in this study were therefore drawn from the
Adelaide tool used for the screening of geriatric oncology
patients (=65 years), with the completed tool collected by an
oncology nurse and maintained in the patient’s clinical records.
The screening results were also presented in around half the
cases at the regular MDT meetings within the cancer center, at
which—as specified above—discussions of patients take place
to inform recommendations for treatments and other clinical
decision making. A brief supplementary review of presentation
notesfor those cases discussed at MDT meetingswas undertaken
to confirm that those patients discussed at MDT meetings had
completed an Adelaidetool assessment. Thisreview also aimed
to identify any significant discrepancies, such as obvious
misclassification of functional status in MDT presentations.
Such discrepancies were not identified in any case.

The Adelaide tool screening data collected during the period
mentioned above were accessed, collated, and entered by a
research assistant. All information was deidentified.

Statistical Analysis

Data were entered in Microsoft Excel with structured coding
and analyzed using IBM SPSS, version 17.0. Patient
sociodemographic and disease-rel ated factors were summarized
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either as frequencies with percentages or mean with standard
deviation. On the basis of the Adelaide tool, cumulative
dependenciesin the specified five domains were identified. For
this purpose, the Katz index of independencein ADLS, Lawton
IADLs scale, the Karnofsky performance status (KPS), weight
loss more than 5%, and exhaustion score were considered
[22-25]. The ADL two-item scale (2 without help and 1 with
help/completely unable to do) was used as reported by Katz et
al [24]. Similarly, to assess|ADL in/dependence, itemsrelating
to the ability to use the telephone, go out, do shopping, and
handle money and medications were considered. If the person
was not ableto perform any activity inthe | ADL related activity,
they were considered dependent in that domain.

A similar approach was used to classify dependency for
ADL -related activities. The KPSwas assessed using eight coded
responses. Appropriate percentages for each response were
identified from the standard tool. Unintended weight loss of
more than 5% in the last 6 months was also considered as a
factor of concern. The exhaustion score was taken as a factor
of concern if the person felt that everything they did was an
effort or if they could not get going for a moderate amount or
most of the time [25]. Patients' functional status was classified
as fit, vulnerable, or frail as per the categories reported by To
et al [21]. Out of the five domains mentioned above, if there
was no dependency in any domain, they were considered fit.
Dependencies up to three factors were considered vulnerable,
and 4 to 5 factors were deemed to be frail. Distribution of
functional status on the basis of sociodemographic
characteristics, living status, disease-related factors, and
comorbidity status was analyzed using a chi-square test. Pain
scores and distress scores across the three functional groupings
were compared using the Kruskal Wallis (one-way analysis of
variance) hypothesis test.

Data Exclusion

Patients who had incompl ete datawere excluded from the studly.
If any patient had missing datain any one of the five domains
(ADL, IADL, performance status, exhaustion score, and weight
loss), they were still included in the final analysis on the basis
of the contribution to the final classification on functiona status.
As an example, a patient who is functional in three domains,
nonfunctiona in one domain, and missing data in one domain
will fall into the vulnerable status category, irrespective of their
functional status in the missing domain. Hence, such patients
were not excluded from the final assessment of functional status
even though they had missing information in one domain.

Research Ethics

This audit of screening tool data was approved by the local
health district’s Research Ethics and Governance Office as a
non-research activity comprising aretrospective cross-sectional
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audit and analysis of an existing patient screening tool dataset.
Patient namesand all other identifying datawere removed from

the database.

Results

Demographic and Clinical Characteristics: Overview

A total of 274 patientswereincluded in this study, representing
al new patients aged 65 years or older who presented to the
medical oncology facility inthe study period, plusthe additional
existing patients noted above. Of the 274 patients, 110 (40.1%)
had been subjected to the MDT assessment, and the rest
(164/274, 59.9%) had undergone only Adelaidetool assessment.
All patients =65 years whose cases were presented at an MDT
meeting had completed an Adelaide tool assessment. Owing to
the retrospective nature of the study, reasons for nonresponse
were not comprehensively documented.

The demographic and clinical characteristics of patients are
summarized in Table 1. The mean age of patientswas 75.4 years
(SD 7.0 years). A total of 52.2% (143/274) of patients were
males, and 12.0% (33/274) were living aone. Distribution of
patient-related factors among those who were discussed in MDT
and those who were administered the Adelaide tool alone were
not found to be significantly different. The authors of this study
have retained the separation of the two participant cohorts in
the bel ow tables predominantly for ease of representing the data
asthey were collected and to link the datawith later discussion
of the degree to which referral of patientsto MDT discussions
might be useful in the management of those patients.

Among men, the most common site of cancer was colorectal
cancer, followed by prostate cancer. Among women, the most
common site of cancer was breast, followed by lung. Of the 274
patients, 18 (65.7%) had stage 4 carcinoma, and 20 (7.3%) had
afamily history of cancer.

About 12.0% (33/274) of patients had more than four existing
comorbidities, and 18.7% (52/274) of patientsreported ahistory
of at least one fall in the last 6 months. Of those patients who
had completed the Adelai de tool aone, and had not been referred
for discussion at an MDT meeting, 100.0% (164/164) reported
four or fewer comorbidities. About half of the study population
(125/274, 45.6%) reported unintended weight loss in the recent
past (Table 1). Over two-thirds of the patients (241/274, 77.8%)
reported at least one comorbidity. Ischemic and other
cardiovascular diseases (159/274, 58.0%), hypertension
(135/274, 49.1%), muscul oskeletal disorders (135/274, 49.1%),
gastrointestinal  tract—related diseases (98/274, 35.7%),
dyslipidemia (88/274, 32.1%), and diabetes (49/274, 17.8%)
were the most common comorbidities identified among the
patients.
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Table 1. Demographic and clinical characteristics of geriatric patients attending aregional cancer care center (N=274).

Factors and categories

Adelaide tool + MDT®(n=110)

Adelaide tool alone (n=164)

Age (years)
Mean (SD)
Median (IQR)

Sex, n (%)
Male
Female

Living status, n (%)
Living with spouse
Living with children
Living alone
Living with others

Site of cancer, n (%)
Breast
Colon or colorectal
Pancreas, stomach, esophagus, or biliary tract
Prostate
Lung
Female reproductive tract (uterus, ovary, or vagina)
Liver metastasis
Bone
Head and neck
Skin
Brain metastasis
Others

Comorbidities, n (%)
Oto4
More than 4

Functional problems, n (%)
Memory problems
Vision problems (poor/blind)
Hearing problems
Weight loss
Fall

75.7 (7.3)
76 (69-81)

59 (53.6)
51 (46.7)

69 (62.7)
7(6.4)

23(20.9)
11 (10.0)

17 (15.2)
22 (19.6)
15 (13.5)
14 (12.5)
13 (11.6)
7(6.3)

6 (5.4)
3(27)
3(2.7)
2(18)
2(18)
10 (8.9)

77 (70.0)
33 (30.0)

24 (23.1)
101 (90.1)
99 (88.4)
50 (50.5)
22 (19.6)

75.2(6.9)
74(70-80)

84 (51.2)
80 (48.9)

16 (9.8)
100 (61.0)
10 (6.1)
38(23.2)

16 (9.8)
23(14.0)
13(7.9)
15 (9.1)
15(9.1)
6(3.7)
10 (6.1)
1(0.6)
3(1.8)
2(1.2)
2(1.2)
2(1.2)

164 (100)
0(0.0)

36 (22.1)
156 (95.1)
147 (89.6)
75 (47.2)
30(18.3)

IDT: multidisciplinary team.

Functional Statusand Dependency in Functional
Domains

Of the five functional domains included in the Adelaide tool,

dependency because of exhaustion was the most commonly
reported, followed by unintended weight loss. Dependency for

household chores (31/274, 11.3%) and shopping (19/274, 6.9%)
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was found to be the maximum impaired IADL activity. Within
the ADLs, continence (39/274, 14.3%) followed by bathing
(24/274, 8.8%) were significantly impaired activities, making
the elderly dependent for ADLs (see Table 2). Of 274 patients,
8 (2.9%) were identified as in the fit category of functional
status, whereas a majority (243/274, 88.7%) belonged to the
vulnerable status category (see Table 3).
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Table 2. Distribution of dependency in various functional domains among geriatric patients attending a dedicated regional cancer care center (N=274).

Domain Adeaidetool + MDT®(n=110), n (%) Adelaidetool only (n=164), n (%) Total (N=274), n (%)
IADLP dependent 16 (14.6) 24.(14.6) 40 (14.6)

ADL dependent 20 (18.2) 32(19.5) 52 (18.9)
Karnofsky performance score<70% 37 (33.6) 71 (43.3) 108 (39.4)
Unintended weight loss >5% 50 (45.5) 75 (45.7) 125 (45.6)
Exhaustion 76 (69.1) 116 (70.7) 192 (70.1)

AMDT: multidisciplinary team.
BIADL: instrumental activities of dai ly living.
CADL: activities of daily living.

Functional status was found to be similar across different number of medications (6 or more) wasfound to be significantly
demographic, clinical, and socia support structure elements.  associated with frail functional status among elderly patients.
Though there was an increased proportion of frailty amongmale  Similarly, patients with frail functional status had higher pain
patients, increased comorbidities, memory disturbance, ahistory  or distress scores compared with patients with fit or vulnerable
of falls, and the smaller sasmple size could have precluded the  status (see Table 3).

result from attaining statistical significance. However, alarger
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Table 3. Distribution of functional status across sociodemographic and clinical characteristics (N=274).

Factors and categories Fit (n=8)2 Vulnerable (n=243)° Frail (n=23)° P value
Age (years), n (%) .20
<70 4(3.0) 125 (92.6) 6(4.4)
70t0 75 2(3.2) 52 (83.9) 8(12.9)
76 or more 2(2.6) 66 (85.7) 9(11.7)
Sex, n (%) 56
Male 5(3.5) 124 (86.7) 14(9.8)
Female 3(2.3) 119 (90.8) 9(6.9)
Living status, n (%) .30
Living with spouse 5(3.0) 21(91.1) 5(5.9)
Living with children 0(0.0) 154 (94.1) 10 (5.9)
Living alone 2(3.1) 16 (85.1) 1(11.5)
Living with others 1(3.7) 52 (77.8) 7(18.5)
Comorbidities, n (%)
Oto4 6(2.5) 215(89.2) 20(8.3) 30
More than 4 2(6.1) 28 (84.9) 3(9.1) 30
Presence of memory disturbances 2(3.3) 44 (73.3) 14 (23.3) .30
Fall >1 episode 1(4.8) 16 (76.2) 4(19.1) 10
IADL® dependent 0(0.0) 20 (50.0) 20 (50.0) <.001
ADL' dependent 0(0.0) 31 (59.6) 21 (40.4) <.001
KP<Y <70% 0(0.0) 85 (78.7) 23(21.3) <.001
Weight |0ss >5% 0(0.0) 105 (84.0) 20 (16.0) <.001
Exhaustion 0(0.0) 181 (94.3) 11 (5.7) <.001
Type of assessment”, n (%) -60
Combined (Adelaide tool + MDT') 3(27) 100 (90.9) 7(6.4)
Adelaide tool only 5(3.1) 143 (87.2) 16 (9.8)
Number of medications, n (%) .02
Fewer than 6 4(1.9) 193 (91.5) 14 (6.6)
6 or more 4(6.4) 50 (79.3) 9(14.3)
Distress score, median (IQR) 3(0-5) 3(0-5) 6(0-7) .02
Pain scord, median (IQR) 3(27) 5(27) 5(37) .01
82.9% (8/274).
b88.796 (243/274).
€8.4% (23/274).
dChi-square test.

€IADL: instrumental activities of daily living.

fADL: activities of daily living.

9K PS: Karnofsky performance status.

Pror 7 patients—data on functional status are not available.
IMDT: multidisci plinary team.

IKruskal-Wallis hypothesis test.
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Discussion

Principal Findings

This study was carried out to assess the functiona status of an
elderly population diagnosed with malignancy and attending a
dedicated cancer care center in a regional area using an
abbreviated geriatric assessment tool (the Adelaidetool). It was
found that a mgjority of the overall study population showed
poor functional status, with 88.7% (243/274) of patients being
categorized as having vulnerable functiona status and 8.4%
(23/274) asfrail. Exhaustion and unintended weight loss were
attributed as the highest contributors to dependency. Large
proportions of this elderly population with malignancy were
identified as having either vulnerable or frail functional status,
and thisreflectsthe existence of dependency in variousdomains.

Proportions of patientsidentified in this study with fit functional
status (8/274, 2.9%) are less compared with thefit status (28%)
reported in other studies involving the use of the Adelaide tool
[21]. This could be explained by the differences in the
distribution of types of cancers and a greater number of
associated comorbiditiesin our study. However, the distribution
of functional status across different sociodemographic and
clinical factorswasfound to be similar in both the studies. Both
studies identified the number of medications to have a positive
association with poor functional status. Further, this study has
also demonstrated the association of poor functional statuswith
increased pain and distress scores. Considering that pain can
directly limit various activities mentioned under IADL, ADL,
and performance status, it is reasonable to assert that these
attributes can lead to poor functional status.

An increased number of medications used was strongly
associated with poor functional statusin our study. Thisaligns
with findings from other papers that show an association
between polypharmacy in older patients with cancer and an
increased risk of frailty and related complications [26-29]. It
supports the importance of examining and discussing
polypharmacy among older cancer patients as part of
multidisciplinary oncology management, treatment decision
making, and prognosis estimation [29-31].

Aside from the number of medications, however, several other
factors such as the number of comorbidities, a history of one
or more falls in the preceding 6 months, and memory loss
associated with poor functional status did not achieve statistical
significance. Asthis study aimed to identify the distribution of
functional status among the study population, the small sample
size addressing the primary objective may not have had enough
statistical power to prove an association between these other
factors and the functional status of older patients with cancer.
Although it has been suggested in several studies that the
associative and predictive value of many geriatric assessment
domainsisnot awaysclear [32], thereremainsvauein pursuing
future research in regional, rural, and metropolitan cancer
servicesto understand the utility of geriatric assessment domains
ininforming clinical decision making.

http://cancer.jmir.org/2020/1/e16408/
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Additional Observed Results

The study was not specifically designed to assess the waysin
and the degreeto which thetool was utilized in clinical decision
making. However, it was observed during this study that the
functional status assessment on the basis of the Adelaide tool
was incorporated in the presentations made at MDT meetings
(as evidenced by MDT presentation copies) and was therefore
used in clinicians' discussions around patient management and
treatment decisions. In particular, the assessment informed
clinicians' discussions at MDT meetings regarding whether a
patient required management, treatment, and support by
members of a wider MDT or whether management by the
individual medical oncologist was sufficient. Similarly, the
determination of treatment method for patients, such assystemic
therapy, concurrent chemotherapy-radiation therapy, or
observation-only, may aso be influenced by the baseline
comprehensive functiona statusanditsincorporationinclinician
discussion of individual cases.

At least subjectively, therefore, clinicians appeared to find the
Adelaide tool useful as abasisfor assessing theimmediate and
ongoing need for multidisciplinary discussion and management
of patients, with aspecific view to considering functional status
asit relatesto treatments such as chemotherapy. Further research
would be required to better examine the relationship between
Adelaidetool results, MDT discussion, and clinician decisions,
and to more precisely assess the tool’s relative ease of use for
clinicians and patients. This supports the work and
recommendations generated by recent research in relation to
the use of geriatric assessment in the context of patient
management and its potential impact on treatment decisionsfor
older cancer patients[5,9,13,31].

Limitations

Considering that the 5 domains are part of the overall functional
status, categories of functional status (fit, vulnerable, and frail)
tested across domains such as ADLs and IADLs could lead to
incorporation bias. The findings of this study should be
interpreted against the background of the following limitations.
Several records had missing observation on patient
characteristics. In this study, compared with other domains,
dependency based on exhaustion was found among 70% of the
included patients. This might have reduced the discriminative
ability of the Adelaide tool to assess the different functional
status.

In addition, as noted above, the small sample size in the study
may not have achieved sufficient statistical power to fully
address the primary objective of identifying the distribution of
functional status and its association with other factors such as
comorbidities.

Further, although clinicians intended to refer all those patients
classified as vulnerable or frail for discussion at the MDT
meeting, the analysis of the above availabl e data highlights that
this did not occur in all cases. The retrospective nature of this
study itself presents alimitation in this respect, astherationale
for not referring vulnerable or frail patientsfor MDT discussion
is not always clear. There is an opportunity here to further
investigate and suggest potential improvements to the clinical
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process to optimize the utility of geriatric assessments in
oncology patient management.

Contribution

This study expands on recent work in developing and trialing
an abbreviated CGA tool, namely the Adelaide tool [21], inthe
MDT management of older cancer patients. In doing so, it
contributes to existing research and confirms a specific
association between agreater number of medicationsand poorer
functional status (vulnerable or frail) in older people with
cancer. Further, it goes some way to confirming the utility of
the Adelaide tool in the broader context of MDT approachesto
the management of geriatric oncology patients, albeit with a
small sample size mitigating further extrapolation of resullts.

Conclusions

Thisstudy aimed to utilize the results of an abbreviated geriatric
assessment tool to document functional status and comorbidities
among ageriatric oncology patient cohort attending aregionally
located, dedicated cancer care facility. This was undertaken
using theexisting Adelaidetool for geriatric patient assessments.
Thisstudy documented specific aspects of thiscohort, including
sociodemographic characteristics, malignancy type, and
comorbidities, and identified patient characteristics that are
associated with lower functional status scores. In this patient
cohort, it wasfound that asignificant proportion of older patients
were classified asvulnerable or frail. Thisoutcomeis congruent
with the existence of dependency in various domains, and also
reflects other research in the area of geriatric oncology and
assessment. This has implications for future planning of
oncology and related services in areas where there is a
significant and increasing population aged 65 years and ol der.
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Abstract

Background: Practice-based research isessential to generate the data necessary to understand outcomesin ambulatory oncology
care. Although thereisan increased interest in studying ambulatory oncology care, given therising patient volumes and complexity
in those settings, little guidance is available on how best to recruit ambulatory oncology practices for research.

Objective: This paper aimed to describe the facilitators and barriers to recruiting ambulatory oncology practices into a large
multisite study.

Methods: Using a mixed methods design, we sought to recruit 52 ambulatory oncology practices that have participated in a
state-wide quality improvement collaborative for the quantitative phase. We used 4 domains of the Consolidated Framework for
Implementation Research (CFIR) to describe facilitators and barriers to recruitment.

Results: We successfully recruited 28 of the 52 collaborative-affiliated practices, collecting survey datafrom 2223 patients and
297 clinicians. Intervention attributes included multimodal outreach and training activities to assure high fidelity to the data
collection protocol. The implementation process was enhanced through interactive training and practice-assigned champions
responsible for data collection. External context attributes that facilitated practice recruitment included partnership with aquality
improvement collaborative and the inclusion of a staff member from the collaborative in our team. Key opinion leaders within
each practice who could identify challengesto participation and propose flexible solutions represented internal context attributes.
We also reported | essons learned during the recruitment process, which included navigating diverse approaches to human subjects
protection policies and understanding that recruitment could be a negotiated process that took longer than anticipated, among
others.

Conclusions: Our experience provides other researchers with challenges to anticipate and possible solutions for common issues.
Using the CFIR as a guide, we identified numerous recruitment barriers and facilitators and devised strategies to enhance
recruitment efforts. In conclusion, researchers and clinicians can partner effectively to design and implement research protocols
that ultimately benefit patients who are increasingly seeking care in ambulatory practices.

(JMIR Cancer 2020;6(1):€14476) doi:10.2196/14476
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Introduction

Background

A growing proportion of health careis delivered in ambulatory
practice settings, yet little information about ambulatory care
quality and safety isavailable[1]. Ambulatory practice settings
are diversein scope and oversight and include those embedded
in hospitals and hedth systems as well as free-standing
buildings, where private, individual, or group practices deliver
care to ambulatory patients. Increasingly, substantial amounts
of complex care are delivered in ambulatory practice settings,
where research has an important role in improving the quality
and safety of patient care[2]. Given therising patient volumes
and complexity, researchers have an increased interest in
studying ambulatory practice settings for descriptive,
interventional, and implementational research. Conducting
research in ambulatory practice settings can be adaunting task,
posing unique challengesto recruitment. Recruiting ambul atory
practices requires obtaining endorsement from the practices
themselves before recruiting individual participants who can
be patients, health care providers, and other staff. Researchers
have identified barriers and facilitators to the successful
recruitment of community health centers [3] and primary care
practices [4] for example, but speciaty practices such as
ambulatory practice settings that provide care to oncology
patients may have other recruitment challenges, and we know
little about those.

Objectives

We sought to recruit ambulatory oncology practices that
delivered chemotherapy to patients with cancer in our study.
The purpose of our study wasto understand health care delivery
by characterizing clinician communication processes,
communication technologies, and adverse patient outcomesin
ambulatory oncology practices and to examine how these
practices and technologies influence safe chemotherapy
administration. Once practices agreed to participate, werecruited
clinicianswho worked in those practices and patientswho were
cared for at those sites. During the recruitment of practicesinto
our study, we faced challenges mirroring what has already been
reported in the literature [4-8]. For example, practice
administratorsfrequently act as gatekeepers and make decisions
about study participation on behalf of cliniciansin the practice
[4]. Clinicians have also reported difficulty in balancing the
demands of research participation with patient care
responsibilities [6].

Thus, the purpose of this paper wasto report on the facilitators
and barriersto the recruitment of ambulatory oncology practices
in Michigan, United States, and share the lessons we |earned.

Methods

Study Design

The overall study is using a mixed methods design. We began
with a quantitative phase, by distributing questionnaires to all
prescribers (ie, physicians, physician assistants, and nurse
practitioners) and registered nurses who work in a sample of
ambulatory oncology practices. In addition, for 6 weeks, site
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study coordinators completed a 1-page daily event log, and
patients completed a 1-page self-reported symptom
guestionnaire. We then used the survey results to identify 8
practices for subsequent exploration via in-depth qualitative
methods, and the analysis phase of the project is ongoing.

Setting

The study setting includes ambulatory oncology practices that
bel ong to the Michigan Oncology Quality Consortium (MOQC).
MOQC isan aliance of ambulatory oncology practicesformed
with the purpose of sharing and benchmarking their data to
improve the quality of oncology care. Aswe were interested in
targeting ambulatory oncology practices throughout the state
of Michigan in the United States, we partnered with MOQC,
which currently has 52 affiliated practices al over Michigan.

Procedures

Weinvited all MOQC-affiliated ambul atory oncology practices
to participate in our study. We sought to recruit as many
MOQC-affiliated practices as possible because we were
interested in understanding the variation in clinician
communication processes, communication technologies, and
adverse patient outcomes in ambulatory oncology practices.
The practicesidentified employeesto serve as study coordinators
who were responsible for distributing clinician questionnaires
once, completing daily event logs, and distributing self-report
guestionnaires to patients daily for 6 weeks. Clinician
guestionnaires were about the usability of and satisfaction with
the electronic medical record, communication among clinicians,
perceptions of a safety climate, and perceptions of the work
environment. The daily event logs summarized clinic activities
and events related to chemotherapy (eg, the number of patients
prescheduled and the number of patients who called the clinic
for toxicity management). In the patient questionnaires, patients
were asked to report symptoms related to their chemotherapy
treatment. The survey procedures have been described elsewhere

[9].
Data Collection and Analysis

By collaborating with MOQC, we had access to the latest
information about the various practices to use for recruitment
purposes (eg, name and contact information of the practice
manager). Practice recruitment occurred on arolling basisfrom
April 2017 to November 2017. During that time, we held weekly
meetings, where we reviewed practice enrollment and survey
response data. KV maintained a tracking sheet of all MOQC
sitesthat had tabulated information of when siteswereinitialy
contacted, the dates of follow-up, and the identified reasons for
nonparticipation. Overall, 2 research team members (MM and
KV) reviewed the notes taken during these meetingsto identify
barriersand facilitatorsto recruitment. The entire research team
met regularly to discuss and confirm emerging barriers and
facilitators.

We used the Consolidated Framework for Implementation
Research (CFIR) to help identify facilitators and adapt barriers
to successful recruitment and implementation of data collection.
We followed the example set by Coronado et a [3] who also
used CFIR to organize barriers and facilitators to participation
in their study. CFIR is an organizing framework that assesses
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potential factors that may influence implementation, grouping
those factors into larger domains, which include intervention
attributes, implementation process, externa context, internal
context, and characteristics of the individual involved [10]. We
used all the CFIR domains, except for the characteristics of the
individual s involved.

Results

Using the CFIR framework, we successfully recruited 28 of the
52 MOQC-affiliated practices to participate in our study (a
recruitment rate of almost 54%). From those participating
practices, survey datawere collected from 297 clinicians (a68%
response rate) and 2223 patients (a 58.7% response rate).

Intervention Attributes

Intervention attributes refer to features of the intervention that
can influence its execution, in our case, the characteristics
surrounding data collection that could be customized to each
practice without compromising the quality of data collected.
Facilitators included involving physicians and ambulatory
practice staff in the early stages of the project to get feedback
on study materialsand protocols. For example, 1 site devel oped
a comprehensive, 1-page helpful tips sheet clarifying the data
collection guidelines and patient eligibility criteria. The site
gave us permission to distribute the tip sheet, acknowledging
the original author, to all participating sites, and this also
facilitated recruitment.

Implementation Process

Implementation processes are the strategies that affect the
implementation of interventions. Although we are not
conducting an intervention as a part of our study, the
implementation process refers to the training and use of staff
for datacollection. Each facility designated a practice champion
who was a staff member responsible for overseeing data
collection, assuring that datawere being collected as schedul ed,
and notifying the research team of any barriersto datacollection.
Rather than trying to identify such an individual ourselves, we
facilitated recruitment by asking participating practicesto assign
a practice champion, usually someone with discretionary time
and workflow flexibility. Each champion’s primary role varied
by the practice site. For example, in some sites, the practice
manager acted as a champion and delegated data collection to
apractice nurse, whereas in other practices, the nurse manager
was the champion who collected all the data.

Aswe were asking sites to collect data from multiple sources,
practice championswererequired to attend a\Web-based training
session to learn about the study and assure that data would be
collected uniformly at each site. Participating in the training
was amandatory requirement for engaging with usin the study,
and training had to be completed before data collection could
begin. We used PowerPoint slides (Microsoft Corporation,
Redmond, Washington) [11] to present study information, and
as the training was Web-based, we made it interactive by
pausing during the presentation to ask for questions and input.
We took the practice champions’ suggestionsfor customization
to facilitate data collection at each site. We used questions
provided by the champions during each training session to edit
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and enhance the dlides to promote greater clarification in
subsequent training sessions.

To further facilitate data collection, we scheduled 15- to 20-min
telephone conversations with practice administrators and
physician leadersto describe the study in greater detail. Before
each scheduled conversation, the study information consisting
of a single-page overview of the study and a frequently asked
questions (FAQ) sheet was sent. We also produced a 2-min
video showing a high-level overview of the study. The 2-min
video was essentially atalking head of one of the investigators
(MM) who highlighted the benefits of study participation. The
video was taken with a cell phone, edited using Camtasia
(TechSmith Corporation, Okemos, Michigan) [12], and uploaded
onto our secure box site. We also prepared a separate
PowerPoint presentation that we shared with practicesthat were
considering participation, again highlighting the benefits of
participation to practices. In a few cases, we conducted
in-person, informational site visits and distributed the
aforementioned supplemental materials.

The External Context

The external context refers to environmental factors outside of
each ambulatory practice, including MOQC practicesthroughout
the state of Michigan and our efforts to recruit as many
MOQC-affiliated practices as possible. Our recruitment efforts
required several facilitative strategies, beginning with our
presence at a MOQC biannual meeting that was attended by
practice managers, physician leaders, and other MOQC
stakeholders. The director of MOQC, who is a coinvestigator
in the study, introduced the study to meeting attendees,
highlighting how participation in the study would be relevant
tothe quality of careinindividua practice settings. We provided
attendees with a 1-page overview and study FAQ sheet. After
the meeting, the MOQC director personally spoke with most
physician leadersto remind them of the study and let them know
that the study team would be contacting practices as a part of
the recruitment process. In this way, the close professional
relationships established by the director of MOQC with affiliated
practices meant that we did not approach practices cold.

One of our earliest strategies to facilitate recruitment was to
have aM OQC representative on the study team who was known
to the practice staff. The MOQC representative served as a
liaison to the MOQC director and as a point of contact for
queries coming from MOQC-affiliated practices about the study.
It was important that the study not fracture the practices
pre-existing relationships with the MOQC office and the
director; therefore, having aM OQC representative on the study
team was essential .

Thelnternal Context

The internal context refers to the characteristics of the
implementing  organization, specifically the unique
characteristics and culture of each practice. Each practice
differed both interms of size and ownership aswell asvariation
in patient populations served. The study team tailored procedures
to the unique characteristics of each practice to facilitate
recruitment. For example, some practices consisted of two or
more physical locations. To develop a comprehensive
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understanding of the overall practice, our goal wasto recruit all
locations of a single practice into the study, although some
smaller locations saw patients only 2 or 3 days a week. We
treated each physical location asan individual unit in recognition
of the unique culture of each location.

We also acknowledged that the practice staff were in the best
position to advise us on data collection procedures. We had
conversations with the practice staff to clarify the inclusion
criteria for patients in our study because in some practices,
noncancer patients were treated with antineoplastic agents.
Clarifying that the drug had to be delivered to a patient with
cancer made it easier for practices to determine which patients
to include.

The practice administrators were often gatekeeperswho allowed
accessto stakeholders within each site so asto facilitate access,
and the MOQC representative on our team sent periodic study
updates to the practice administrators about the number of
participating practices without identifying specific sites.
Although the ingtitutional review board (IRB) of our institution
deemed our study to be exempt from an ongoing IRB review,
we learned that this was insufficient for many practices that
required separate IRB determination from their own home
institutions. Upon request, we shared with practices the study
protocol developed for our IRB.

Discussion

Principal Findings

To our knowledge, we are the first to report on ambulatory
oncology practice recruitment, as the research to date has
focused on recruiting primary care practices. Recruiting
practices for research requires multiple strategies to succeed,
both at the practice and individual levels, no matter the specialty.
By framing our recruitment strategies according to CFIR
domains of intervention attributes, implementation process,
external context, and internal context [10], we overcame
potential barriersand applied facilitatorsto recruitment and data
collection. We also learned several important lessonsasaresult
of our recruitment efforts.

Coronado et al [3] offered choices and flexibility to primary
careclinics participating in their study to facilitate intervention
implementation. Similarly, we took the advice of our practice
champions to adapt some of our methods to the workflow and
resources used by the ambulatory practices. Better aligning the
research and workflow methods helped build a rapport and
facilitate engagement. For example, the practice championstold
us that faxing was the easiest way to return data. Setting up a
fax linewas not apart of our original research plan, but it made
the practicesfeel more like partnersin the study. Being flexible
with structural aspects of data collection to mirror practices
processes enabl ed fluid implementation. The value of flexibility
to practices traits during implementation research has been
noted elsewhere [3,13].

In recruiting ambulatory practices, it is important to enlist the
support of more than the medical director of the practice, ashe
or she may have limited time to devote to research or not
necessarily be a leader of a practice [14]. In these instances,
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other practice staff may bein charge of the day-to-day activities
and become responsible for fulfilling the research needs.
Therefore, we enlisted practice champions to lead the data
collection and research protocol implementation asapart of the
implementation process. As the staff may feel resentful of the
extrawork for participating if they are not consulted from the
beginning, we had practices self-assign a practice champion to
give them some control in the research process, which was key
to getting buy-in for the project [14]. Studies have reported that
a frequently mentioned reason for nonparticipation was not
having enough time to engage in research studies or difficulties
allocating staff for the research [4,7]. To address this potential
barrier, we provided training and accessible support to those
practice champions, which had the additional benefit of
overcoming difficulties associated with incorporating and
following study protocols[7].

A central facilitator that affected the external context focused
on our collaboration with MOQC. There were many advantages
to the collaboration that facilitated recruitment, including access
to an established infrastructure and the latest information about
each of the practicesin the consortium to facilitate recruitment.
Johnston et al [8] found that the lack of latest information was
atremendous barrier to recruiting primary care practices because
of the additional time and effort researchers needed to invest to
get that information. Another advantage of collaborating with
MOQC was having a MOQC representative on the study team
who could attend weekly meetings, a pivotal recruitment
strategy. This is consistent with recommendations in the
guidelines developed for researchers interested in conducting
clinical trials in practice-based research networks [5] but has
not been reported previously in ambulatory oncology research.
We used the pre-existing relationship between the MOQC
representative and the practices to increase the likelihood of
getting favorable responses. Typicaly, unless a MOQC
representative made the initial contact, the sites were either
unwilling to talk with the study team members or denied
knowledge of the study.

During the MOQC biannual meeting, and in individual phone
cals, the MOQC director was careful to highlight how
participation in the study would be relevant to the quality of
care in individual practice settings to address barriers in the
internal context. The director of MOQC, aswell asthe MOQC
representative mentioned earlier, had a positive influence on
site participation because of the professional networks built
with physicians over the years. Such alliances are the foundation
of practice-based research networks, which operate as loose
coalitions of primary care practicesto improveclinical practice
and patient outcomes [15]. Developing a relationship with an
established practice-based research network or quality
collaborative, as was done in this study, would facilitate
recruitment in many types of ambulatory practices. In addition,
the FAQ sheet provided information on the relevance of the
research topic to physicians’ practices and monetary incentives.
These strategies put the research into context for practices and
align with research showing that distinguishing the individual
benefits of research facilitates participation [3,16].

We also used many strategiesto build arapport with individual
practices. Considering that practices function through the work
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of many people, it wasimportant to build arapport with avariety
of providersand staff. Our early strategiesfor building arapport
focused on communication that frequently flowed through the
practice administrator, receptionist, and support staff. This,
along with having the MOQC representative on the study team,
counteracted the inability to build a rapport with a practice's
receptionist, which has been identified asabarrier to recruitment
[8]. In addition, by building arapport with practice champions,
providers, and medical directors, we were able to tap into
multiple levels of leaders. Tapping into the power of opinion
leaders or people considered to be likable, trustworthy, and
influential has been shown to have a positive effect on
promoting evidence-based practice, athough the level of
effectiveness does vary [17].

Another cited barrier to research participation is the lack of
monetary incentives [7]. To overcome this, we offered a US
$1000 incentive to each participating practice at the end of the
6-week data collection period, as an acknowledgment of the
effort expended by the practice champion to collect data. The
use of monetary incentives has been shown to increase the
survey response rate compared with no use of incentives [18].

L essons L earned

Welearned 2 important lessons related to distributing monetary
incentives, which have not previously been reported. First,
university policy required that a current W-9 be onfile for each
practice before incentive disbursement. A W-9 is a form used
in the US income tax system to confirm information for
income-generating purposes. Completing this paperwork, even
though required by the Internal Revenue Service in the US,
added to the overall burden, especially for smaller practices. As
we did not have the information to complete a W-9 on their
behalf, we used email and telephone prompts to encourage
practices to complete the W-9 paperwork. The second lesson
was related to communication about the incentives. As some
practices were spread across multiple physical locations, each
participating location was eligible for the incentive. However,
as the university sent out incentives addressed to the practice
and not each location, confusion arose when one practicecalled
to ask why they had received an honorarium check. Asaresult,
weintercepted the outgoing mail so that we could insert athank
you note and an explanation for the enclosed check, before
returning the letter to the mail.

We learned another lesson through our challenges with getting
an IRB approval from multiple sites and navigating a complex
IRB system. Our experience may no longer be relevant in the
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near future, at least for research conducted in the United States,
as US researchers will face new challenges because of the
changesinthe IRB process. Specifically, the Federal Policy for
the Protection of Human Subjects (al so known as the Common
Rule) in the United States changed in January 2019 [19], and
the National Institutes of Health (NIH) will requireasingle IRB
submission to NIH for multisite research proposals starting in
January 2020. The barrier of having to obtain an IRB approval
from multiple sites will no longer exist in US-based research.
No matter where the research is conducted, building sufficient
time for an IRB approval into the timeline is a good strategy.
A couple of weeks elapsed between recruitment and data
collection at each practice because of training requirementsfor
the practice champion. During thistime, the IRB process could
have been initiated had we asked about practice-specific IRB
requirements. Communicating with practices about their own
policies should occur early on to mitigate other challenges that
can pose significant barriers to research participation.

Recruiting practices took longer than anticipated, providing us
with afinal lesson learned. Recruitment took 9 months, atime
frame reported in other studies [8]. In many cases, we entered
into negotiations with practices that were considering
participation but had not yet made afinal decision. Wetried to
address practice concerns by allowing practices to dea with
competing priorities to allow them more time to engage with
us. We extended the recruitment timeline for some practices
that told us about other conflicts of time, such as a practice
champion on |leave, staff illnesses, or other obligations (all cited
as barriers to participating in research [7]). The goodwill
engendered by our flexibility contributed to practice
engagement.

Conclusions

Practice-based research in ambulatory care is essentia to
generate the data necessary to understand patterns of health care
delivery, correlates, and outcomes in these diverse and
understudied settings. Generating robust research data in
ambulatory practice settings requires novel partnershipsamong
researchers, coalitions, and a broad array of clinicians and
practice administrators. Our experience provides other
researcherswith challenges to anticipate and possible solutions
to common issues. Using CFIR asaguide, we devised strategies
to facilitate recruitment efforts and minimize barriers. In
conclusion, researchers and clinicians can partner effectively
to design and implement research protocol sthat benefit not only
researchers and providers but also the patients who are
increasingly seeking care in ambulatory practices.
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Abstract

Background: Publicly available genomic and transcriptomic data in searchable databases allow researchers to investigate
specific medical issues in thousands of patients. Many studies have highlighted the role lipids play in cancer initiation and
progression and reported nutritional interventions aimed at improving prognosis and survival. Therefore, there is an increasing
interest in therole that fat intake may play in cancer. It isknown that there is arelationship between BMI and survival in patients
with cancer, and that there is an association between a high-fat diet and increased cancer risk. In some cancers, such as colorectal
cancer, obesity and high fat intake are known to increase the risk of cancer initiation and progression. On the contrary, in patients
undergoing treatment for melanoma, ahigher BMI unexpectedly acts as aprotective factor rather than arisk factor; this phenomenon
is known as the obesity paradox.

Objective: We aimed to identify the molecular mechanism underlying the obesity paradox, with the expectation that this could
indicate new effective strategies to reduce risk factors and improve protective approaches.

Methods. Inorder to determinethe genes potentially involved in this process, weinvestigated the expression values of lipid-related
genes in patients with melanoma or colorectal cancer. We used available data from 2990 patients from 3 public databases (1ST
[In Silico Transcriptomics] Online, GEO [Gene Expression Omnibus], and Oncomine) in an analysisthat involved 3 consecutive
validation steps. Of thisgroup, datafrom 1410 individualswere analyzed in the | ST Online database (208 patients with melanoma
and 147 healthy controls, as well as 991 patients with colorectal cancer and 64 healthy controls). In addition, 45 melanoma, 18
nevi, and 7 healthy skin biopsies were analyzed in another database, GEO, to validate the IST Online data. Finally, using the
Oncomine database, 318 patients with melanoma (312 controls) and 435 patients with colorectal cancer (445 controls) were
analyzed.

Results: Inthefirst and second database investigated (IST Online and GEO, respectively), patients with melanoma consi stently
showed significantly (P<.001) lower expression levels of 4 genes compared to healthy controls: CD36, MARCO, FABP4, and
FABP7. This strong reduction was not observed in patients with colorectal cancer. An additional analysis was carried out on a
DNA-TCGA data set from the Oncomine database, further validating CD36 and FABPA4.

Conclusions: The observed lower expression of genes such as CD36 and FABP4 in melanoma may reduce the cellular
internalization of fat and therefore make patients with melanomaless sensitive to a high dietary fat intake, explaining in part the
obesity paradox observed in patients with melanoma.

(JMIR Cancer 2020;6(1):€16974) doi:10.2196/16974
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Introduction

Genomic, transcriptomic, and proteomic data from several
thousand patients and corresponding healthy controls are now
publicly available on theinternet, for many different pathol ogies,
including different types of cancers. This allows researchersto
investigate specific questions and medical hypothesesin silico,
directly in the human context, without certain ethical concerns.
We previously investigated expression data from severa
thousand patients, and identified novel potential markers useful
for improving the diagnosis of melanomaand other solid cancers
[1,2], as well as novel therapeutic approaches that were then
validated in vitro by classical bench science [3,4]. In this study
we aimed to determine the molecular mechanisms underlying
the unexpected protective role of high fat intake in melanoma,
given that obesity is a known risk factor in other cancers. The
rolefat playsin health maintenance aswell asdiseaseinitiation
and progression is being extensively investigated. There is
particular interest in the protective role diet may have on cancer,
since different cancer types are associated with being overweight
or obese; furthermore, increased cancer mortality has been
linked to dydlipidemia [5]. In patients with cancer, metabolic
alterations impacting carbohydrate and lipid metabolism can
activate phosphoinositide 3-kinase (PI3K) pathway—dependent
oncogenic signaling, leading to an inflammatory state with
increased expression of specific cytokines [6]. Omega-3
polyunsaturated fatty acids (PUFAS) have a beneficial effect
by counteracting inflammation in cancer cells, which PUFAs
easily diffuseinto viathe plasmamembrane, by stimulating the
production of anti-inflammatory metabolites[7]. PUFAsreduce
plasma lipid levels and lipoproteins by modulating hepatic
lipoprotein secretion [8] and likely by also mitigating
dydipidemia effects. How obesity and diet might impact
melanoma onset and therapeutic efficacy has been discussed
[9]. Although obesity and abnormal lipid levels in the blood
represent established risk factors in other malignancies, they
do not seem to impact cutaneous melanoma [10]. In fact, they
areonly slightly associated with an increased risk of cutaneous
melanoma in men [11], athough insulin resistance and
dyslipidemia seem to promote the growth of uveal melanoma.
Interestingly, obesity has been associated with abetter prognosis
and improved survival in patients undergoing treatment for
metastatic melanoma. A higher BMI appears to be a protective
factor in melanoma and this phenomenon has been named the
obesity paradox [12]. In several other cancers, including
colorectal cancer, being overweight and having a higher BMI
are known risk factors, rather than protective conditions [13].
Fat metabolism might be differently controlled in different
cancer cell types, thereby explaining why dyslipidemia may
play divergent roles in different cancers. Scavenger receptors
including macrophage receptor with collagenous structure
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(MARCO) and CD36 recognize and internalize lipoproteins,
making them susceptible to degradation [14,15]. Furthermore,
fatty acid-binding proteins (FABPS) play an important role in
cancer progression and the intracellular transportation of
long-chain fatty acids[16]. These molecules exert apivotal role
in regulating lipid metabolism.

Theaim of this study wasto investigate the expression of genes
related to lipid-handling to analyze the molecular basis of the
obesity paradox observed in melanoma.

Methods

Overview

The study was carried out in 3 steps: (1) a selection step was
carried out on apublic database, IST (In Silico Transcriptomics)
Online, to identify genes of potential interest; (2) datacollected
in the initial selection step were validated in a first-round
validation step with another database, GEO (Gene Expression
Omnibus); and (3) data were further validated in a subsequent
second-round validation step with athird database (Oncomine).
Table 1 shows the databases used throughout the process and
the types of patientsinvestigated in each step.

First, in the selection step, the IST Online public database [17]
was used to obtain gene expression data. It returns plots
indicating the expression values of the given gene compared to
the expression value of asecond given reference gene. Thiscan
be carried out with severa different cancer data sets and
corresponding healthy controls. The analysis was performed
with melanoma versus healthy skin and with colorectal cancer
versus healthy control biopsies. In turn, weindicated our genes
of interest (CD36, MARCO, FABP1, FABP2, FABP3, FABP4,
FABP6, or FABP7) as the first gene and used a known
housekeeping gene, beta-2 microglobulin (B2M), as the
reference gene; it should be noted that the expression values of
the first gene are independent from the reference gene and the
values do not changeif adifferent reference geneis chosen. We
previously reported the methods used to study the expression
of other molecules to identify relevant melanoma markers [2].
We analyzed datafrom 1410 individuals, including 208 patients
with melanomaand 147 healthy controls, and 991 patientswith
colorectal cancer and 64 healthy controls. The first-round
validation was carried out using the GEO public database [18].
The GDS1375 data set was used, which represents expression
datafrom 45 melanomabiopsies, 18 nevi biopsies, and 7 heathy
skin biopsies. The second-round validation was carried out on
the DNA-TCGA dataset in the Oncomine database [19]. Inthis
case, 318 patients with melanomawere compared to 312 healthy
controls, and 435 patientswith colorectal cancer were compared
to 445 healthy controls. The Human Protein Atlas public
database was al so interrogated [20].
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Table 1. Schematic representation of the steps of this study.

Giampietri et al

Study phase and data set Cancer type and subtype Cancer samples,n  Control samples,n Database
Selection IST (In Silico Transcrip-
tomics) Online
Melanoma and normal skin Melanoma 208 147
Colorectal cancer and controls  Colorectal cancer 991 64
First validation round GEO (Gene Expression
Omnibus)
Melanoma and normal skin Melanoma 45 25
(GDS1375 data set)
Second validation round Oncomine
DNA-TCGA Melanoma 318 312
DNA-TCGA Colorectal cancer
Colon adenocarcinoma 212 445
Rectal adenocarcinoma 90 445
Colon mucinous adenocarcinoma 37 445
Cecum adenocarcinoma 65 445
Rectal mucinous adenocarcinoma 7 445
Rectosigmoid adenocarcinoma 24 445

Statistical Analysis

Within the scatterplots obtained from the IST Online database
analysis, the number of patients faling above or below the
chosen threshold were counted and analyzed according to the
Fisher exact test using GraphPad Prism 5 (GraphPad Software,
Inc).

Other statistical analyses were carried out on the expression
values obtained by querying the GEO database. Data was
analyzed with analysis of variance and analysis for the linear
trend from healthy to nevi to melanoma samples was carried
out, both with GraphPad Prism 5. The threshold for statistical
significance was set at P<.001.

Results

Overview

Geneexpression of CD36, MARCO, and various FABP isoforms
in 355 patients (208 patientswith melanomaversus 147 healthy
skin controls) was analyzed, according to the transcriptome
expression data reported in the IST Online database. Table 2
shows the results and indicates the statistical significance of
distribution above or below the given threshold, according to
the Fisher exact test, for both melanoma and colorectal cancer
datafor all 8 genesinvestigated. The threshold val ue was chosen

http://cancer.jmir.org/2020/1/e16974/

as the value best discriminating the largest population within
the controls. The following threshold values were used: CD36:
1000; MARCO: 150; FABP1: 100 in melanoma and 1000 in
colorectal cancer; FABP2: 100; FABP3: 250; FABP4: 2000;
FABP6: 200; FABP7: 500. FABP5 does not appear in the IST
Online database.

Interestingly, the 4 genes that had a significant difference in
melanoma were not significantly different in patients with
colorectal cancer versus healthy controls, indicating that the
difference observed in melanomaappearsto be cancer-specific.

Figure 1 indicates the expression values of the 5 genes that had
significant differencesin melanomaversus healthy skin controls
(CD36, MARCO, FABP4, FABP6, and FABP7). The
significance of the distribution reported in Table 2 was computed
by counting the number of individuals falling below or above
the thresholds indicated by the dashed lines. The expression of
CD36, MARCO, FABP4, FABP6, and FABP7 in melanoma
samples and healthy skin biopsies is visualized, according to
data retrieved from the IST Online database.

These data indicate that melanoma samples show significantly
lower expression of genes involved in fatty acid uptake (CD36
and MARCO) and intracellular fatty acid binding (FABP4 and
FABP7) compared to healthy controls, and this phenomenon
was not observed in a colorectal cancer data set.
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Table 2. Expression in melanomaand colorectal cancer, according to the IST (In Silico Transcriptomics) Online database. Where P values are <.001,
there was a statistically significant difference between the respective cancer values versus control values, evaluated as distribution above or below the

given threshold, according to the Fisher exact test.

Gene Regulationinmelanomaversus P value Regulation in colorectal cancers P vaue
controls versus controls
CD36 Downregulation <.001 No difference .58
MARCO Downregulation <.001 No difference .02
FABP1 No difference .64 Downregulation <.001
FABP2 No difference A5 Downregulation <.001
FABP3 No difference .08 No difference .07
FABP4 Downregulation <.001 No difference .60
FABP6 Upregulation <.001 Upregulation <.001
FABP7 Downregulation <.001 No difference >.99

Figure 1. Expression of CD36, MARCO, FABP4, FABP6, and FABP7 in melanoma and healthy skin samples from the ST (In Silico Transcriptomics)
Online data set. Each dot indicates oneindividual and dashed lines indicate the threshold used to calculate the statistical significance of the distribution
difference reported in Table 2. All reported genes show a significantly different distribution in melanoma versus controls according to the Fisher exact

test (P<.001).
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First Validation Round

Datacollected from the I ST Online database were then validated
on adifferent database, GEO. Expression values in melanoma
were obtained from the GDS1375 data set, as detailed in the
Methods section. Figure 2 shows that the expression values of
CD36, MARCO, FABP4, and FABP7 are significantly decreased
in melanoma samples (n=45) compared to nevi (n=18) and
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healthy skin (n=7) biopsies. A significant (P<.001) linear trend
from healthy controls to nevi to melanoma biopsies was
observed in CD36, MARCO, and FABP4. Therefore, the CD36,
MARCO, FABP4, and FABP7 data obtained from the ST Online
database were validated on the GEO database. FABP6, which
was increased in melanoma compared to control in the IST
Online database (Table 2), showed a weak, nonsignificant
increase in the GEO database (Figure 2).
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Figure 2. Expression of CD36, MARCO, FABP4, FABP6, and FABP7 in melanoma, nevi, and healthy skin biopsies from the GDS1375 data set on the
GEO (Gene Expression Omnibus) database. Changes observed in the GEO database were in the same direction as observed in the IST (In Silico

Transcriptomics) Online database for all genes except FABP6. Statistical significance was calculated by analysis of variance.
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Second Validation Round

The 4 genes validated in GEO were further investigated in a
third public database, Oncomine. Table 3 shows the statistical
significance of the log2 copy number units change in the
DNA-TCGA data set expression data from patients with

melanoma and colorectal cancer compared to healthy controls,
as analyzed in the Oncomine database. This analysis validated
significant differences in CD36 and FABP4 expression in
melanoma versus controls, and no significant difference in
colorectal cancer.

Table 3. Gene expression in the DNA-TCGA data sets analyzed in the Oncomine database®

Gene P values for the melanomaDNA- P valuesfor the colorectal cancer
TCGA data set DNA-TCGA data set

CD36 <.001 >.99

MARCO .58 >.99

FABP4 <.001 >.99

FABP7 >.99 .04

#The statistical significance of the differential 1og2 copy number in patients with melanoma or colorectal cancer versus controls is reported. The

significance threshold was set to P<.001.

A final investigation was then carried out using the Human
Protein Atlas public database. Although the potential roles of
the genes investigated in this study were not verified in
melanoma, their roles have been confirmed in other cancers.
Specifically, increased CD36 gene expression levels indicate
an unfavorable prognostic value in 354 patients with stomach
cancer (P<.001), and increased FABP7 gene expression levels
indicate an unfavorable prognostic value in 877 patients with
renal cancer (P<.001), yet indicate afavorable prognostic value
in 1075 patients with breast cancer.

Discussion

In this study we investigated the expression of different genes
involved in lipid metabolism and found a significant difference
in melanoma versus controls. This may explain part of the
mechanism behind the obesity paradox observed in patients
undergoing treatment for metastatic melanoma. The mechanisms

http://cancer.jmir.org/2020/1/e16974/

underlying the association between dydlipidemiaand melanoma
remain controversial; this is due to the different metabolic
controls within bulk melanoma cells and cancer stem cells or
metastasis-initiating cells [21,22]. Metastasis-initiating cells
display high CD36 levels, which may indicate a crucial
contribution of dietary lipids in the promotion of metastasis
[23]. Furthermore, as we previously demonstrated, melanoma
cancer stem cells show higher intracellular neutral lipids, higher
lipogenesis activation, and lower autophagic flux [24]. This
evidence indicates a complex molecular apparatus that allows
melanoma cells to finely regulate fatty acid storage and
mobilization depending on the metabolic environment and their
differentiation level.

FABP4 and FABP2 have recently been reported to have a
significant association with cancer progression in patients with
colorectal cancer [16] and several studies demonstrate that
obesity and high fat intake are risk factorsin colorectal cancer
[13,25-28]. On the other hand, several studies highlight the
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obesity paradox in melanoma, reporting significantly lower
mortality in overweight patients undergoing treatment for
melanoma [29], although a recent publication indicated that
some caution is warranted [30]. Patients with melanoma or
colorectal cancer appear to respond in opposite ways to high
dietary fat intake or fat metabolism and may therefore be useful
models to investigate how lipid-related gene expression may
differentially regulate cancer initiation. For this reason, this
study investigated lipid-rel ated gene expression in patientswith
melanomaor colorectal cancer. Many genes have been identified
as lipid modulators, athough this field still remains poorly
investigated. Genes controlling dyslipidemia in mice were
recently reported [31], aswell as other moleculesthat interfere
with lipid storage [32,33], while acompletelist of lipid-related
genes in humans is currently lacking. In this work we
investigated the expression of 8 genes (FABPs and other
lipid-related genes) in melanomaand colorectal cancer biopsies,
hypothesizing that differences in melanoma and colorectal
cancer gene expression may partly explain the different role
dietary fat plays in melanoma (ie, protective) and colorectal

Giampietri et al

cancer (ie, detrimental). A significant reduction of the genes
for scavenger receptors CD36 and MARCO (which are able to
bind lipoproteins) and FABP4 and FABP?7 translocases (which
are able to bind and cell-internalize fatty acids) was found in
melanoma biopsies compared to healthy controls, according to
2 independent databases, | ST Online and GEO. We hypothesize
that this reduced expression may lead to a reduced uptake of
lipids and reduced cellular internalization. CD36 and FABP4
were also validated in a third database, Oncomine, using the
DNA-TCGA data set. These genes showed no difference in
control expression data compared to data from patients with
colorectal cancer, for whom high fat dietary intake represents
a negative prognostic factor. Therefore, we believe that the
reduced gene expression observed in melanoma (571 patients
and 484 controls, in 3 independent databases) might contribute
to counteracting the detrimental effects of high fat intake.

More extensive analyses are ongoing in other cancers and on a
larger list of relevant lipid-rel ated genes; nevertheless, the results
from this study may reveal some of the molecular mechanisms
responsible for the obesity paradox observed in melanoma.
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Abstract

Background: Cancer isthe second leading cause of death globally, causing an estimated 9.6 million deathsin 2018. Low cancer
symptom awareness has been associated with poor cancer survival for al cancers combined. The Cancer Awareness Measure
(CAM) isavalidated, face-to-face survey used since 2008 to measure the UK public’s awareness of the symptoms and risk factors
of cancer aswell asthe barriers to seeking help.

Objective: The aim of this study is to explore whether online data collection can produce a representative sample of the UK
population, compare awareness of cancer signs and risk factors and the barriers to seeking help between data collected online
and face-to-face, and examine the relationships between awareness and demographic variables.

Methods: Differencesin awareness of cancer signs, symptoms, and risk factors among samples were explored while adjusting
for demographic differences (age, gender, ethnicity, educational level, marital status, and country of residence) to distinguish the
effect of data collection method. Multivariate | ogistic regression models were used to calcul ate adjusted odds ratios for recall and
recognition of signs and symptoms, risk factors, and barriers to seeking help.

Results: A total of 4075 participants completed the CAM, 20% (n=819) via face-to-face interviews and 80% online (n=3256;
agency A: n=1190; agency B: n=2066). Comparisons of data collected using face-to-face interviews and online surveys revealed
minor differences between samples. Both methods provided representative samples of the UK population with slight differences
in awareness of signs, symptoms, and risk factors and frequency of help-seeking barriers reported.

Conclusions: These findings support a move to online data collection for the CAM. The flexibility afforded will enable the
CAM to explore awider range of issues related to the prevention, early diagnosis, and treatment of cancer.

(JMIR Cancer 2020;6(1):€14539) doi:10.2196/14539
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UK could be prevented [2]. Cancer survival has consistently

Introduction been reported to be lower in the UK than similar European

Background

Cancer is the second leading cause of death globally, causing
an estimated 9.6 million deathsin 2018 [1]. Half of the people
diagnosed with cancer in England and Wales survive for 10
years or more, but approximately 4 in 10 cases of cancer inthe
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countries [3,4].

L ate-stage diagnosis contributes to excess deaths for bowel [5],
breast [6], and lung cancer [7] in the UK. Late diagnosis could
be related to low awareness of symptoms, leading to delaysin
seeking medical help. Low cancer symptom awareness has been
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associated with delaysin seeking medical help and poor cancer
survival for all cancers combined [8].

Earlier detection can improve patient experience [9], costs to
the National Health Service (NHS) [10], and cancer survival,
but it relies partly on prompt presentation [11]. Understanding
and potentially improving awareness of cancer signs is an
important step in reducing the incidence of late-stage cancer
and reducing cancer deathsin the UK.

In 2008, Cancer Research UK, in partnership with University
College London, King's College London, and University of
Oxford, devel oped the Cancer Awareness Measure (CAM) [12].
The CAM isavalidated survey designed to measure awareness
of signs, symptoms, and risk factors for cancer and potential
barriers to seeing a doctor.

Cancer Research UK has used the CAM to collect data
biannually from 2008 to 2014 from a representative sample of
the UK population viathe Office for National Statistics (ONS)
Opinions and Lifestyle Survey. Questions in the survey are a
combination of recall and recognition questions, designed to
assess public awareness. Recall questions are open-ended
guestions, asking participants to list as many cancer warning
signsand risk factorsthat they can think of. These are followed
by recognition questions, where participants are given alist of
warning signs and risk factors and asked yes/no do they think
these are risk factors or warning signs of cancer.

Datafrom the CAM indicate that the average number of cancer
warning signs recognized by representative samples of the UK
population has increased from 6.4 (SD 1.9) in 2008 to 6.8 (SD
1.5) in 2014 out of a possible nine warning signs posed in the
survey [13]. Recall of risk factors appears to have followed the
opposite pattern, with recall decreasing from amean 2.2in 2008
to 2.0in 2014 [13]. Awareness of cancer signs and risk factors
has consistently been found to be lower among men [14,15],
younger adults[14], and those from lower socioeconomic groups
[14,16,17] or ethnic minorities [15,18].

Although CAM data have traditionally been collected via
face-to-face interviews conducted by the ONS, the response
rates have declined over the years (from 61% in 2008 to 47%
in 2017). This study explores the viability of moving data
collection online, a move seen in many large market research
organizations. In Great Britain, 90% of househol ds have access
to the internet, and 73% of people have accessed the internet
with amobile phone[19]. The benefits of online data collection
include lower costs [17], higher data quality [20], and a faster
rate of return and lower data entry times [21]. Conversely, the
limitations may include sampling issues [21] and differences
in sampling methodologies [22].

Although the relationships among questionnaire modality,
response rates, and accuracy have been described as complex
[23], previous research exploring the impact of data collection
method is encouraging. Socially desirable behaviors have been
reported to be less likely to be disclosed in interviews than
online questionnaires [24], and disease prevalence rates are
much closer to known rates when using internet studies
compared with data collected over the telephone or face-to-face
[25].
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Resear ch Objectives

The primary aim of this study isto identify the extent to which
public awareness of cancer and attitudes toward seeking help
vary by data collection method (face-to-face vs online data) in
adults (aged =18 years) in Great Britain. The research objectives
areto (1) explore whether online data collection can produce a
representative sample of the UK population (differences between
samples); (2) compare the awareness of signs, symptoms, and
risk factors for cancer, as well as the barriers to seeking help
between data collected online and face-to-face (differencesin
levels of awareness); and (3) explore whether any relationships
observed between awareness and demographic variables are
consistent across sampl es (interactions between survey provider
and demographic variables).

Methods

Participants and Recruitment

Face-to-Face Sample

Between January and March 2017, face-to-face data were
collected by the ONS via the Opinions and Lifestyle survey.
The ONS use stratified probability sampling to select sampling
points from a database of 27 million private households in the
UK. A random sample of addresses from each sampling point
were selected, and interviewers invited one adult respondent
from each household to completethe CAM using aface-to-face,
computer-assisted interview.

Online Samples

Online sampleswererecruited by two market research agencies.
Agency A recruited participants to their online panel via a
face-to-face survey. Agency A used a probability-based
approach for recruitment, which avoidsin-built bias commonly
found in online panel sampling methods. Agency B used “active
sampling,” in which a subsample of participants were selected
from their more than 800,000-member panel based on their age,
gender, social class, and education. Agency B panel members
arerecruited from standard advertising and strategic partnerships
with arange of websites.

Great Britain Population Data

The Great Britain popul ation statistics were taken from the ONS
(midyear population estimates, Households and Individuals
Internet Access survey), census data, and NHS Digital (Health
Survey for England).

Outcome M easures

Variables collected in the CAM are outlined in Textbox 1.
Details of the development and content of the CAM can be
found elsewhere [12].

To reduce bias, open-ended questions about signs, symptoms,
and risk factorswere asked before closed questions. The number
of warning signs endorsed or risk factors recognized were
summed to producetotal scores. Coding manualswere provided
to all market research agencies regarding how to code recalled
items to ensure consistency.
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Textbox 1. Outcome measures.

Sociodemogr aphic char acteristics

«  Weamended the standard ON'S demographic questions and adapted these for online sampleswhere necessary: age, gender, educational attainment,
ethnicity, country of residence marital status, internet use, and self-reported health status.

Awar eness of signs and symptoms of cancer (recall and recognition)

« Recall: “There are many warning signs and symptoms of cancer, please name as many as you can think of.”

«  Recognition: “Could any of the following be signs of cancer?’: lump or swelling, persistent unexplained pain, unexplained bleeding, persistent
cough or hoarseness, persistent change in bowel or bladder habits, difficulty swallowing, change in the appearance of a mole, a sore that does
not heal, and unexplained weight loss.

Awareness of cancer risk factors (recall and recognition)

« Recall: “What things do you think affect a person’s chance of developing cancer?’

«  Recognition: “Could any of the following increase a person’s chance of developing cancer?’: smoking, getting sunburned, exposure to another
person’s smoking, drinking alcohol, having a close relative with cancer, being overweight, being older, not eating many fruits and vegetables,
not eating enough fiber, eating too much red or processed meat, not doing much physical activity, and infection with HPV (human papillomavirus).

Barriersto seeing a general practitioner

«  “Which of the following might put you off going to the doctor?’

strongly agree to strongly disagree.

«  Participants were asked to indicate whether any of arange of barriers might put them off seeing a doctor on a 5-point agreement scale from

Statistical Analysis

Weighting and Sample Differences

Each market research agency provided their own weighting
variable to ensure the sample was representative of the Great
Britain population and to adjust for nonresponse where possible.
Our analyses were carried out using the weighted variable
provided by each agency. We did not create abespoke weighting
variable because of the lack of nonresponse data available. See
Multimedia Appendix 1 for how each survey provider weighted
their data.

Weighted sample demographics were compared between the
surveys to explore any differences between the collected
samples. Differences between survey responses and Great
Britain population statistics were not tested for significance
because confidence intervals for Great Britain data were not
available.

Differencesin Levels of Awareness

Differences in awareness of cancer signs and symptoms and
risk factors between samples were explored while adjusting for
demographic differences (age, gender, ethnicity, educational
level, marital status, and country of residence) with the aim of
determining the effect of data collection method.

Multivariate logistic regression models were used to calculate
adjusted odds ratios for recall and recognition of signs and

http://cancer.jmir.org/2020/1/e14539/

symptoms, risk factors, barriersto seeking help, and awareness
of bowel screening. The outcome variable was binary to show
if the responder did or did not recall or recognize signs and
symptoms, risk factors, barriersto seeking help, and awareness
of bowel screening. Only statistically significant variableswere
included in the final logistic regression models.

I nteractions Between Outcomes and Demographic
Variables

Interaction terms between survey provider and key
demographics (gender, age, education level, marital status,
ethnicity, country, long-term health, and internet usage) were
added to the awareness models. Whether data collected by
different methods varied by demographic variables, while
controlling for any differencesin sample characteristics between
the surveys, was explored.

Results

Participants

In total, 4075 participants completed the CAM. Online
participants made up 80% (n=3256) of the sample (agency A:
n=1190; agency B: n=2066). The remaining 20% (n=819) of
participants completed face-to-face interviews.

Differences Between Samples

The three weighted samples were generally representative of
the Great Britain population (Table 1).
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Table 1. Demographic characteristics by survey provider and compared with Great British population statistics (N=4075).

Demographic Face-to-face, % Online, %2 Great Britain population, %
Officefor National Statistics (n=819) Agency A (n=1190) Agency B (n=2066)
Agegroups
18-24 10.2 84 12.0 15.1P
25-44 338 334 321 321
45-54 18.0 179 20.9 17.2
55-64 151 16.9 169 139
265 228 231 18.1 217
Missing — 0.2 — —
Gender
Mae 49.1 49.9 48.0 49.3
Female 50.9 50.1 52.0 50.7
Ethnicity
White 87.9 875 92.7 86.0
Nonwhite 121 125 7.3 14.0
Country of residence
England 86.6 84.7 86.3 86.5
Scotland 8.3 10.2 8.7 8.6
Wales 51 51 50 4.9
Higher education qualification
Degree 30.5 26.4 322 271
Below degree 2.7 55.7 54.1 4.7
No qualifications 127 155 6.6 23.0
Other 141 23 55 52
Don't know — — 1.6 —
Marital status
Partner 50.5 62.6 61.7 50.9
No partner 49.5 374 38.3 49.1
Long-term illness
Very good 37.0 20.1 15.6 Very good/good: 76
Good 42.0 48.5 47.4 —
Fair 159 237 283 —
Bad 3.6 6.4 7.1 Very bad/bad: 7
Very bad 13 13 16 —
Refused 0.3 0.1 — —
Internet usage
Severa times aday 64.2 65.6 79.9 At least once aday: 80
Once aday 14.3 13.2 13.7 —
4-6 days aweek 31 29 30 —
2-3 days aweek 37 4.2 16 —
Once aweek 21 24 0.6 At least weekly: 8
L ess than once aweek 13 22 0.4 Less than weekly: 2
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Demographic Face-to-face, % Online, %2 Great Britain population, %
Officefor National Statistics(n=819) Agency A (n=1190) Agency B (n=2066)
Never 9.2 9.5 0.8 Did not useinthelast 3
months: 10
Don’'t know 0.9 — — —
Refused 13 — — —

3percentages are weighted using the weighting variable provided by each survey agency; see Multimedia Appendix 1 for more information.

bAges 15-24 years.

The gender split of al three sampleslargely matched the Great
Britain population; however, both online samples were older
than the ONS sample and the Great Britain popul ation. Scottish
participants were dightly overrepresented by agency A (10.2%
vs 8.6% of Great Britain population).

All samplesincluded a higher proportion of white participants
than the Great Britain population (Great Britain population:
86%; agency A: 87.5%; agency B, 93%) and reported higher
educational attainment. Both online samples had a larger
proportion of participantswith apartner (agency A: 63%; agency
B: 62%) compared with the Great Britain population (50.9%)
and were more likely to report being in good health (agency A:
48.5%; agency B: 47.4%; ONS: 42%). Face-to-face participants
were less likely to report their health as bad (3.6%; agency A:
6.4%; agency B: 7.1%; Great Britain population: 7%). More
than 90% of agency B participants reported using the internet
more than once aday compared with 78.5% of face-to-face and
78.8% of agency A participants.

Differencesin Levels of Awareness (Outcomes)

The number of cancer warning signs and risk factors recognized
and recalled within each sample are included in Multimedia
Appendix 2.

Cancer Warning Signs

Recall of Warning Signs

Agency A participants recalled significantly more signs of
cancer than other participants, with a mean recall of five signs

http://cancer.jmir.org/2020/1/e14539/

of cancer compared with three for both face-to-face and agency
B participants. Figure 1 shows the percentage of participants
recalling cancer warning signs.

A lump was the most frequently recalled sign in all three
samples (agency A: 75.1%, agency B: 64.2%, face-to-face:
58.6%; Figure 1). Compared with face-to-face participants,
agency B participantswerelesslikely to recall bleeding or blood
l0ss (29% vs 35%, P<.001, OR 0.7, 95% CI 0.6-0.8) and sores
(1.5% vs 2.7%, P=.003, OR 0.4, 95% CI 0.2-0.8). Agency A
participants were more likely than face-to-face participants to
recall alump (75% vs 59%, P<.001, OR 2.3, 95% CI 1.8-2.8),
pain (48% vs 34%, P<.001, OR 1.9, 95% CI 1.6-2.3), bleeding
or blood loss (46% vs 35%, P<.001, OR 1.5, 95% CI 1.3-1.8),
and blood in urine (18% vs 8%, P<.001, OR 2.5, 95% CI
1.9-3.3). Participants from both online sampleswere morelikely
than face-to-face participants to recall change in bowel or
bladder habits (agency A: 46%, P<.001, OR 2.9, 95% Cl 2.4-3.5;
agency B: 34%, P<.001, OR 1.5, 95% CI 1.2-1.8 vsface-to-face:
27%), blood in feces (agency A: 26%, P<.001, OR 4.2, 95%
Cl 3.3-5.6; agency B: 17%, P<.001, OR 2.1, 95% Cl 1.6-2.7 vs
face-to-face: 9.6%) and tiredness (agency A: 28%, P<.001, OR
2.1, 95% Cl 1.7-2.7; agency B: 22%, P=.04, OR 1.3, 95% ClI
1.0-1.6 vsface-to-face: 16%). Online sampleswere morelikely
to answer “don’t know” when asked to recall warning signsfor
cancer than face-to-face responders (agency A: 1.8%, P=.02,
OR 4.4, 95% Cl 1.5-19.3; agency B: 6.1%, P<.001, OR 20.4,
95% Cl 7.5-38.5; face-to-face: 0.2%).
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Figure 1. Percentage of participants recalling cancer warning signs.
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Recognition of Cancer Signs

Agency A participants demonstrated greater recognition of signs
and symptoms, recognizing a mean of eight of nine presented
signsand symptoms of cancer, compared with ONS and agency
B participants who recognized a mean of seven.

An unexplained lump or swelling was the most commonly
recognized signin all samples (face-to-face: 94.7%; agency A:
98.4%; agency B: 94.7%; Table 2). Agency A participantswere
more likely than face-to-face participants to recognize a lump
(98% vs 95%, P=.009, OR 2.4, 95% CI 1.3-4.6) and unexplained
weight loss (96% vs 89%, P<.001, OR 3.5, 95% CI 2.3-5.5).

Agency A

Connor et al

Agency B

For other signs, there were no significant differences between
agency A and face-to-face responses.

Agency B participants were less likely than face-to-face
participantsto recognize alump (94% vs 95%, P=.002, OR 0.4,
95% CI 0.3-0.7), changesin bowel habits (88% vs 90%, P<.001,
OR 0.5, 95% CI 0.4-0.7), persistent cough (83% vs 84%, P=.01,
OR 0.7, 95% CI 0.6-0.9), unexplained weight |0ss (87% vs 89%,
P=.03, OR 0.7, 95% CI 0.5-0.9), persistent difficulty swallowing
(76% vs 78%, P=.004, OR 0.7, 95% Cl 0.6-0.9), and
unexplained bleeding (86% vs 88%, P=.005, OR 0.7, 95% CI
0.4-0.9). Agency B participants were more likely to recognize
a sore that does not heal as a sign or symptom of cancer (70%
Vs 63%, P=.01, OR 1.3, 95% CI 1.1-1.5).

Table 2. Percentage of participants from each sample who answered “yes’ to the question “Do you think that the following could be a warning sign

for cancer?’ (N=4075).

Yes, it could Face-to-face, % Online

Officefor Nationa  Agency A (n=1190) Agency B (n=2066)

Statistics (n=819)

Participants, % P value Participants, % P value

Unexplained lump or swelling 94.7 98.4 .009 94.7 .002
Change in appearance of amole 92.9 95.9 .09 93.9 .006
Persistent changein bowel or bladder habits  89.8 91.4 .58 88.2 .001
Unexplained weight loss 89.1 96.4 <.001 86.5 .03
Unexplained bleeding 88.0 89.1 .93 86.3 .005
Persistent cough or hoarseness 83.7 86.7 10 82.8 .01
Persistent unexplained pain 79.0 82.0 .05 83.8 A7
Persistent difficulty swallowing 78.3 76.3 A5 76.2 .004
Sore that does not heal 63.0 66.6 .18 70.0 .01
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Awar eness of Risk Factorsfor Cancer

Recall of Cancer Risk Factors

Agency A participants recalled a mean of five risk factors
compared with both face-to-face and agency B participantswho
recalled a mean of three. Fewer agency A participants recalled
zero risk factors (3.2%) than face-to-face (8.2%) or agency B
(11.6%) participants (Multimedia Appendix 1).

Table 3. Recall of risk factors for cancer from the three samples (N=4075).

Connor et al

The most frequently recalled risk factor within all samples was
smoking, but recall was significantly lower in the agency B
sample (P<.001, OR 0.4, 95% CI 0.3-0.5; Table 3). The same
pattern was seen for alcohol (agency A: 55%, P=.07, OR 1.2,
95% CI 1.0-1.4; face-to-face: 54%; agency B: 43%, P<.001,
OR 0.7, 95% CI 0.6-0.8). A higher proportion of agency B
participants answered “don’t know” to this recall question
(5.4%, P<.001, face-to-face: 0.1%; agency A: 0.9%).

Risk factor Face-to-face, % Online

Office for Nationa Agency A (n=1190) Agency B (n=2066)
Statistics (n=819)
Participants, % P value Participants, % P value
Smoking 81.9 815 .96 68.6 .001
Alcohol 535 55.1 .07 43.3 .001
Diet (unspecified) 36.2 50.3 .001 40.0 .02
Sunburn 25.0 30.1 .001 211 .06
Being overweight 149 20.0 .04 25.6 .001
Exercise 138 241 .001 16.4 .06
Occupational exposure 137 12.2 .88 85 .001
Genes 115 238 .001 19.8 .001
Pollution 104 13.0 .002 7.8 .02
Family history 10.0 22.6 .001 152 .003
Lifestyle 9.6 18.1 .001 149 .02
Stress 8.4 11.7 .001 5.6 .02
Radiation 59 6.3 19 4.7 .06
High-fat diet 4.6 21 .001 1.0 .001
Red meat 37 3.9 51 33 .80
Sun beds 3.7 53 .09 2.0 .01
Passive smoking 27 31 .07 15 .001
Older age 23 6.1 .001 4.8 .009
Moabile phones 11 0.3 .60 0.2 .06
Many sexual partners 1.0 0.6 .98 15 .10
Other 129 245 .001 129 .61
Nothing 2.8 0.0 — 04 —
Refused 4.4 0.0 — 0.0 —
Don't know 0.1 0.9 .05 54 .001

Recall of sunburn (30%, P<.001, OR 1.7, 95% CI 1.3-2.0),
genes (24%, P<.001, OR 2.4, 95% CI 1.8-3.0), and lack of
exercise (24%, P<.001, OR 2.1, 95% Cl 1.6-2.7) asrisk factors
was significantly higher in the agency A survey compared with
the face-to-face survey (sunburn: 25%; genes. 12%; lack of
exercise: 14%). Agency B participants were less likely than
face-to-face participants to recall occupational exposure (9%
vs 14%, P<.001, OR 0.6, 95% CI 0.5-0.8), stress (6% vs 8%,
P=.02, OR 0.6, 95% CI 0.5-0.9), and high-fat diet (1% vs 5%,
P<.001, OR 0.2, 95% CI 0.1-0.3). Participantsfrom both online
surveyswere more likely than face-to-face participantsto recall
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being overweight (agency A: 20%, P=.04, OR 1.4, 95% ClI
1.1-1.8; agency B: 25%, P<.001, OR 1.8, 95% CI 1.4-2.2;
face-to-face: 15%), family history (agency A: 23%, P<.001,
OR 2.8, 95% CI 2.1-3.6; agency B: 15%, P=.003, OR 1.5, 95%
Cl 1.1-2.0; faceto-face 10%), lifestyle (agency A: 18%,
P<.001, OR 1.8, 95% CI 1.4-2.4; agency B: 15%, P=.02, OR
1.4, 95% CI 1.1-1.8; face-to-face: 10%), diet (agency A: 50%,
P<.001 OR 2.2, 95% CI 1.8-2.7; agency B: 40%, P=.02, OR
1.2, 95% CI 1.0-1.4; face-to-face: 36%), and older age (agency
A: 6%, P<.001, OR 3.4, 95% CI 2.1-5.9; agency B: 5%, P=.009,
OR 2.0, 95% CI 1.2-3.5; face-to-face: 2%) as risk factors for
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cancer. The only risk factor that face-to-face participants were
more likely to recall was having a high-fat diet (face-to-face:
5%; agency A: 2%, P=.001, OR 0.4, 95% CI 0.3-0.7; agency
B: 1%, P<.001, OR 0.2, 95% CI 0.1-0.3).

Recognition of Cancer Risk Factors

Online participants recognized more risk factors, a mean of 9
of 12 listed compared with 8 for face-to-face participants.

Participants recruited by online agencies were more likely than
face-to-face participantsto recognize being overweight (agency
B: 74%, P<.001, OR 1.4, 95% CI 1.1-1.7; agency A: 73%,
P=.004, OR 1.3, 95% CI 1.1-1.7; face-to-face: 67%), having a

Connor et al

family history of cancer (agency B: 77%, P=.02, OR 1.3, 95%
Cl 1.0-1.5; agency A: 77%, P<.001, OR 1.5, 95% CI 1.2-1.9;
face-to-face: 69%), eating too much red or processed meat
(agency B: 61%, P<.001, OR 1.5, 95% CI 1.3-1.8; agency A:
58%, P<.001, OR 1.5, 95% CI 1.3-1.8; face-to-face: 52%), and
infection with human papillomavirus (HPV) as risk factors of
cancer (agency A: 41%, P<.001, OR 1.8, 95% CI 1.5-2.2 agency
B: 49%, P<.001, OR 2.4, 95% Cl 2.0-2.9; face-to-face: 29%).
Agency B participants were more likely than face-to-face
participants to recognize older age (68% vs 60%, P<.001, OR
1.4,95% Cl 1.2-1.7) but lesslikely to recognize smoking (95%
vs 96%, P=.001, OR 0.4, 95% CI 0.2-0.7) as risk factors of
cancer (Table 4).

Table 4. Percentage of participants from each sample that recognized each risk factor for cancer (N=4075).

Risk factor Face-to-face, % Online

ONS (n=819) Agency A (n=1190) Agency B (n=2066)

Participants, % P value Participants, % P value

Smoking 96.3 98.6 .24 95.4 .001
Getting sunburned 94.0 94.6 40 93.7 42
Exposure to another person’s 88.6 88.2 77 86.1 .002
smoking
Drinking alcohol 78.9 78.6 43 78.6 .93
Having acloserelativewith cancer 68.5 76.6 .001 76.6 .02
Being overweight 66.6 72.8 .004 74.1 .001
Being older 60.1 57.1 .16 67.8 .001
Not eating many fruitsand vegeta-  52.8 53.3 .95 53.6 A3
bles
Not eating enough fiber 52.6 46.4 .10 49.1 37
Eating too much red or processed 51.5 57.9 .001 61.0 .001
meat
Not doing much physical activity 49.7 56.1 .002 55.1 .001
Infection with HPV (human papil- 29.2 41.3 .001 48.9 .001
lomavirus)

Barriersto Seeing a General Practitioner

Online survey participants were significantly more likely to
endorse 8 of 14 barriers to seeing a GP than face-to-face
participants. The most frequently endorsed barrier for
face-to-face and agency B participants was “I find it difficult
to get an appointment at a convenient time”; for agency A
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participants, it was “I don't like having to tak to the GP
receptionist.” Agency B participants were more likely than
face-to-face participants to endorse an additional barrier “my
doctor isdifficult totalk to” (P=.001, OR 1.6, 95% CI 1.2-2.1).
Figure 2 shows the percentage of participants that endorsed
barriers to going to the doctor.

JMIR Cancer 2020 | vol. 6 | iss. 1 [e14539 | p.68
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER

Connor et al

Figure 2. Percentage of participants that endorsed barriers to going to the doctor.

wouldr't feel confident talking about my symptomswiththe doctor

find it embarrassing to talking to the doctor about my symptoms

My doctor is difficult to talk to

have too many other thingsto worry about

would be too busy to make time to go to the doctor

've had abad ex perience at the doctorsin the pas
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I nteractions Between Outcomes and Demogr aphic
Variables.

Recall of bleeding or blood loss, cough, and difficulty
swallowing showed significant interactions between sex and
survey provider. For participants living in Scotland, those
recruited by agency B were significantly less likely to recall
bleeding or blood loss as a sign of cancer compared with those
recruited by agency A (P=.04).

Fewer females recognized family history as a risk factor of
cancer when compl eting face-to-face interviews than in online
surveys (agency A females. P=.006; agency B females: P<.001).
Significantly fewer mal es recognized not doing enough physical
exercise as a risk factor of cancer in the agency B survey
compared with agency A (P=.02).

Discussion

Analysis
Thisanalysisexplored the viability of moving from face-to-face
to online data collection for the Cancer Research UK’s CAM.

Principal Results

Comparisons of data collected using face-to-face interviews
and online surveysreveal ed minor differences between samples.
Both methods provided broadly representative samples of the
UK population with dlight differences in awareness of signs,
symptoms, and risk factors of cancer and frequency of
hel p-seeking barriersreported, leading usto conclude that online
data collection for the CAM is possible.

Recall of certain cancer signs and risk factors varied by
demographic group. Recall of bleeding/blood loss, cough, and
difficulty swallowing had significant interactions between sex

http://cancer.jmir.org/2020/1/e14539/
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and survey provider. Overall, recognition of risk factors was
higher in the online surveys.

Recognition of risk factors varied by sex, education level, and
country. Significantly fewer females recognized family history
as arisk factor of cancer in the face-to-face survey compared
with the online surveys. Significantly fewer males recognized
not doing enough physical exercise asarisk factor of cancer in
the online samples compared with the face-to-face sample. The
reasons for these variations are unclear but provide avenues for
further research and action.

Overdl, online participants recruited by agency A were
significantly more likely to recall cancer signs and risk factors
compared with both agency B and face-to-face participants.
This finding implies that agency A participants may be more
engaged and knowledgeabl e than the other survey participants.
Educational levels did not differ greatly among the three
samples. Agency A participants may have been more engaged
than other participants because they had previously taken part
in a face-to-face survey, indicating that they may be a
particularly motivated group.

Comparison With Prior Work

Previous research hasfound that level s of awareness of the HPV
virus [26] and cholesterol [23] were higher among online than
face-to-face or paper survey respondents. In this study, online
participants recognized more risk factors than face-to-face
participants, including being overweight, having afamily history
of cancer, eating too much red or processed meat, and infection
with HPV (cholesterol was not assessed). However, only one
of the online samples reported higher mean recall of risk factors
compared with face-to-face participants. This particular panel,
agency A, recruited participants after they had taken partin a
paper survey, which may have resulted in a more engaged and
knowledgeable sample.
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Survey research within student populations has suggested that
online participantsare morelikely to answer “don’t know” than
those completing the same survey face-to-face [7]. Other
research suggests that nonresponse to open-ended questions can
be reduced through online data collection [8]. In this study,
face-to-face participantswerelesslikely than online partici pants
to respond to recall questions around signs, symptoms, and risk
factors with “don’t know.”

Socially desirable behaviors have been found to be less likely
to be disclosed in interviewsthan online questionnaires[27,28] .
In this study, online participants were more likely than
face-to-face participants to endorse barriers to seeking help.
Participants may have found it easier to endorse barriers to
visiting the doctor with the context of anonymity afforded by
online data collection compared with face-to-face data
collection.

Strengths and Limitations

Although this study provides insights into the possibility of
using online data collection for a large representative sample
of the UK, there are limitations that warrant consideration.
Regarding recruitment, large differences exist in the size of
samples recruited online and face-to-face, highlighting the
comparative ease of online recruitment. Previous research
indicates that online research may not be as representative as
face-to-face interviewing [29], but this is often based on the
type of recruitment procedures that precede data collection. In
this study, both online samples were recruited through panels;
however, there may be differences in the ways that panels are
recruited and incentivized, which may have affected theresults.
To mitigate this, each agency employed procedures to ensure
their samples were as representative as possible of the Great
Britain population.

For the anadlysis, it was not possible to calculate unique
weighting variables, and we relied on those provided by
agencies. The questions within each survey were identical;
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however, there may have been small differences in the
presentation of questions within each sample.

It was necessary to limit the demographic variables studied to
control the length of the survey, meaning that unobserved
differences may have contributed to the differences observed.

It was not possible to compare the samples collected by each
survey agency with the Great Britain population data. The Great
Britain population data used were publicly available, although
confidence intervals were not provided, and statistically
significant comparisons were not possible.

It was not possible to access information about response rates
or completion times within each sample. Thisinformation may
have been useful to explore the differences among samplesin
more depth.

Conclusions

The relationships between sampling, sample representativeness,
survey modality, and subsequent responses are complex.
Although sample representativeness varied a little between
samples and there are likely unobserved differences, we were
encouraged to see that these variations were small overal. This
information will be useful in helping usto tailor our recruitment
strategy to ensure that we recruit a sample that is as
representative as possible of the Great Britain population in
future CAM research.

We observed larger differences when looking at responses to
the awareness questions themselves, even between the two
online samples, which point to the fact that there may be
differences in the sampling and running of these panels
contributing to these differences.

Nevertheless, the flexibility and potential cost savingsof online
data collection will enable larger samples and greater variation
in content at alower cost, which will enablethe CAM to explore
anew and wider range of issues related to the early diagnosis,
prevention, and treatment of cancer.
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Abstract

Background: Achieving adequate levels of physical activity (PA) is especially important for cancer survivors to mitigate the
side effects of cancer and its treatment as well as for other health benefits. Electronic health (eHealth)-based PA interventions
may offer feasible alternatives to traditionally delivered programs and optimize physical recovery after a cancer diagnosis, but
perspectives of cancer survivors on this new delivery medium have not been extensively explored.

Objective: Theoverall aim was to explore participants’ perspectives of eHealth-enabled PA interventions to inform the design
of afuture intervention among cancer survivors.

Methods: The study took place in a designated cancer center in Dublin, Ireland. A preceding questionnaire-based study was
conducted primarily to establish interest in participating in subsequent eHealth-based studies. A follow-on focus group study was
conducted to explore the concept of eHealth-based PA interventionsfor cancer survivors. The data were analyzed using thematic
analysis.

Results: The questionnaire-based study (N=102) indicated that participants had a high level of interest in participating in
follow-on eHealth-based studies. The focus group study (n=23) indicated that, despite some trepidation, overall positivity was
expressed by participants toward the concept of eHealth-based PA interventions. Four themes were generated: (1) Health impact,
including PA as a barrier and as a motivating factor, (2) Education needs, which emphasized the need for integrated information
about PA and to increase technical literacy, (3) Goal setting, which should be integrated within the technical specification as a
motivating factor, and (4) Support needs, aswell asthe importance of personalized human interaction, in tandem with technol ogy.

Conclusions: Qualitative research at the pretrial phase adds value to the design of a complex intervention and is especially
useful in an area such as eHealth. The findings highlighted an interest in participating in eHealth-focused research as well as
barriers, training needs, and key design featuresthat can be applied to optimize the design of future eHealth-based PA interventions
in cancer.

(JMIR Cancer 2020;6(1):€16469) doi:10.2196/16469
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Introduction

The benefits of physical activity (PA) in cancer patients are well
known, including improvementsin quality of life, improvement
in function, and a possible reduction in risk of recurrence in
some cancer types[1]. Despite those known benefits, uptake of
PA by cancer survivors is low from the time of diagnosis
through to survivorship [2,3]. The challengeremainsto elucidate
the optimal type of intervention for increasing PA levels in
cancer survivors. The majority of PA interventions in cancer
survivors are low-tech and delivered face-to-face in a group
setting which is time- and resource-intensive, and accessibility
can be limited [4,5]. Alternative models of delivery are
warranted. The emergence of increasingly sophisticated
technologies, with the potential to enhance the delivery of PA
interventions, may provide a feasible and scalable alternative
to traditional interventions [6].

Usage of electronic technologies in the general population is
high. The number of smartphone users worldwide currently
exceeds three hillion and is predicted to increase further over
the coming years. China, India, and the United States have the
highest number of smartphone users with each country
exceeding the 100 million user mark [7]. In the United Kingdom,
45.1 million people used the internet on a daily basis in 2019
according to the UK Office for National Statistics, beating the
record set in 2016 [8]. Despite the ubiquity of smartphones and
their high usage, harnessing their benefits for health benefitsis
relatively new.

Thereis emergent systematic review-level evidencein favor of
the health benefits of electronic health (eHealth) interventions.
eHealthisaconcept in health care that may present opportunities
to improve PA in cancer survivors. eHealth has been defined
as “health services and information delivered or enhanced
through the Internet and related technologies” and eHealth
“characterizes not only a technical development, but also a
state-of-mind, away of thinking, an attitude, and acommitment
for networked, global thinking, to improve health care locally,
regionally, and worldwide by using information and
communication technology” [9].

A systematic review including almost 5000 participants
indicated the promise of using mobile apps and SMS text
messaging as mobile health (mHealth) interventions, with
studies showing an improvement in physical health and
significant reductions of anxiety, stress, and depression [10].
Similarly, afurther systematic review indicated the potential of
apps in improving symptom management through
self-management interventions in long-term conditions [11],
although little is known about their economic benefit and
long-term sustainability.

Only a small number of studies have integrated eHealth as a
delivery medium for PA interventionsin cancer survivors[12].
New types of health service interventions can be complex [13]
and difficult to integrate into practice. The Medical Research
Council (MRC) has proposed aframework for the devel opment
of complex interventions [14]. This phased approach of health
service evaluation begins with a theoretical element, then
integrates a series of preliminary studies to inform the design
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of an intervention element. Integrating qualitative research can
optimizetherobustness of interventions[15], and thisapproach
has been utilized within a number of complex interventionsin
the pretrial design phase [13,16,17].

Aligned to the recommendations of the MRC framework [14],
we first conducted a systematic review of eHealth-based PA
interventions[12]. Thisreview identified only 10 studies, which
included eHealth-based PA programs across a diversity of
platforms. We found that consensus is lacking in terms of the
optimal eHealth-based intervention design in the cancer setting.

Although previous studies have expl ored perspectives of cancer
survivors toward exercise, these studies have mainly been
conducted after completion of a structured exercise program
[18-21]. One of the disadvantages of gaining participant
perspectives after completion of an intervention are that
preferences are influenced by their direct experience of the
program itself [18]. Also, these studies related to traditionally
delivered exercise regimes and did not specifically focus on
newer technol ogy-based alternatives.

A survey-based study evaluated technology-based health
behavior interventions versus traditional modalities [22] in
cancer survivors. Thisindicated areceptivity to using Web apps
as a technological delivery medium. An online
guestionnaire-based study in cancer survivors evaluated
preferences for technology-supported exercise interventions
and indicated they may befeasible and acceptable[23]. It would
appear that no prior study hasintegrated in-depth personalized
insights of eHealth-based PA interventions at the pretrial phase
toinform the design of such anintervention in cancer survivors.
The overall aim of this study was to explore perspectives of
cancer survivors toward the concept of an eHealth-based PA
program. To address this aim, a phased approach was taken.

This paper will briefly describe a preliminary
guestionnaire-based study to ascertain basic information
pertaining to self-reported PA levels, knowledge of PA
guidelines, smartphone use, as well as interest in a follow-on
focus group study. The main focus of the paper will be afocus
group study that qualitatively explores perspectives of cancer
survivors toward the concept of an eHealth-based PA program.

Methods

Overview

The preceding questionnaire-based study will be described first,
followed by the follow-on focus group study. Both studiestook
place in St. James's Hospital, Dublin, Ireland, an acute-care
hospital that is one of the largest designated cancer centersin
Ireland. Written informed consent was obtained separately for
each study. Inclusion criteriawere as follows: over 18 years of
age, attending oncology outpatient clinics, absence of cognitive
disabilitiesthat may hinder following instructions, and patients
who had received chemotherapy or radiation therapy for
malignancy and had finished a course of treatment or were
anticipated to finish their treatment within 3 months. Ethical
approval was granted by St. James's Hospital, Tallaght
University Hospital Research Ethics Committee (reference:
2015-05).
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Recruitment

Due to the heterogeneous nature of cancer and its treatment,
there were a large number of cancer clinics in St. James's
Hospital Oncology service, including breast, gynecological,
colorectal, and lung cancer clinics. Thelead investigator liaised
with the relevant medical and nursing staff in advance of both
studies. The treating physician performed initial eligibility
screening and advised whether each patient could be approached
for study participation. The lead investigator then approached
the patient, provided information about the study, and, if
appropriate, obtained written informed consent.

Preceding Questionnaire-Based Study

Preceding the main focus group study, a cross-sectional study
was conducted in mixed cancer outpatient clinics to ascertain
possible interest in participating in subsequent eHealth-related
studies. Participants filled out this 5-minute paper-based
guestionnaire (see Multimedia Appendix 1) while waiting for
hospital-based cancer-related outpatient appointments. As this
was such a new area of focus, a short questionnaire was
specifically designed to scope out the following information:
(1) knowledge of, and adherence to, PA guidelines as well as
guantification of sedentary behavior, (2) smartphone ownership
and usage of mobile phone app technology, and (3) willingness
to participate in further eHealth-related studies. No prior
guestionnaire existed that explored the use of technology in PA
interventions for cancer survivors; therefore, the questionnaire
that was developed was based on an existing PA assessment
guestionnaire [24] and the specific objectives of this study.
Willing participants were subsequently contacted for inclusion
in the focus group study.

Follow-On Focus Group Study

Focus groups were employed in this qualitative study, chosen
for their strength in generating new ideas and diverse opinions
in away that would beless accessiblein aone-to-oneinterview
[25]. A further advantage of focus group design is that
participants can develop ideas through facilitated group-based
discussion [26]. The design and reporting of research methods
used in this study wasinformed by the COREQ (COnsolidated
criteria for REporting Qualitative research) standardized
reporting guidelines [27]. Participants were chosen from the
pool of participantsin the preceding questionnaire-based study
who indicated awillingnessto participate in afocus group study.
A convenience sampling method was adopted in this study, with
participants included being the first who responded and were
available for participation.

Data Collection

Focus groups were conducted by the lead investigator who was
also group moderator (CH). CH was a doctoral student with a
background as a physiotherapist, who was not involved in the
clinical care of participants. He had additional training in
qualitative methodology and focus group facilitation. The
assistant facilitator varied between two people, depending on
availability, and was either an academic (JB) or a postdoctoral
researcher (JM), both trained in qualitative methodology. No
repeat interviews took place and transcripts were not returned
to participants for accuracy.
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All interviews were recorded using a Voice Tracer DV T2000
digital recorder (Philips). CH facilitated the discussion and JB
or JM took field notes, including observations during the
interviews. These field notes assisted in identifying potential
themes that emerged that the lead moderator may have missed,
as well as recording general observations that assisted in data
analysis.

At the start of each focus group, brief study information was
provided regarding goas and reasons for conducting this
research, and ground rules were agreed upon. An interview
guide (see Multimedia Appendix 2) was developed based on
prestated study objectives, results of a previous systematic
review [12], and relevant qualitative literature [28]. The
interview guide was semistructured to encourage afree flow of
conversation [29]. Theinterview guidewas not pilot-tested prior
to the first focus group. Data collection continued until
saturation was reached, a stage where no new ideas or themes
emerged [30].

Data Analysis

Questionnaire data from the first study was analyzed
descriptively. In the focus group study, to optimize rigor, a
synopsis of the main pointswas given at the conclusion of each
focus group, whereby participants were questioned regarding
whether it was an accurate portrayal of what had been discussed.

In view of the emergent nature of this area, data analysis was
performed using thematic analysis following the phased
approach outlined by Braun and Clarke [31]. Recordings were
transcribed verbatim by CH and double-checked for accuracy
by JB. Focus group transcripts were coded into meaningful
clusters using NVivo 9 (QSR International) qualitative data
analysis software. Two independent researchers (CH and JM)
performed this inductive coding and produced a collection of
codes that they deemed to have meaning in the context of the
stated objectives of the focus groups. The data were examined
to establish recurring patterns of meaning. Codes and themes
were discussed, refined, and agreed upon by authors and then
checked and compared to ensure grouped datawere contextually
meaningful. Any differences in coding were discussed by
researchers until a consensus was achieved.

Results

Results of Preceding Questionnaire-Based Study

This study took place between August 2015 and January 2016
and included 102 participants. Due to the nature of our method
of recruitment, there were no refusals to participate once the
patients werereferred to thelead investigator from their treating
physicians. There were dlightly more female participants
included in the study (54/102, 52.9%). The mean age of the
participants was 65.5 years (SD 14.3).

Participants had a range of cancer diagnoses, with the highest
number having colorectal cancer (52/102, 51.0%). Results
indicated that almost half (46/102, 45.1%) of all participants
reported to be achieving or exceeding guideline PA levels. A
total of 63.7% (65/102) of participants overestimated the
recommended weekly PA, while 18.6% (19/102) underestimated
the guideline for weekly PA.
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The number of smartphone users was 59.8% (61/102), with
lower numbers noted in those over 65 year of age. It was also
identified that 89% (54/61) of those that had access to
smartphones used smartphone apps. The most frequently
specified mobile apps were Facebook (14/61, 23%) and
WhatsApp (9/61, 15%). Only 16% (10/61) of participants
reported using PA or exercise apps on their smartphones.

Interest in participating in a follow-on focus group was
expressed by 61% (37/61) of participants who owned or had
access to a smartphone. Interest in participating in a future
eHealth PA intervention was also high (47/61, 77%) among
participants in this study.

Results of the Focus Group Study

Seven focus groups were conducted between November 2015
and April 2016. In total, six focus groups had 3 participants
present, with one focus group having 5 participants present.

Table 1. Demographic details of focus group participants.

Haberlin et d

Data saturation was reached following analysis of the sixth and
seventh focus groups. This resulted in conclusion of the study
after the seventh focus group, with a final sample size of 23
participants. The remaining 14 participants who expressed
interest in participating in the focus groups could not attend
after they were recontacted; reasons given were mostly due to
weather, being unwell on the day of the focus group, lack of
interest, and having difficulty accessing the center dueto travel
distance.

Focus Group Participant Characteristics

Demographic details of the participants are collated in Table 1.
The focus groups ranged from 23 to 34 minutes in length and
the mean duration of the focus groups was 28.7 minutes (SD
3.4). Out of 23 participants, 17 were female (74%) and 6 were
male (26%), and they had a mix of cancer diagnoses. The age
range was 34-82 years. Out of 23 participants, 12 were over 65
years of age (52%) and 11 were 64 years of age or under (48%).

Variable Vaue (n=23)
Gender, n (%)
Male 6 (26)
Female 17(74)
Age at study enrollment (years), mean (SD) 61.34 (12.60)
Cancer type, n (%)
Breast 4(17)
Colorectal 6 (26)
Ovarian 5(22)
Testicular 2(9)
Endometria 3(13)
Other 3(13)
Treatment, n (%)
Chemotherapy only 15 (65)
Chemotherapy and radiotherapy 8(35)
Surgery 23 (100)
Marital status, n (%)
Married 14 (61)
Single 9(39)

Results of Thematic Analysis of Focus Groups

Overview

Following analysis and coding of the transcripts, a number of
themes and subthemes were generated from the data and are
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detailed in Figure 1. There were four main themes—health
impact, education needs, support needs, and goal setting—with
accompanying subthemes. Therole of technol ogy was embedded
throughout these themes.
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Figure 1. Themes and subthemes following analysis and coding of focus group transcripts. PA: physical activity.
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Theme 1. Health I mpact

Overview

Theinitial opening question “What motivatesyou to exercise?’
generated discussion around general PA-related factors. A strong
generic theme that was generated was the topi ¢ of health impact.
Two distinct subthemes generated from this main theme were
the role of health as a barrier to PA and, conversely, itsrole as
afacilitating factor or motivator for PA.

Subtheme 1: Health asa Barrier to Physical Activity

There were a number of participants who signaled that side
effects of cancer treatment or general health were primary
barriersto PA, with fatigue frequently referenced.

Ever sincethe chemo I'velost interest ... got sotired.
[Participant #80, female, 76 years, ovarian cancer]

Subtheme 2: Health asa Motivator to I ncrease Physical
Activity

Some participants remarked that good health and feeling better
were motivating factorsto increase PA.

When | was going through the treatment | felt like
going out for a walk, no matter how tired | was ...
and | think it helped me through the treatment ... and
helped me overall. [Participant #19, female, 65 years,
ovarian cancer]
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Losing weight and improving general fitness served as
motivation for a number of participants.

WEll mine is to lose weight, and to get a bit fitter.
[Participant #85, female, 58 years, breast cancer]

| felt that walking before | got sick helped me, kinda
get strong you know, hel ped me you know, physically,
helped me through the treatment as well, you know.
[Participant #19, female, 65 years, ovarian cancer]

Theme 2: Education Needs

Overview

The theme of education featured prominently in terms of
knowledge about PA, technical literacy, and the need for a PA
program that features human interaction in tandem with eHealth.

Subtheme 3: Baseline Knowledge of Physical Activity

Throughout the focus groups, the absence of education about
the importance of PA following a cancer diagnosis was
frequently discussed.

After the treatment | was never really told exercise
was important. [Participant #56, female, 53 years,
colon cancer]

| didn’t hear anything about it at all, until | met you
[speaking to lead investigator]. [Participant #57,
female, 60 years, breast cancer]
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Even if you got a leaflet, even if there was something,
or the book recommend, a book to read, but therewas
nothing. [Participant #69, male, 76 years, recta
cancer]

Subtheme 4: Technical Literacy

Education about technology and technological literacy also
presented under the umbrella of education. Many participants
indicated that for technology to be introduced, they would
require education or training on how to use it first.

Someone just to sit there with you, for just a certain
amount of time, till you sort of grasp it. [Participant
#87, female, 74 years, ovarian cancer]

Therewas al so an awareness among some participantsthat they
were not entirely comfortable using technology currently, but
they similarly agreed that support and education would make
it possible to try using technology.

There’'s no point saying to somebody that’s ... never
used an app before, “ switch on that app and away
you go,” you know it’snot as easy asthat. [Participant
#12, female, 54 years, ovarian cancer]

Subtheme 5: Built-1n Personalization and Feedback

The focus groups highlighted the importance of direction and
feedback throughout the program.

| think I’d want a bit of feedback from the like of you
[ speaking to CH], somebody like you, you know even
to keep contact maybe every two weeks. [Participant
#38, female, 69 years, rectal cancer]

Personalization and the provision of PA prescription specific
to each individual participant also became evident.

| think each person is an individual, so no one app,
do you know, it has to be adaptable to every single
person not just one type of person, so like [ Participant
#11] said, you input your information there and ...
it's specifically for you, so | think that’s important.
[Participant #01, male, 34 years, testicular cancer]

Theme 3: Goal Setting

Overview

One of the main themesto be generated from the data extracted
from the focus groups was the concept of goals.

Subtheme 6: Goals as M otivation

Theimportance of goalswas expressed in anumber of different
ways, however, therole of goal setting asafactor for motivation
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was particularly prevalent. Implicit in thistheme was the concept
of self-monitoring.

I'll say, “hey that's not good enough now ... I'm
definitely going to go 2 km and then I'll get to 27
and I'll think, “ah sure ’mat 2 now, | don't feel so
bad, maybe I'll go to 3] and then it actually
motivated me every day to beat my previous record.
[Participant #12, female, 54 years, ovarian cancer]

When participants were asked whether having a smartphone
app could help improve PA, one participant who had been using
an app agreed that it did, again highlighting the presence of a
target or goal as a motivator.

Yeah, it did, because | had a target, tell you exactly
what you've done, if you've hit that target, well not
every day, but maybe once a week, trying to beat that
target. [Participant #81, male, 57 years, esophageal
cancer]

Theme 4: Support Needs

Overview

The theme of support featured prominently and was heavily
discussed. It took the form of two subthemesthat resulted from
the analysis: accountability and social support.

Subtheme 7: Accountability

The importance of accountability, so participants would be
answerable to an individual, was evident.

Well even just to sit, and talk to somebody like
yourself, and to feel like thereis somebody there, that
you care if we do exercise or not. [Participant #87,
female, 74 years, ovarian cancer]

Subtheme 8: Social Support

In contrast to the professional, prescriptive support that
participants mentioned asimportant, the majority of participants
also described motivation stemming from family, friends, and
peers.

My friends and family more so, kind of influence in
a way, they say, “1’m going for a walk, do you want
to go for a walk?” I'll say, “yeah, sure why not”
[Participant #01, male, 34, testicular cancer]

Application of Findingsto Intervention Design

A summary of the technological features from the themes and
subthemes to be integrated into the eHeath PA-based
intervention are listed in Textbox 1.
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Textbox 1. Key design features of eHealth-based physical activity interventions.

«  Personalized instruction to upskill technical literacy
« Integrated education about physical activity

« Integrated goa setting

« Integrate peer support where possible

o  Tailored program—individually prescribed

«  Blended program, including technology and human interaction and personalized professional guidance throughout the program

«  Supervision for initial session
«  Feedback on behavior

e Userfriendly

Discussion

Principal Findings

eHealth-based PA interventions are an emerging type of
intervention for cancer survivors. The aim of this study wasto
explore perspectives of cancer survivors toward the concept of
an eHedlth-based PA program. The initial scoping study
highlighted the lack of knowledge of PA guidelines, which
echoes the focus group findings. PA levels were likely to be
overestimated due to the crude self-report method of
quantification [32]. The majority of participants were familiar
with and used mobile apps, but usage of health-focused apps
was low. This questionnaire-based study provided useful
preparatory research for the design of the subsequent focus
group study, and a high level of interest to participate in future
eHealth-based studies was shown in this sample.

This focus group study delved much deeper into this topic and
showed that while receptivity to the concept of an eHealth-based
intervention was positive, participants need integrated education
about the role of PA, technological upskilling to enable
engagement with this medium, and someface-to-faceinteraction
with ahealth professional in tandem with the remotely delivered
aspect of an eHealth program.

This study highlighted the need for face-to-face support to
initialize patients at the start of an eHealth program. The value
of atrusted patient-health care provider relationship has been
highlighted in a study that evaluated perspectives of mHealth
interventions (ie, health interventions supported by a mobile
device) in cancer survivors[33] and in patientswith rheumatoid
arthritis[34]. Our study showed that instead of afully automated
eHealth program, a blended program with personalized and
formalized face-to-face human interaction integrated with
eHealth would be optimal, which echoes previously identified
program preferences [34].

Perspectives from this study indicated that an important
technical specification to incorporate is personaized goal
setting. Goal setting has previously been identified in a focus
group study of cancer survivorsasimportant in hel ping promote
increased PA levels [35] and is underpinned by a
well-recognized theoretical framework [36]. Further behavior
change techniques that should be incorporated are feedback on
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behavior—automated and personalized—as well as
self-monitoring, mirroring work from arecent study [33].

Peer support as an important element of group-based
interventions was also referenced in this study, which mirrors
previous research [37-39]. It has been suggested that the group
dynamic enables better emotional support and coping skillsthan
mediums that are not face-to-face, such as websites or books
[38]. Conversely, alarge qualitative study of cancer survivors
perspectives of a cancer rehabilitation program indicated that
participants were not motivated by the group aspect per se and
risked dependency [39], so transitioning to “real life” outside
the intervention can be difficult. Notably, practical challenges
of integrating group-based exercise outside the home setting,
such astravel and scheduling challenges[39], are overcome by
eHealth-based interventions. Nonethel ess, as peer support came
across as an important motivational e ement from the perspective
of cancer survivors in this study, we suggest integrating this
into eHealth programs where possible (see Textbox 1).

Several participants identified a technological training need to
upskill sufficiently to enable engagement with eHealth-based
interventions due to low confidence in their computer literacy.
This lack of knowledge of technology was not the only deficit
highlighted by this study, with results from the preceding
guestionnaire study highlighting a lack of knowledge of
optimum PA, with only 17.6% (18/102) of participants correctly
identifying recommended PA guidelines as identified by the
American Cancer Society [40]. Creating an opportunity for
health professionalsto bring up the benefits of PA and methods
to improve PA behaviorsis needed. Exercise preferences were
not explored in this study, but it wasimplicitly stated throughout
that walking was the most preferable form of exercise, which
mirrors similar research in cancer survivors [33]. Building
strength and flexibility in cancer survivorsisalso valuable [40],
and it would beimportant to incorporate other modes of exercise
in an eHealth-based PA program.

A number of strengths pertained to thesetwo studies. Theinitial
guestionnaire-based study indicated a receptivity to further
eHealth-based studies, whichislikely important to establishin
a new area of focus such as this. In the focus group study,
participants were not biased by a predetermined program. This
study involved identifying end users’ needs and preferences to
inspire and influence the technological aspects of the
intervention, which can be applied to the design of future
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interventions. This study provided valuable information on
acceptability and intervention components [15].

Focus groups conducted at the pretrial phase have an added
value that can optimize the design of the intervention and trial
procedures [15]. Employing focus groups provided the
opportunity to drill down and generate a depth of information
not found in the preceding cross-sectional questionnaire-based
study. There was a small number of participantsin each focus
group, which we observed to be less intimidating [6] and
encouraged interaction, although it may potentially have limited
diversity of views.

Study Limitations

Resource constraints meant the research could be conducted in
only one center, although a geographical spread of participants
was noted. The generalizability of results to other settings is
not known, athough we have no evidence to suggest
perspectives of this cohort are at odds with other locations. It
should also be noted that sample size for the questionnaire study
was small and may not be representative of the cancer survivor
population. The mean age was over 60 years and participants
were predominately female (74%) which may have influenced
the results of the focus group. Naturaly, in a heterogeneous
disease such as cancer, it is likely that design of an eHealth
intervention should be nuanced with a need for different
considerations, such as increased supervision for people with
advanced and metastatic diseases[33] and for those with arange
of comorbidities. Ideally, a suite of PA options should be
available to cancer survivors, of which eHealth appears to be
an acceptable option. Also, aninherent limitation of thispretrial
focus group study is that a hypothetical PA program was
discussed, which may have given rise to overly positive
comments due to socia desirability bias[41].

Clinical Implications

An important consideration in the design of eHealth-based
interventions for people with cancer is to consider that
technological upskilling may be necessary to bridge the
knowledge gap and easeinitial trepidationsto optimally harness
the potential of this medium. Opportunitiesfor interaction with
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a health care provider need to be built into the program. The
program should be individualized, and essential behavior change
elements to integrate into the program are goa setting and
feedback on behavior.

Future Directions

Future qualitative work should include other stakeholder
perspectives and eval uation of user experience after completion
of the eHealth interventions. There was a notable absence of
issues relating to privacy and data security in the focus groups.
Other behavioral change techniques, such as prompts and cues
to be more physically active aswell asincentives, rewards, and
gamification, were not raised by participants but response to
these behavioral change techniques may be mixed [33]. Future
studies should nonethel ess explore these pertinent topics.

Stakeholder perspectives gleaned from this study haveinformed
key design features of the IMPETUS (IMproving Physical
activity and Exercisewith Technology Usein cancer Survivors)
trial (Clinica Trials.gov registration: NCT03036436), whichwe
have recently conducted in our center. The intervention was
based on intervention elements summarized in Textbox 1 and
underpinned by sound behavioral change theory [36], which
included aspects of goal setting, prompts, self-monitoring, and
encouragement of independent exercise. Findings reported in
this paper will help design and reconfigure future interventions
incorporating this new and exciting medium.

Conclusions

Given recent advancements that offer more technologically
enhanced programs, this type of research iswarranted to tailor
design features and optimize their acceptability to cancer
survivors. Even though low levels of technological literacy were
reported among some participants, it would appear that thereis
an initial receptivity to the concept of eHealth-based PA
interventions. However, these interventions should not be
delivered inisolation, but with technological upskilling, built-in
human interaction, and integrated behavioral change techniques
intandem. Thisstudy will add to the body of literature to ensure
that eHealth interventions are user informed and tailored to suit
the unique needs of cancer survivors.

[PDFE File (Adobe PDF File), 323 KB - cancer_v6i1e16469 appl.pdf ]

Multimedia Appendix 2
Interview guide for focus groups.
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Abstract

Background: Adolescent and young adult (AYA) cancer patients are seldom involved in the process of testing cancer-related
apps. As such, knowledge about youth-specific content, functionalities, and design is sparse. As a part of a co-creation process
of developing the mobile phone app Kradtvaaket, AYAs in treatment for cancer and in follow-up participated in a usability
think-aloud test of a prototype of the app. Thus, the app was initiated, created, and evaluated by AYAs with cancer experience.

Objective:  The aim of this study was to explore the results of a think-aloud test administered to see how the prototype of the
app Kradtvaaket was used by AYAs in treatment for cancer and in follow-up, and to investigate the strengths and weaknesses
of the app.

Methods: A total of 20 AYA cancer patients aged 16 to 29 years (n=10 on treatment, n=10 in follow-up) were provided with
the first version of the co-created mobile phone app Krafftvaaket during a 6-week test period (April-May 2018). After the test
period, 15 participated inindividual usability think-aloud tests. Thetestswere video-recorded, transcribed verbatim, and analyzed
using athematic analysis approach.

Results: Thethematic analysisled to the following themes and subthemes: navigation (subthemes: intuition, features, buttons,
home page, profile), visual and graphic design (subthemes: overview, text and colors, photos, videos, YouTube), and usefulness
(subthemes: notifications, posts, adding). The analysisidentified gender differencesin app utilization—femal e parti ci pants seemed
to be more familiar with parts of the app. The app seemed to be more relevant to AYAs receiving treatment due to app functions
such as tracking symptoms and searching for relevant information. Lack of notifications and incorrect counting of posts were
perceived as barriers to using the app.

Conclusions: Usabhility testing is crucial to meet the needs of the AYA target audience. AYA cancer apps should preferably be
relevant, targeted, and unique, and include a tracking function and AYA-produced videos. Notifications and correct marking and
ordering of posts are critical to make apps engaging and dynamic. Further research is recommended to evaluate the Kragftvaaket
app with the input of more AYAs.

(IMIR Cancer 2020;6(1):€15008) doi:10.2196/15008
KEYWORDS
AYA; adolescent and young adult; app; cancer; co-creation; mHealth; mobile phone; think-aloud test; usability
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Introduction

In Denmark, approximately 500 adolescents and young adults
(AYAS) aged 15 to 29 years are diagnosed with cancer each
year. Worldwide, there has been an increased focus on AYA
cancer patients as a group with special treatment and support
needs, addressing problems such as socia maturity,
identity-forming, health concerns, romantic relationships,
friendships, fertility, mood changes, and risk of depression and
anxiety [1,2]. Maobile health (mHealth) apps have demonstrated
benefits in addressing some of these needs of AYAS, including
connecting with peers and health care teams, accessing
information, and health care tracking [3-5]. For AYA cancer
patients, networking with peers, information seeking, and
tracking of symptoms are found to be most relevant at diagnosis
onset and during the initial treatment period [6,7], and the
motivation to use health apps often decreases over time [8,9].
Differencesin the supportive care needs for AYAsin treatment
and off treatment are common, particularly regarding
information about the disease, treatment, and side effects versus
information about risks of recurrence and potential late effects
[10].

Internationally, several apps have been developed for AYAs
with cancer, but AYAs have rarely been involved in the
development process [11,12] despite research indicating that
user involvement in the development of mHealth solutions is
necessary to ensure relevant content and functionality [13,14].
Moreover, it is important to involve AYAs during app
development and evaluation because they are a target group
highly familiar with mobile technology [15], and they are
discerning and critical users of digital health technologies[16].
Research suggests that patient-oriented apps may strengthen
patients empowerment [17] and that apps are effective tools
for enhancing self-management in both younger and older
patients [18,19]. Additionally, digital health intervention apps
have been shown to address unmet psychosocial and health
information needs of AYA [20]. Research also points out that
support from friends, family, and other cancer patients, as well
as accessto information on illness and diagnosis, may increase
the quality of life of cancer patients[21,22].

Unfortunately, many apps have not been evaluated by AYAs
through processes including usability testing [23,24], which
may affect the app’s quality and appeal for its intended target
audience [25]. Additionally, expertsin thefield seldom evaluate
health apps according to the quality and validity of the provided
information, which could potentially endanger patient safety
[11,23]. This study seeks to address these concerns by
investigating the results of a usability think-aloud test of an app,
which was created on the basis of initiative and ideas from
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AYAs with cancer, developed in a co-creation process with an
eHealth solution company, and validated by experts. The app
is intended to strengthen the quality of life and empowerment
in AYAs with cancer [26]

The aim of this study was to explore how the app Kradtvaaket
was used by AYAs who were either on treatment for cancer or
in follow-up as well as to investigate the strengths and
weaknesses of the app. The results from this study will
contribute to the improvement of the Kradftvaaket app, so that
it may serve as atool that Danish AYA cancer patients will
benefit from in the future. Additionally, the study may inspire
the development of future apps in other countries aimed at
AYAs with cancer.

Methods

TheKregftveerket App

Thisstudy isbased on aproject located at Kradftvaaket, ayouth
support center and social organization for AYAs (aged 15-29
years) with cancer at the Copenhagen University Hospital
Rigshospitalet in Denmark. The name of both this center and
the mobile phone app described in this study—K radftvaarket—is
composed of the Danish wordsfor “cancer” (kragft) and “ power
plant” (kraftvaak), evoking empowerment throughout the time
of cancer treatment and recovery. The idea of creating an app
arose from AYAs at Kragftvaarket, who saw the need for a tool
to strengthen the quality of life and empowerment in AYAs
with cancer. Therefore, health professionals from Kraftvaaket
decided to host a series of workshops in which current and
former AYA cancer patients could assist in the development of
the app in a co-creation process partnered with an eHealth
solution company. The app development process was divided
into three phases, with this study describing the usability testing
of the prototype app as part of phase Il (Table 1). The
co-creation processis described inits entirety in Elsbernd et al
(2018b) [27], and the three phases are described in detail in
Elsbernd et al (2018a) [28].

Thefirst version of the Kradftvaarket app wasready for usability
testingin April 2018. It contained asymptom and activity diary,
acommunication network and forum, and an information bank
(presented in Figure 1). The app’s community forum was
intended to connect and build a community for AYAs with
cancer, and the symptom tracker wasintended to strengthen the
understanding and management of theillnessand its symptoms.
The app would additionally serve as an information bank with
relevant information about cancer diagnosis and implications
on youth life. Lastly, the app may serve asatool for collecting
data and knowledge for research.
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Table 1. Kradftvagket app development phases.

Hanghgj et a

Phases, content

Participants, N

Phase: initial work (2017/18)
Literature review and research protocol [28]
Initial technology workshop
Co-creation workshop and ad hoc meetings [27]
Phasel: pilot-testing the prototype (2018/19)
EORTC QLQ-C30[26]
Think-aloud test®
Focus group interviews
Phaselll: implementing and testing the final app (2020)
EORTC QLQ-C30

Focus group interviews (funding achieved)

17

20

50

8Current study.

Figure 1. Version 1 content and design of the Kredftveaket app. Text from Elsbernd et a [<xref ref-type="bibr" rid="9ref28">28</xref>].

Symptom and Activity Diary:

¢ Customizable diary to track and rate
symptoms and wellness on a 5-point visual
scale.

* Diary includes suggested tracking metrics.
such as energy. nausca. or pain, as well as
ability for users to add desired personal
metrics.

*  Checkboxes are included for daily
activities, such as taking medication,
meditating, or exercising.

*  Ability to view prior entries on a l-week,
I-month, or 3-month timeline and toggle
metrics to view metrics altogether, or
separately.

Communication Network and Forum:
¢ Community forum for registered app users
to post and share ideas and photos with
other users under specific grouped topics.
*  Anonymous posting feature.
¢ Private messaging function

Information Bank:

o Verfied AY A-specific information from
the Danish Cancer Society,

s Videcos featuring AY A cancer patients and
survivors giving testimony on personal
experience.

*  Ouigoing links from app to other patient
support organizations and resources.

e Link to a private YouTube channel for
uploading personal videos and testimony.

Participants and Recruitment

The participants for phase |1—pilot-testing of the app—were
recruited in the youth support center Kradtvaaket by a youth
coordinator (MH). The pilot testing involved participation in
usability testing viathink-aloud testing, focus group interviews,
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and hedlth-related quality of life questionnaires, such as the
European Organization for Research and Treatment of Cancer
quality of life questionnaire (EORTC QLQ-C30; Table 1). The
results of the EORTC QLQ-C30 hedlth-related quality of life
testing are described in Taarnhgj et a [26]. The results from
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the focus group interviews will be published separately. Phase
Il inclusion criteriawere users of Kradtveaket, AYAS between
15 and 29 years of age with access to a mobile phone and the
internet, including cellular data or Wi-Fi. Exclusion criteria
were AYAswho had participated in the co-creation process for
the devel opment of the app, and those unable to read and write

Table 2. Demographic and clinical information of participants.

Hanghgj et a

in Danish. A total of 20 AYAswererecruited: 10 AYA currently
receiving cancer treatment and 10 AYA who had completed
cancer treatment and were in follow-up. In total, 15 AYA
participated in the think-aloud test because five persons dropped
out for various reasons, including acute illness on the day of
the test (Table 2).

Demographic All participants (N=20)  Participants who attended think-  Participants who dropped out (did
aloud test (n=15) not attend think-aloud test) (n=5)
Gender, n
Male 6 4 2
Female 14 11 3
Age (years), mean (range) 25 (16-29) 25 (16-29) 21 (18-29)
Treatment, n
On treatment 10 8 2
Off treatment 10 7 3
Cancer type, n
Lymphoma 9 6 3
Breast 4 3 1
Head and Neck 2 2 0
Leukemia 1 1 0
Testicular 1 1 0
Ventricular 1 1 0
Thyroid 1 1 0
Brain 1 0 1
Setting asked to complete while describing their thought processes

The usahility test consisted of a 6-week test period (April-May
2018) in which the participants were given access to the app
prototype. They were instructed to use the app according to
their needs; however, they were not given any specific
instructions on the frequency with which to use the app. After
the test period, the participants arrived and were asked to
participate in the think-aloud test, which was administered by
the eHealth solution company associated with the co-creation
process. The test took place in the youth support center
Kradtvaaket at Copenhagen University Hospital, Rigshospital e,
in May 2018. The test was performed individualy with one
participant at atime, and each test lasted 10 minutes on average
(range 7-13 minutes). All tests were video-recorded.

Think-Aloud Test

Usahility was evaluated using the think-aloud method to test
the app’s functionalities as well as opinions, comments, and
concerns among users [29]. The think-aloud test provided an
overview of which functionalities (eg, understanding navigating
paths and use of buttons) were causing the greatest difficulties
and which functionalities were best received by the users. The
test assessed how participants perceived icons, menus, and
navigation paths. As part of the evaluation, participants were
given minor tasks using the app, which the participants were
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aloud along the way with questions such as:

+  What do you think you can do on this page?

«  How do you track your side effects?

«  How do you do to add a symptom to the tracking feature?

«  How do you find the community?

« How do you write an answer to a question in the
community?

«  How do you upload a new profile picture?

SH performed the transcriptions of the think-aloud tests. Verbal
statements were transcribed verbatim with physical actions
incorporated into the transcript and identified with sgquare
brackets ([]), which areincluded in the quotations. All physical
actions were included in the transcript, including the exact
functionalities or features of the app that were used when the
participants scrolled, pressed buttons, took pictures, and more.

Data Analysis

Datawere analyzed using athematic analysis approach inspired
by Braun and Clarke's 6-step model [30]. Coding of text
involved reading and re-reading the transcriptions to identify
and categorize concepts across data relevant to the research
guestion. Concepts were highlighted in the margin of the
transcriptions. The authors SH, MH, KAB, and HP completed
this initial coding separately to ensure an independent coding
process. They subseguently met to discuss and sort the concepts
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into themes and subthemes, and each author presented their
coding. In a joint process, the researchers came up with
suggestions for themes and subthemes, which were written on
sticky notes and placed on atable to create a good overview.
Therewas animmediate agreement on themes; subthemeswere
arranged and rearranged during constructive discussions until
agreement was reached.

Ethical Consider ations

The study was approved by the Danish Data Protection Agency
(VD-2018-27). Ethical approval is not necessary for this kind
of study in Denmark; however, the principles stated in the
Helsinki |l Declaration were followed. All informants received
oral and written information before the think-aloud test and
were provided written informed consent to participate. All

Hanghgj et a

informantswere given the opportunity to withdraw their consent
without any consequencesfor the treatment at the hospital. The
video-recordings consisted solely of recordings of the
participants’ hands and mobile phones. Participants' faces and
other identifying characteristics were not recorded.

Results

Data Analysis

Dataanalysisyielded resultson how the app was used, including
therelation to gender and treatment status, aswell as strengths
and weaknesses of the prototype app and suggestions for
improvements. The following themes were identified:
navigation, visual and graphic design, and usefulness (Textbox
1).

Textbox 1. Themes and subthemes consisting of strengths, weaknesses, and suggestions for improvements.

1. Navigation
e Intuition
o  Features
«  Buittons
« Home page
« Profile

2. Visual and graphic design
«  Overview

o Textandcolors

« Photos

« Videos

«  YouTube
3. Usefulness

« Notifications

. Posts

« Adding
Navigation Features

. Tracking and Scale
Intuition

Many of the participants assessed navigation paths and whether
they wereintuitive in nature. Navigation was determined to be
intuitiveif it imitated the navigation paths used in other media,
such as existing apps and text message systems, and if it seemed
clear, simple, and user-friendly: “ It isvery smple, it seemsvery
intuitive, it works very similar to other media’ (female
participant). For example, the buttons in the symptom and
activity diary, liking conversationsin the community with hearts,
and the creation of conversation threadsin the community were
perceived to be intuitive.

https://cancer.jmir.org/2020/1/€15008

A key feature of the app was a symptom and activity diary with
patient-provided tracking features. It consisted of a scale
containing five smileysto track the following symptoms: mood,
nausea, fatigue, pain, sleep, appetite, and energy. Additionally,
it included an activity diary to record activities such as running,
cycling, yoga, social activities, and alcohol consumption. After
tracking, it was possible to view the statistics over time for
periods of one week, one month, and three months. Tracking
of symptoms was the feature most frequently used during the
test period, and most participants were very excited about it. It
hel ped them remember daily events and symptoms, which one
participant noticed could be a challenge during chemotherapy.
Additionally, it could be referred to when visiting the doctor,
and it provided a good overview of symptom progression. The
participants found it easy and straightforward to use. However,
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the think-aloud test led to some suggestions for changes. When
choosing a symptom, it was not possible to proceed without
first rating the symptom, although it might not be relevant at
all. Also, several of the participants had difficulty interpreting
the smileys. For example, they did not know if “being very
nauseous’ should be rated with ahappy or adissatisfied smiley.
Some participants suggested replacing the smileys with a
number:

| don’t know if I’'m so much a supporter of smileys.
Perhaps I’m more a supporter of numbers, because
now |I'm suffering from a lot of headaches [ presses
on “ headaches’ ], and | have chosen to say if | don’t
have a headache, then it is a happy smiley [ presses
on the happiest smiley], and there | would have
preferred numbers instead. [Femal e participant]

Not all participants were able to find the first and last smiley
on the scale because they did not notice they had to scroll
sidewaysto seethem. Also, it was suggested to place thetracker
and statistics next to each other in the menu because they were
linked features. Notably, many of the participants stated that
using the tracker was most relevant during their treatment
course, and the tracker was perceived to be the main reason to
use the app; as such, the app was determined to be a stronger
tool for patientsin treatment rather than after treatment.

Notes

In the symptom and activity diary, it was possibleto write notes
for aspecific day. The user was encouraged to write anote with
the following app-provided teaser: “What have you been
particularly aware of? Write here” Most participants thought
it was agood ideato make room for notes because they had the
opportunity to elaborate on why they might be particularly tired
one day or what made a given day particularly good.
Unfortunately, most of the participants were unable to find old
notes because old notes could only be found by clicking back
to the day they were written: “It was a very long time ago, |
don’t know when | wrote it [scrolls up and down and press the
back button (the arrow) at the top—repeatsthisaction 5-6 times
but finds no notes]” (female participant). Because of this, one
could risk having to click 30 times back if notes were written
one month ago. One participant suggested adding notes as an
element of the statistics, which remained constant. This could
then increase the overview and minimize clicks.

Buttons

Edit

In the symptom and activity diary, it was possible to press the
button to edit and add a new symptom or a new activity to the
tracker. Many of the participants were happy about adding new
features becauseit could tailor the app to their individua needs
during their cancer course. The participants did, among other
things, add Kraftvaeaket (number of visits), menstruation,
fertility, sexua health, bloating, and headache to the symptom
tracker and walks, work, studies, and treatment dates to the
activity tracker. During the think-aloud test, it became clear that
the femal e participants were more familiar with the edit button
than the male participants, as only women had added new
symptoms and activities during the six-week test period. None
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of the male participants had noticed the edit button for adding
new activities. One male participant explained that he had
misinterpreted the wording of edit: “I haven't seen it before,
but now | can seethat | can even add...| wouldn't call it ‘ edit,
something with ‘add’ maybe” (male participant).

Back Arrow

Several of the participants had difficulty using and figuring out
the use of the back arrow button, designed to return to the
previous page. The main problem was that previously entered
data disappeared when the arrow was pressed: “| have repeatedly
pressed the arrow up here, because | wanted to return [pointing
to the arrow in the upper left corner], because everywhere else
thisis a back function, but then it erasesit al, and then | can
start over” (male participant). Some suggested inserting a save
button, which could be used when new information had been
entered (eg, in the tracker). This could increase the feeling of
security with data entered because many were in doubt about
what would happen to their data when they pressed the arrow.

Share

In the symptom and activity diary, it was possible to see one
week, one month, or three months’ timeline and toggle metrics
to view statistics. Under the statistics, there was a button called
“share” When pressing the share button, it was possible to
attach the statistics to a text message or an email by selecting
from the phone book. Some participants were not concerned
with sharing their statistics and could see an advantage to
sharing with others, such as a doctor or a nurse, with prior
arrangement. However, most participants were unsure of who
to share the statistics with: “I can’t quite imagine who to share
it with, if | have to be honest” (female participant). A single
participant did not choose to touch the button at all because he
was afraid and unsure of who would receive the statistics when
sharing. He did not know that the button was associated with
his own address book.

lcons

The participants evaluated the following icon buttons:
Anonymous (a masked face), Knowledge (a clenched fist),
Videos (aclapboard), Upload Photo (camera), and Upload Text
(arrow). The participants found the icons to be user-friendly,
and most partici pants recogni zed them from other social media,
such as Messenger, which aided in their understanding. The
only icon they could not associate with its contents was the
clenched fist—theicon for knowledge—which wasused to link
to theinformation bank. One suggested abook icon instead: “It
isavery niceicon and alittle like, ‘We stand together, that is
good, but I don't know if it is so much related to knowledge, |
might have thought of a book or something like that” (female
participant).

Home Page

The symptom and activity diary served asthe home page when
opening the app, with the mood tab open and available for
ranking. Three smileys were visible under mood: a sad smiley,
a dissatisfied smiley, and a happy smiley. Some participants
thought it was a bad idea to be met by an open tracker if they
did not intend to use the tracker on that given day, whereas
others thought it was inconvenient to be met by non-happy
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smileys: "When you go into it you just see some smileys, and
the first is the ‘I'm not so happy. Here | just realy think it
should be closed” (female participant). More participants called
for avisible home page with an overview of the app content to
get a better insight regarding the content and an idea of how to
navigate.

Profile

The profile consisted of aplacefor usersto provide and manage
their personal app information, including a photo, name, city,
email, password, day of birth, cancer type, and gender.
Additionally, alogout button was provided. Most profile settings
were optional except for name, email, and password. Severa
participants were doubtful about what the profile should be used
for and why it wasthere at all. More participants were concerned
about whether others could see their profile settings because
these were private. Conversely, one participant thought it was
smart to have the opportunity to see other app user’s profile
information (eg, city). With that information, it would be
possibleto contact othersto meet inred life. The password was
marked with 18 dots, which confused all participants who were
asked to recall their password and reprint it. No one could
remember if they had ever logged in with a password, and found
it confusing that the number of dots did not match the number
of characters in the correct password: “It looks like | have a
really long password—{clicks on it and it doesn’t respond] |
don't think | have, and | can't change it either” (femae
participant). It was also possible to change the day of birth in
the profile, which one participant questioned because this never
changes. Additionally, it was possible to choose a day of birth
later than today’s date.

Visual and Graphic Design

Overview

Some participants called for abetter overview of theinformation
bank, the tracking statistics, and community threads.
Additionally, some participants lost the overview of the
subpages in the information bank, as al the headings were
named “knowledge,” which did not reflect the content of each
page. However, it was noted that the order of information in
the information bank followed the chronology of a cancer
course, which was considered an advantage: “1 think the topics
make really good sense, also the sequence they follow, because
it is usually in the order that things actually happen” (female
participant). A few participantslost the overview in the tracker
when all symptomswere shown simultaneously inthe statistics.
However, most participants thought the statistics were easy to
understand because each symptom had its own color in the curve
and could be clicked on and off as needed. Moreover, some
participants found it difficult to get an overview of repliesin
the community, especialy if there were many replies in the
samethread, asthey appeared in onelong vertical row requiring
scrolling down the page.

Text and Colors

Most participants were satisfied with the amount of text on the
pages, even though opinions differed whether the information
bank wastoo text-heavy or not. However, the information bank
was welcomed by all participants because it could replace the
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many paper flyers the AYAs had received at the time of
diagnosis and it was targeted toward AYA, unlike some of the
flyers and handouts. The participants additionally found that
the colors in the app supported the features: “1 think the color
coordination makes sense” (female participant). One participant
noted that the color scale was very pink and a little too
distracting.

Photos

It was possible to upload photos in two different placesin the
app: profile photos and photos for posts in the community. The
participantsfound it easy and straightforward to upl oad photos,
but it was considered a problem that profile photos could not
be deleted: “1 have no desire to have a picture in there, so now
| have problems, | think” (female participant). When a profile
picture was uploaded, it was not possible to removeit, but only
to replace it with another photo. Thiswas concerning for those
who wanted to remain anonymous.

Videos

In the app’s information bank, approximately half the topics
were accompanied by a short video, in which AYAs from
Kradtvaaket spoke about their personal experienceswith agiven
topic. Several participants thought the videos were easy to find
and play. Additionally, they were excited about the videos
because it was niceto identify with real people and it increased
the feeling of normalcy during the cancer course. It was
suggested to link videoswith all the availabl e information bank
topics: “It is a pity that there are not videos on all of them
actually...It could be nice if there was also a face on...So that
you can think okay, I'm not completely abnormal” (female
participant).

YouTube

In the app’s information bank there was a link to a private
YouTube channel for uploading personal videosand testimonies.
Two participants were asked about their use of YouTube, but
they had not found this feature during the test period. One of
the participants thought it was difficult and confusing to upload
videos, and the other participant thought that YouTube was an
inappropriate medium for the users of the app and she could
not imagine speaking about herself and her cancer course on
YouTube because it was too persona: “For me Kradtvaaket
does not belong to YouTube, there are some other platforms...|
can’'t even see mysdlf using it” (female participant).

Usefulness

Notifications

Most participants missed notifications because they were not
getting reminders of new posts in the community, and they did
not know whether their own postswere commented on by others.
Asaconsequence, they often forgot to use the app. They pointed
out that if the app was to become a useful tool to them,
notifications should work to serve asareminder: “ Notifications,
| really, REALLY think are missing. It's probably 70% of the
reason why | do not use this app” (female participant).
Furthermore, notifications could make the app more dynamic
as they would create visible activity.
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Posts

In the community, there were several problems with posting,
which had animpact on the credibility and desire to use the app.
First, the participants pointed out that the number of postswere
not counted correctly on the community page, so the actual
number of posts did not match the visible number: “My posts
don’t pop up on the front page [the speech bubbles show ‘0’ on
the front of the community despite of her post]” (female
participant). In addition, it was unclear whether the system
counted every single post or the number of responsesrelated to
each post. It was possible to give likes to posts using a heart
icon, but it was unclear whether likes were given to a full
conversation thread or only a single post. Moreover, dates for
each individual post were missing, so it was impossible to
distinguish between new and old ones. It was mentioned that
posting in the community was mostly relevant during the cancer
treatment period where concerns and questions about issues
related to life with cancer were urgent.

Adding

Several participants mentioned that the app could work better
by connecting with other apps and media, so the users did not
have to switch between many different apps. It was suggested
to link to relevant Facebook pages, the Epic system (electronic
health records), the Peak app (training of cognitive skills), and
health apps (eg, running and cycling): “It could be smart if you
could get something to pull datafrom your health app because...I
forget (the Kredftvaaket app) alittle” (male participant). It was
additionally suggested that the app should register attendance
in the youth support center Kradtvaaket. The app could also be
made more dynamic by having the opportunity to add new main
topicsto the community as opposed to using preset topics, which
would further customize the app to the needs of the individual.

Discussion

Principal Findings

This qualitative study of a think-aloud test highlighted the
strengths and weaknesses of a prototype of amHealth app aimed
at AYAsduring and after cancer treatment. The study isamong
a limited number of usability studies evaluating health apps
[31]. Additionally, thereisalack of studiesthat actively involve
cancer patients, including AYAS, in usability testing of apps,
which this study seeks to address [24,32]. Many studies focus
on testing the outcome and effectiveness of cancer appsinterms
of self-management and adherence to treatment [12,33,34].
These studies are highly beneficial and are necessary to
understand the utility of these apps; however, lack of usability
testing may lead to the development of unsuitable navigation
paths aswell as content and design that does not appeal to AYA
with cancer, which may limit their use.

Theresults of our study discuss two of the main functionalities
in the app—the tracker and the information bank—which were
perceived as strengths by most participants. AYAs were
particularly excited about the app’s tracking function, where
they could track activitiesand symptoms such as mood, energy,
and sleep, and get statistics on the tracking for one week, one
month, and three months. The tracking wasfound to be astrong
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tool for recalling activities, events, moods, and symptoms, which
could be used at hospital visitsor consultations. Thistool could
also be tailored to the individual needs of AYAs during
treatment. In line with this, research has shown that
personalization of apps may better adjust to the needs of young
adults, which provides a positive user experience [35].
Adolescents often perceive tracking of personal health data as
a benefit [36]. However, in contrast to a study on adolescents
with asthma who welcomed sharing health data with email
recipients[37], the participantsin our study were generally more
skeptical about sharing health data, and more were in doubt
about who they should even share data with.

In our study, some participants suggested using a numerical
scaleto rank symptomsinstead of using smileys. Thisisinline
with suggestions raised by adolescents with cancer testing a
pain app [32]. The information bank was perceived as a strong
reference tool for seeking information during the cancer
treatment course. Topics containing short videoswere especially
well received because it was possibleto identify with the stories
of other AYAs, which increased the feeling of normalcy. The
use of videos has also been perceived as useful in other
app-testing studies [38]. Video cancer narratives have
demonstrated a significant therapeutic effect for those AYA
who create the narrative [39], but few studies describe the effect
of watching other’s cancer video narratives. However, studies
on narrative communication in adult cancer prevention and
control point to the importance of parasocial connections
between the storyteller and the audience [40], because authentic
narratives impact recipients emotionally and thus both benefit
and inspire the audience [41].

Asfound in other studies, the participants in our study wanted
a clear, concise presentation of information, which should not
betoo text-heavy [35,42]. Thethink-aloud test also led to severa
suggestions for improvement of the app, which should be taken
into consideration when developing apps for AYA cancer
patients. For improved navigation, the wording and design of
buttons and icons should be very precise for correct
understanding. As such, the wording of “edit” was ambiguous,
and it was not clear what happened when using the back arrow
button. Moreover, some had difficulties scrolling sideways.
Difficulty in managing navigation levels, including relying on
the back button as a safe option, aswell asdifficulty in scrolling
and performing swipe gestures have been found on app usability
[35,43,44]. Additionally, an overview of content should bevery
clear. A suggestion to accomplish this was the creation of a
home page presenting all content of the app, which isin line
with the idea to have a dashboard that brings together all the
features that the app provides [45].

We found that anonymity should be a very high priority; as
such, it should be possible to delete uploaded photos, and the
app should be transparent about who personal information was
available to. In contrast to our study, other research has found
that young people with asthma were interested in alowing the
upload of pictures to make the profile more interactive, with
less concern regarding anonymity [46]. In line with the need
for anonymity, we found that YouTube may not be a relevant
media in relation to the app, as information regarding illness
and cancer is a private matter for some AYAs. As such, not all

JMIR Cancer 2020 | vol. 6 | iss. 1 [e15008 | p.91
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER

AYAswereinterested in telling about their illness publicly. The
linked YouTube channel was set to be private, but it seemed
this was not sufficiently clarified because the participant who
reflected on it found it too personal to post a video. The need
for privacy contrasts with studies on adult cancer survivors
using YouTube for their personal narratives [47,48]. Reasons
for posting personal videos on YouTube were, for example, to
provide support and advice for othersin the same situation and
raise awareness of aspects of the diagnosis[48]. Keepingillness
a private matter is a genera theme among adolescents with
chronicillness. llInessis often associated with abnormality and
being old and dependent on others, in contrast to the normal,
healthy identities AYAs wish to create [49]. Visible body
changes, which are known side effects of cancer treatment,
highly affect body image and identity formation [50] and may
be another detractor to the use of YouTube in this app.

Notifications were found to be one of the most necessary
features for participants to use the app at all. The app did not
contain anotification system; therefore, the participants missed
reminderswhen their posts were commented on by others, which
made the app static and less user-friendly. Also, problems with
posting in the community were associated with reduced use of
the app; it was suggested that it had to be more transparent how
posts were counted in the community. A better understanding
of the ordering and interaction on posts could make the app
more dynamic and engaging. Previous research on adolescents
use of apps has shown that reminders could improve usability
[35]. Inlinewith other research, wefound that the Kragftvaarket
app was perceived to be most relevant during a cancer course
in which most AYA lacked knowledge about diagnosis and
treatment. Tracking of symptoms, information seeking, and
asking other AYAs for advice seem to be most relevant at
diagnosis onset [6]. In our study, we also found some gender
differences in the use of tracking as few male participants had
used the edit button in tracking of symptoms. One male
misunderstood the wording of “edit,” and none of the young
men had noticed the possibility of adding new activitiesin the
activity tracker. Existing research confirms gender differences
in the usability testing of apps as female cancer patients have
shown to be more persistent test users by using apps
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continuously and generally more frequently during test periods
than males [51,52].

Limitations

Some limitations should be taken into consideration. The
duration of the think-aloud test was only approximately 10
minutes per person; therefore, the participants were each
assigned different tasks and questions to uncover all aspects of
the app. Asaresult, some of the app’sfunctionalitiesweretested
more thoroughly than others, which may be reflected in the
emphasis of variousthemesin the study. The app was developed
for two target groups: AYAs during and after active treatment.
Approximately half the test users noticed that the app was
primarily relevant during cancer treatment, which is an aspect
that earns more attention in the forthcoming evaluation of the
app. At present, it is not known how the app will be used by
AYAs who get access to it during treatment and then continue
using it during follow-up. This study highlighted how a cancer
app, which was developed in a co-creation process involving
AYAs, was received by other AYA test users. Even though the
app was developed in a co-creation process, the test users had
several suggestionsfor improvement, reflecting that AYAshave
individual needs and opinions about appsthat cannot all be met.

Conclusion

The think-aloud test of the Kradtvaaket app has led to some
conclusions relevant for the genera development of
youth-specific cancer apps. Usability testing is crucial during
the app development process to improve the app according to
the needs of the target audience. Additionally, cancer appsaimed
at AYAs should contain relevant, targeted, and unique content,
preferably including asymptom and activity tracker and videos
presenting relevant advice from other AYAs with cancer
experience. Notifications are necessary to remind AYAs to use
the app, and ordering and interaction of the posts should be
transparent and precise to satisfactorily create a dynamic and
engaging app. Further research is recommended to evaluate the
Kradtvaaket app with the input of more AYAsin other hospital
settings and for a longer test period covering the trajectory of
the participant’s illness and recovery.

We acknowledge al participants in the study and The Danish Cancer Society for funding of the project (grant number

R224-A13480).

Conflictsof I nterest
None declared.

References

1. Kleinke AM, Classen CF. Adolescents and young adults with cancer: aspects of adherence-a questionnaire study. Adolesc

Health Med Ther 2018;9:77-85 [FREE Full text] [doi: 10.2147/AHMT.S159623] [Medline: 29750063]

2. Sperling C, Petersen G, Andersen A, Heerdegen A, Knudsen J, Danish Cancer Society. [ To be Young and Have Cancer.
A Survey of Young People's Needs and Experiences During and After Iliness and Treatment]. 2015. URL: https://www.
cancer.dk/dyn/resources/Fil e/file/6/5166/1450034259/at-vaere-ung-og-faa-kraeft-2015.pdf [accessed 2019-10-01]

https://cancer.jmir.org/2020/1/€15008

JMIR Cancer 2020 | vol. 6 | iss. 1 [e15008 | p.92
(page number not for citation purposes)


https://dx.doi.org/10.2147/AHMT.S159623
http://dx.doi.org/10.2147/AHMT.S159623
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29750063&dopt=Abstract
https://www.cancer.dk/dyn/resources/File/file/6/5166/1450034259/at-vaere-ung-og-faa-kraeft-2015.pdf
https://www.cancer.dk/dyn/resources/File/file/6/5166/1450034259/at-vaere-ung-og-faa-kraeft-2015.pdf
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER Hanghgj et al

3.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

Lalloo C, Hundert A, Harris L, Pham Q, Campbell F, Chorney J, et al. Capturing daily disease experiences of adolescents
with chronic pain: mHealth-mediated symptom tracking. JMIR Mhealth Uhealth 2019 Jan 17;7(1):€11838 [ FREE Full text]
[doi: 10.2196/11838] [Medline: 30664472]

Ridgers ND, Timperio A, Brown H, Ball K, Macfarlane S, Lai SK, et al. Wearable activity tracker use among Australian
adolescents: usability and acceptability study. IMIR Mhealth Uhealth 2018 Apr 11;6(4):e86 [FREE Full text] [doi:
10.2196/mhealth.9199] [Medline: 29643054]

Husted GR, Weis J, Teilmann G, Castensge-Seidenfaden P. Exploring the influence of a smartphone app (young with
diabetes) on young people's self-management: qualitative study. IMIR Mhealth Uhealth 2018 Feb 28;6(2):e43 [FREE Full
text] [doi: 10.2196/mhealth.8876] [Medline: 29490897]

Bevan Jones R, Thapar A, Rice F, Beeching H, Cichosz R, Mars B, et a. A web-based psychoeducational intervention for
adolescent depression: design and development of MoodHwb. IMIR Ment Health 2018 Feb 15;5(1):€13 [EREE Full text]
[doi: 10.2196/mental.8894] [Medline: 29449202]

Stinson J, GuptaA, DupuisF, Dick B, LaverdiéreC, LeMay S, et al. Usahility testing of an online self-management program
for adolescentswith cancer. JPediatr Oncol Nurs2015;32(2):70-82. [doi: 10.1177/1043454214543021] [Medline: 25037173]
Anderson K, Burford O, Emmerton L. Mobile health apps to facilitate self-care: a qualitative study of user experiences.
PL0S One 2016;11(5):e0156164 [FREE Full text] [doi: 10.1371/journal.pone.0156164] [Medline: 27214203]

LeeK, KwonH, LeeB, LeeG, Lee JH, Park YR, et al. Effect of self-monitoring on long-term patient engagement with
mobile health applications. PL oS One 2018;13(7):€0201166 [FREE Full text] [doi: 10.1371/journal.pone.0201166] [Medline:
30048546]

Zebrack B, Bleyer A, Albritton K, Medearis S, Tang J. Assessing the health care needs of adol escent and young adult cancer
patients and survivors. Cancer 2006 Dec 15;107(12):2915-2923 [FREE Full text] [doi: 10.1002/cncr.22338] [Medline:
17103383]

Wesley KM, Fizur PJ. A review of mobile applications to help adolescent and young adult cancer patients. Adolesc Health
Med Ther 2015;6:141-148 [FREE Full text] [doi: 10.2147/AHMT.S69209] [Medline: 26316835]

Majeed-Ariss R, Baildam E, Campbell M, Chieng A, Fallon D, Hall A, et al. Apps and adolescents: a systematic review
of adolescents' use of mobile phone and tablet appsthat support personal management of their chronic or long-term physical
conditions. JMed Internet Res 2015 Dec 23;17(12):€287 [FREE Full text] [doi: 10.2196/jmir.5043] [Medline: 26701961]
Schnall R, Rojas M, Bakken S, Brown W, Carballo-Dieguez A, Carry M, et al. A user-centered model for designing
consumer mobile health (mHealth) applications (apps). J Biomed Inform 2016 Apr;60:243-251. [doi:
10.1016/}.jbi.2016.02.002] [Medline: 26903153]

van Velthoven MH, Wyatt JC, Meinert E, Brindley D, Wells G. How standards and user involvement can improve app
quality: alifecycle approach. Int JMed Inform 2018 Oct;118:54-57. [doi: 10.1016/j.ijmedinf.2018.08.003] [Medline:
30153922]

Roberts C, Sage A, Geryk L, Sleath B, Carpenter D. Adolescent preferences and design recommendations for an asthma
self-management app: mixed-methods study. IMIR Form Res 2018 Sep 13;2(2):e10055 [FREE Full text] [doi: 10.2196/10055]
[Medline: 30684424]

Goodyear VA, Armour KM. Young people’s perspectives on and experiences of health-related social media, apps, and
wearable health devices. Soc Sci 2018 Aug 13;7(8):137. [doi: 10.3390/socsci 7080137]

Groen WG, Kuijpers W, Oldenburg HS, Wouters MW, Aaronson NK, van Harten WH. Empowerment of cancer survivors
through information technology: an integrative review. JMed Internet Res 2015;17(11):e270 [FREE Full text] [doi:
10.2196/jmir.4818] [Medline: 26614438]

Algquran A, Lambert KA, Farouque A, Holland A, Davies J, Lampugnani ER, et al. Smartphone applicationsfor encouraging
asthma self-management in adolescents: a systematic review. Int J Environ Res Public Health 2018 Oct 29;15(11) [FREE
Full text] [doi: 10.3390/ijerph15112403] [Medline: 30380692]

Whitehead L, Seaton P. The effectiveness of self-management mobile phone and tablet apps in long-term condition
management: a systematic review. JMed Internet Res 2016;18(5):€97 [FREE Full text] [doi: 10.2196/jmir.4883] [Medline:
27185295]

Devine KA, ViolaAS, Coups EJ, Wu Y P. Digital health interventions for adolescent and young adult cancer survivors.
JCO Clin Cancer Inform 2018 Dec;2:1-15 [FREE Full text] [doi: 10.1200/CCl.17.00138] [Medline: 30652583]

Kent EE, Smith AW, Keegan TH, Lynch CF, Wu X, Hamilton AS, et a. Talking about cancer and meeting peer survivors:
social information needs of adolescents and young adults diagnosed with cancer. J Adolesc Young Adult Oncol 2013
Jun;2(2):44-52 [FREE Full text] [doi: 10.1089/jaya0.2012.0029] [Medline: 23781400]

DeRouen MC, Smith AW, Tao L, Bellizzi KM, Lynch CF, Parsons HM, AYA HOPE Study Collaborative Group.
Cancer-related information needs and cancer'simpact on control over life influence health-related quality of life among
adolescents and young adults with cancer. Psychooncology 2015 Sep;24(9):1104-1115 [FREE Full text] [doi:
10.1002/pon.3730] [Medline: 25611943]

Pandey A, Hasan S, Dubey D, Sarangi S. Smartphone apps as a source of cancer information: changing trendsin health
information-seeking behavior. J Cancer Educ 2013 Mar;28(1):138-142. [doi: 10.1007/s13187-012-0446-9] [Medline:
23275239

https://cancer.jmir.org/2020/1/€15008 JMIR Cancer 2020 | vol. 6 | iss. 1 |€15008 | p.93

(page number not for citation purposes)


http://mhealth.jmir.org/2019/1/e11838/
http://dx.doi.org/10.2196/11838
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30664472&dopt=Abstract
http://mhealth.jmir.org/2018/4/e86/
http://dx.doi.org/10.2196/mhealth.9199
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29643054&dopt=Abstract
http://mhealth.jmir.org/2018/2/e43/
http://mhealth.jmir.org/2018/2/e43/
http://dx.doi.org/10.2196/mhealth.8876
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29490897&dopt=Abstract
https://mental.jmir.org/2018/1/e13/
http://dx.doi.org/10.2196/mental.8894
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29449202&dopt=Abstract
http://dx.doi.org/10.1177/1043454214543021
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25037173&dopt=Abstract
http://dx.plos.org/10.1371/journal.pone.0156164
http://dx.doi.org/10.1371/journal.pone.0156164
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27214203&dopt=Abstract
http://dx.plos.org/10.1371/journal.pone.0201166
http://dx.doi.org/10.1371/journal.pone.0201166
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30048546&dopt=Abstract
https://doi.org/10.1002/cncr.22338
http://dx.doi.org/10.1002/cncr.22338
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17103383&dopt=Abstract
https://dx.doi.org/10.2147/AHMT.S69209
http://dx.doi.org/10.2147/AHMT.S69209
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26316835&dopt=Abstract
http://www.jmir.org/2015/12/e287/
http://dx.doi.org/10.2196/jmir.5043
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26701961&dopt=Abstract
http://dx.doi.org/10.1016/j.jbi.2016.02.002
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26903153&dopt=Abstract
http://dx.doi.org/10.1016/j.ijmedinf.2018.08.003
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30153922&dopt=Abstract
https://formative.jmir.org/2018/2/e10055/
http://dx.doi.org/10.2196/10055
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30684424&dopt=Abstract
http://dx.doi.org/10.3390/socsci7080137
http://www.jmir.org/2015/11/e270/
http://dx.doi.org/10.2196/jmir.4818
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26614438&dopt=Abstract
http://www.mdpi.com/resolver?pii=ijerph15112403
http://www.mdpi.com/resolver?pii=ijerph15112403
http://dx.doi.org/10.3390/ijerph15112403
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30380692&dopt=Abstract
http://www.jmir.org/2016/5/e97/
http://dx.doi.org/10.2196/jmir.4883
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27185295&dopt=Abstract
http://ascopubs.org/doi/full/10.1200/CCI.17.00138?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub%3dpubmed
http://dx.doi.org/10.1200/CCI.17.00138
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30652583&dopt=Abstract
http://europepmc.org/abstract/MED/23781400
http://dx.doi.org/10.1089/jayao.2012.0029
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23781400&dopt=Abstract
http://europepmc.org/abstract/MED/25611943
http://dx.doi.org/10.1002/pon.3730
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25611943&dopt=Abstract
http://dx.doi.org/10.1007/s13187-012-0446-9
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23275239&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER Hanghgj et al

24,

25.

26.

27.

28.

29.

30.

31.

32.

33.

35.

36.

37.

38.

39.

40.

41.

42.

43.

45,

Davis SW, Oakley-Girvan |. Achieving value in mobile health applications for cancer survivors. J Cancer Surviv 2017
Aug;11(4):498-504. [doi: 10.1007/s11764-017-0608-1] [Medline: 28342093]

Jake-Schoffman DE, Silfee VJ, Waring ME, Boudreaux ED, Sadasivam RS, Mullen SP, et al. Methods for evaluating the
content, usability, and efficacy of commercial mobile health apps. IMIR Mhealth Uhealth 2017 Dec 18;5(12):€190 [FREE
Full text] [doi: 10.2196/mhealth.8758] [Medline: 29254914]

Pappot H, Assam Taarnhgj G, Elsbernd A, Hjerming M, Hanghgj S, Jensen M, et al. Health-related quality of life before
and after use of asmartphone app for adolescents and young adults with cancer: pre-post interventional study. JIMIR Mhealth
Uhealth 2019 Sep 19;7(10):€13829. [doi: 10.2196/13829] [Medline: 31584008]

Elsbernd A, Hjerming M, Vidler C, Hjalgrim LL, Niemann CU, Boisen KA, et al. Using cocreation in the process of
designing a smartphone app for adolescents and young adults with cancer: prototype development study. IMIR Form Res
2018 Nov 01;2(2):e23 [EREE Full text] [doi: 10.2196/formative.9842] [Medline: 30684439)]

Elsbernd A, Hjerming M, Vider C, Hjalgrim LL, Niemann CU, Boisen K, et a. Cocreated smartphone app to improve the
quality of life of adolescents and young adults with cancer (Kradftvaaket): protocol for a quantitative and qualitative
evaluation. IMIR Res Protoc 2018 May 10;7(5):€10098 [ FREE Full text] [doi: 10.2196/10098] [Medline: 29748162]
Someren MW, Barnard Y F, Sandberg JAC. The Think Aloud Method: A Practical Guide To Modelling Cognitive Processes
(Knowledge-Based Systems). London: Academic Press; 1994.

Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol 2006 Jan;3(2):77-101. [doi:
10.1191/14780887060p0630a]

Marambal, Chatterjee A, Newman C. Methods of usability testing in the development of eHealth applications: a scoping
review. Int JMed Inform 2019 Dec;126:95-104. [doi: 10.1016/j.ijmedinf.2019.03.018] [Medline: 31029270]

Stinson N, Jibb LA, Nguyen C, Nathan PC, Maoney AM, DupuisLL, et al. Development and testing of amultidimensional
iPhone pain assessment application for adolescents with cancer. JMed Internet Res 2013;15(3):e51 [FREE Full text] [doi:
10.2196/jmir.2350] [Medline: 23475457]

Jibb LA, Stevens BJ, Nathan PC, Seto E, Cafazzo JA, Johnston DL, et al. Implementation and preliminary effectiveness
of areal-time pain management smartphone app for adolescents with cancer: A multicenter pilot clinical study. Pediatr
Blood Cancer 2017 Oct;64(10). [doi: 10.1002/pbc.26554] [Medline: 28423223]

Jupp JC, Sultani H, Cooper CA, Peterson KA, Truong TH. Evaluation of maobile phone applications to support medication
adherence and symptom management in oncology patients. Pediatr Blood Cancer 2018 Nov;65(11):e27278. [doi:
10.1002/pbc.27278] [Medline: 29943893]

Milward J, Deluca P, Drummond C, Watson R, Dunne J, Kimergard A. Usability testing of the BRANCH smartphone app
designed to reduce harmful drinking in young adults. IMIR Mhealth Uhealth 2017 Aug 08;5(8):€109 [FREE Full text] [doi:
10.2196/mhesalth.7836] [Medline: 28790022]

Crosby LE, Ware RE, Goldstein A, Walton A, Joffe NE, Vogel C, et al. Development and evaluation of iManage: a
self-management app co-designed by adolescents with sickle cell disease. Pediatr Blood Cancer 2017 Jan;64(1):139-145.
[doi: 10.1002/pbc.26177] [Medline: 27574031]

Schneider T, Panzera AD, CoulurisM, Lindenberger J, McDermott R, Bryant CA. Engaging teenswith asthmain designing
a patient-centered mobile app to aid disease self-management. Telemed J E Health 2016 Feb;22(2):170-175. [doi:
10.1089/tmj.2015.0041] [Medline: 26258994]

Wu J, Tombor I, Shahab L, West R. Usability testing of a smoking cessation smartphone application ('SmokeFree Baby'):
athink-aloud study with pregnant smokers. Digit Health 2017;3:2055207617704273 [FREE Full text] [doi:
10.1177/2055207617704273] [Medline: 29942594]

PereiraLM, Muench A, Lawton B. The impact of making avideo cancer narrative in an adolescent male: a case study. Art
Psychother 2017 Sep;55:195-201 [FREE Full text] [doi: 10.1016/j.aip.2017.06.004]

Kreuter MW, Green MC, CappellaJN, Slater MD, Wise ME, Storey D, et al. Narrative communication in cancer prevention
and control: aframework to guide research and application. Ann Behav Med 2007 Jun;33(3):221-235. [doi:
10.1080/08836610701357922] [Medline: 17600449]

Radley A. The aesthetics of illness: narrative, horror and the sublime. Sociol Health 111n 2001 Dec 25;21(6):778-796 [ FREE
Full text] [doi: 10.1111/1467-9566.00183]

Crane D, Garnett C, Brown J, West R, Michie S. Factors influencing usability of a smartphone app to reduce excessive
alcohol consumption: think aloud and interview studies. Front Public Health 2017;5:39 [FREE Full text] [doi:
10.3389/fpubh.2017.00039] [Medline: 28421175]

ZapataBC, Ferndndez-Aleman JL, Idri A, Toval A. Empirical studies on usability of mHealth apps: a systematic literature
review. JMed Syst 2015 Feb;39(2):1. [doi: 10.1007/s10916-014-0182-2] [Medline: 25600193]

Mirkovic J, Kaufman DR, Ruland CM. Supporting cancer patientsin illness management: usability evaluation of a mobile
app. IMIR Mhesalth Uhealth 2014;2(3):e33 [FREE Full text] [doi: 10.2196/mhealth.3359] [Medline: 25119490]

Basu S. Content structuring and navigation. In: Real World Windows 8 Development (the Expert's Voice In Windows 8).
Berkeley, CA: Apress; 2013:87-106.

https://cancer.jmir.org/2020/1/€15008 JMIR Cancer 2020 | vol. 6 | iss. 1 |€15008 | p.94

(page number not for citation purposes)


http://dx.doi.org/10.1007/s11764-017-0608-1
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28342093&dopt=Abstract
http://mhealth.jmir.org/2017/12/e190/
http://mhealth.jmir.org/2017/12/e190/
http://dx.doi.org/10.2196/mhealth.8758
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29254914&dopt=Abstract
http://dx.doi.org/10.2196/13829
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31584008&dopt=Abstract
https://formative.jmir.org/2018/2/e23/
http://dx.doi.org/10.2196/formative.9842
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30684439&dopt=Abstract
http://www.researchprotocols.org/2018/5/e10098/
http://dx.doi.org/10.2196/10098
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29748162&dopt=Abstract
http://dx.doi.org/10.1191/1478088706qp063oa
http://dx.doi.org/10.1016/j.ijmedinf.2019.03.018
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31029270&dopt=Abstract
http://www.jmir.org/2013/3/e51/
http://dx.doi.org/10.2196/jmir.2350
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23475457&dopt=Abstract
http://dx.doi.org/10.1002/pbc.26554
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28423223&dopt=Abstract
http://dx.doi.org/10.1002/pbc.27278
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29943893&dopt=Abstract
http://mhealth.jmir.org/2017/8/e109/
http://dx.doi.org/10.2196/mhealth.7836
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28790022&dopt=Abstract
http://dx.doi.org/10.1002/pbc.26177
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27574031&dopt=Abstract
http://dx.doi.org/10.1089/tmj.2015.0041
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26258994&dopt=Abstract
http://europepmc.org/abstract/MED/29942594
http://dx.doi.org/10.1177/2055207617704273
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29942594&dopt=Abstract
https://doi.org/10.1016/j.aip.2017.06.004
http://dx.doi.org/10.1016/j.aip.2017.06.004
http://dx.doi.org/10.1080/08836610701357922
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17600449&dopt=Abstract
https://doi.org/10.1111/1467-9566.00183
https://doi.org/10.1111/1467-9566.00183
http://dx.doi.org/10.1111/1467-9566.00183
https://dx.doi.org/10.3389/fpubh.2017.00039
http://dx.doi.org/10.3389/fpubh.2017.00039
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28421175&dopt=Abstract
http://dx.doi.org/10.1007/s10916-014-0182-2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25600193&dopt=Abstract
http://mhealth.jmir.org/2014/3/e33/
http://dx.doi.org/10.2196/mhealth.3359
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25119490&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER Hanghgj et al

46.

47.

48.

49,

50.

51.

52.

Schneider T, Baum L, Amy A, Marisa C. | have most of my asthma under control and | know how my asthma acts: Users
perceptions of asthma self-management mobile app tailored for adolescents. Health Informatics J 2019 Feb
08:1460458218824734. [doi: 10.1177/1460458218824734] [Medline: 30732520]

Chou WS, Hunt Y, Folkers A, Augustson E. Cancer survivorship in the age of YouTube and social media: a narrative
analysis. JMed Internet Res 2011;13(1):e7 [FREE Full text] [doi: 10.2196/jmir.1569] [Medline: 21247864]

Foley N, O'Mahony M, Lehane E, Cil T, Corrigan M. A qualitative content analysis of breast cancer narratives hosted
through the medium of social media. BIMMR 2015 Jan 10;6(5):474-483. [doi: 10.9734/bjmmr/2015/15309]

Hanghgj S, Boisen KA, Schmiegelow K, Halge-Hazelton B. A photo dlicitation study on chronically ill adolescents' identity
constructions during transition. Glob Qual Nurs Res 2016;3:2333393616631678 [FREE Full text] [doi:
10.1177/2333393616631678] [Medline: 28462329

Larouche SS, Chin-Peuckert L. Changes in body image experienced by adolescents with cancer. J Pediatr Oncol Nurs
2006;23(4):200-209. [doi: 10.1177/1043454206289756] [Medline: 16766685]

Ruland CM, Maffei RM, Bargsund E, Krahn A, Andersen T, Grimsbg GH. Evaluation of different features of an eHealth
application for personalized illness management support: cancer patients' use and appraisal of usefulness. Int JMed Inform
2013 Jul;82(7):593-603. [doi: 10.1016/j.ijmedinf.2013.02.007] [Medline: 23507561]

Mikolasek M, Witt CM, Barth J. Adherence to a mindfulness and rel axation self-care app for cancer patients: mixed-methods
feasibility study. IMIR Mhealth Uhealth 2018 Dec 06;6(12):€11271 [FREE Full text] [doi: 10.2196/11271] [Medline:
30522990]

Abbreviations

AYA: adolescent and young adult

Edited by K Eddens; submitted 19.06.19; peer-reviewed by SBaptista, X Skrabal Ross; comments to author 26.07.19; revised version
received 22.08.19; accepted 17.10.19; published 02.01.20.

Please cite as:

Hanghgj S, Boisen KA, Hjerming M, Elsbernd A, Pappot H

Usability of a Mobile Phone App Aimed at Adolescents and Young Adults During and After Cancer Treatment: Qualitative Sudy
JMIR Cancer 2020;6(1):€15008

URL: https://cancer.jmir.org/2020/1/e15008

doi: 10.2196/15008

PMID: 31895046

©Signe Hanghgj, Kirsten A Boisen, Maiken Hjerming, Abbey Elsbernd, Helle Pappot. Originally published in IMIR Cancer
(http://cancer.jmir.org), 02.01.2020. Thisis an open-access article distributed under the terms of the Creative Commons Attribution
License (https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and reproduction in any
medium, provided the original work, first published in IMIR Cancer, is properly cited. The complete bibliographic information,
alink to the original publication on http://cancer.jmir.org/, as well as this copyright and license information must be included.

https://cancer.jmir.org/2020/1/€15008 JMIR Cancer 2020 | vol. 6 | iss. 1 [e15008 | p.95

RenderX

(page number not for citation purposes)


http://dx.doi.org/10.1177/1460458218824734
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30732520&dopt=Abstract
http://www.jmir.org/2011/1/e7/
http://dx.doi.org/10.2196/jmir.1569
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21247864&dopt=Abstract
http://dx.doi.org/10.9734/bjmmr/2015/15309
http://europepmc.org/abstract/MED/28462329
http://dx.doi.org/10.1177/2333393616631678
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28462329&dopt=Abstract
http://dx.doi.org/10.1177/1043454206289756
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16766685&dopt=Abstract
http://dx.doi.org/10.1016/j.ijmedinf.2013.02.007
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23507561&dopt=Abstract
http://mhealth.jmir.org/2018/12/e11271/
http://dx.doi.org/10.2196/11271
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30522990&dopt=Abstract
https://cancer.jmir.org/2020/1/e15008
http://dx.doi.org/10.2196/15008
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31895046&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER Huberty et al

Original Paper

Cancer Patients’ and Survivors’ Perceptions of the Calm App:
Cross-Sectional Descriptive Study

Jennifer Huberty®, PhD; Megan Puzia?, MS; Ryan Eckert®, MS; Linda Larkey”, PhD

1College of Health Solutions, Arizona State University, Phoenix, AZ, United States

2Behavioral Research and Analytics, LLC, Salt Lake City, UT, United States

M ays Cancer Center, University of Texas Health MD Anderson, San Antonio, TX, United States
4College of Nursing and Health Innovation, Arizona State University, Phoenix, AZ, United States

Corresponding Author:
Jennifer Huberty, PhD
College of Health Solutions
Arizona State University
550 3rd St

Phoenix, AZ, 85004

United States

Phone: 1 6028272456
Email: jhuberty @asu.edu

Abstract

Background: Thereisaneed for tools to decrease cancer patients' and survivors' long-term symptom burden. Complementary
strategies, such as meditation, can accompany pharmacol ogic therapy to improve symptoms. Although support programs with
targeted content have wider reach, higher adherence, and greater impact, there are no consumer-based meditation apps designed
specifically for cancer.

Objective: This study aimed to gather information to advise the development of a cancer-specific meditation app in a small
convenience sample of cancer patients and survivors who currently use the Calm app.

Methods: Adult cancer patients and survivors who are Calm users (N=82) were recruited through the Daily Calm Facebook
page. Participants compl eted aWeb-based survey related to Calm app use and satisfaction, interest in and ideasfor a cancer-specific
Cam app, and demographic characteristics. Open-ended responses were inductively coded.

Results: Participants were aged between 18 and 72 years (mean 48.60 years, SD 15.20), mostly female (77/82, 94%), white
(65/79, 82%), and non-Hispanic (70/75, 93%), and reported using Calm at least 5 times per week (49/82, 60%). Although rates
of satisfaction with current Calm components were high (between 65/82, 79% and 51/81, 63%), only 49% (40/82) of participants
used guided meditations that they felt specifically helped with their cancer-related symptoms and survivorship, and 40% (33/82)
would prefer more cancer-related content, with guided meditations for cancer-specific anxieties (eg, fear of recurrence; n=15)
and coping with strong emotions (n=12) being the most common suggestions. A majority of participants (51/82, 62%) reported
that they would be interested in becoming a member of a Calm cancer community (eg, in-app discussion boards: 41/46, 89%;
and social media communities: 35/42, 83%). Almost half of the participants (37/82, 45%) reported that they would benefit from
featuresthat tracked symptomsin concurrence with app usage, but respondents were divided on whether this information should
be shared with health care providers through the app (49/82, 60% would share).

Conclusions: Responses suggest waysin which the current Calm app could be adapted to better fit cancer patients' and survivors
needs and preferences, including adding cancer-specific content, increasing the amount of content focusing on coping with strong
emotions, developing communities for Cam users who are cancer patients and survivors, and including features that track
cancer-related symptoms. Given differences in opinions about which features were desirable or would be useful, thereisa clear
need for future cancer-specific apps to be customizable (eg, ability to turn different features on or off). Although future research
should address these topics in larger, more diverse samples, these data will serve as a starting point for the development of
cancer-specific meditation apps and provide a framework for evaluating their effects.
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Introduction

Meditation and Cancer Symptoms

In 2018, approximately 1.7 million peoplewere diagnosed with
cancer in the United States[1]. Although therapeutic advances
have increased cancer survivorship rates from 49% to 69%, the
burden of long-term symptoms arising from cancer and cancer
therapy among patients and survivors, such as fatigue,
depression, pain, and sleep disturbance, is high [2,3]. Thereis
an urgent need for tools that are engaging and easily accessible
for cancer patients and survivors that can help to decrease this
burden [3]. The growing population of cancer patients and
survivors can benefit from complementary strategies to
accompany pharmacol ogi ¢ therapy and better manage symptoms

[4].

According to a systematic review of surveys conducted in 18
countries across Europe, North America, and Oceania,
meditation is the most common complementary strategy for
symptom management among cancer survivors[5]. Meditation
can be classified as a mindfulness-based strategy, comprising
purposeful focus on the present moment without judgment [6].
Findings indicate that mindfulness-based interventions can
improve mood, attitude toward one's ability to cope with pain,
fatigue, sleep disturbance, and anxiety related to cancer
symptoms [7]. These interventions are typically delivered
through in-person visits with trained providers, which can be
time consuming and costly [8-12]. Even programs that allow
at-home participation often involve regular meetings that can
be difficult to manage aongside fatigue and pain [13].
Simplifying access for cancer patients and survivors may
decrease symptom burden.

Smartphone-Based M editation

Smartphone-based meditation apps are aresourceful and novel
way of delivering meditation practicesfor symptom management
to cancer patientsand survivors[14]. Smartphone useisvirtualy
universal among cancer patients and survivors[15,16], and this
population reports willingness to use app-based guided
meditation [17]. A systematic review published in 2016 found
that there were 539 mabile apps related to oncology, 117 of
which were targeted toward patients, but few (<6%) were
explicitly supported by industry [18]. The use of mobile health
(mHealth) tools has been suggested as a means of increasing
the scalability of behavioral interventions, thereby allowing a
wider reach than possible with in-person interventions [19].
One study recommended Web-based mindful ness-based guided
meditation to provide an opportunity for participation in
meditation that is otherwise unavailable to many underserved
cancer patients and survivors [20].

Despite the growth and promise in using mobile appsto deliver
interventions, most empirically supported apps have been
developed by the investigator within the context of specific
research [21]. Generally, these research-specific apps are not
widely available or set up for planned commercial dissemination.

http://cancer.jmir.org/2020/1/€16926/

A focus on commercialy available apps with a broad client
base, adapted for specific cancer patients’ and survivors' needs,
may allow for easier dissemination. However, thereis alack of
evidence for using consumer-based mobile apps to improve
Symptoms in cancer patients.

A recent review found that there were approximately 150 mobile
apps for cancer patients and survivors offering mostly
educational content and information [22]. Only 5 apps that
targeted cancer patients and survivors included some form of
meditation content, and to our knowledge, none of them has
been empirically evaluated to support their potentia feasibility
or effects on cancer patientsand survivors[22-24]. A systematic
review by Jongerius et al [25] identified only 2 meditation
studies for cancer patients delivered via mobile apps, both
focusing on breast cancer patients. One study used a
consumer-based app, Headspace, but did not track app utilization
[26]. The other study was not specifically amobile app, instead
adapting Mindfulness-Based Stress Reduction for iPad delivery,
and was conducted only over 6 weeks without any follow-up

[27].

There are more than 500 mindfulness-based mobile apps
available to the consumer (eg, multiple types of meditation,
breathing exercises, music and sounds, and movement) [28-30].
Calm is the most popular health and fitness app in the United
States (more than 50 million downloads and 1.8 million
subscribers), with more than 100 guided meditations to teach
usersthe basics of meditation and how to incorporate meditation
into one's life, and aso includes hundreds of programs for
intermediate and advanced meditators[17,31]. The Seven Days
of Cam (ie, introductory course) introduces the user to
mindfulness meditation and meditation practices. Users aso
have accessto alibrary of meditation content, with 3- to 35-min
guided meditations addressing awide range of topics, including
coping with negative emotions, increasing compassion and
gratitude, and living in the present moment. Users also receive
anew 10-min guided meditation every day (ie, The Daily Calm).
Beyond basic guided meditations, Calm a so offers a variety of
other features, including relaxing, soothing music and nature
sounds (Calm music), narrated fictional storiesfor sleep (Sleep
Stories), breathing training exercises (Breathe Bubble), in-depth
audio series providing education about living mindfully (Calm
Masterclass), and video lessons on slow, mindful movement
routines (Calm Body).

Despitethe variety of content offered and abasisin scientifically
validated clinical stress reduction theories [32-34], Calm was
designed for the general population, not specifically targeted
for cancer patients and survivors. Research suggests that
programs targeted to specific patient groups have wider reach,
higher adherencerates, and greater impacts on health behaviors
[35,36]. The Center for eHedth Research and Disease
Management recommends that to improve the uptake of
electronic health (eHealth) on patient populations (eg, cancer),
the patient or user feedback should be incorporated to help
facilitate the development of interventions to be targeted for
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end users [37]. Targeting content and features in an app such
as Calm providesresearchersand clinicianswith an established
platform to disseminate smartphone-based meditation practices
to cancer patients and survivors. The large reach and
sustainability (ie, low cost, easy to access, and convenience to
use any time or place) of consumer-based apps, such as Calm,
may prove a viable and effective solution for patient and
survivor symptom management if adapted using patient
feedback. There is a need to explore cancer patients and
survivors' perceptions of consumer-based meditation apps and
use this information to inform future content and features,
making it possible for these apps to help improve the lives of
those afflicted by cancer.

This Study

The purpose of this study was to conduct formative research in
a small convenience sample of cancer patients and survivors
who use Calm to gather information (ie, perceptions,
satisfaction, and suggestions) to advise the development of
content and features that would better meet the needs and
preferences of thispopulation. Datafrom this study may inform
future design for consumer-based apps that want to target
specific populations and provide a framework for evaluating
their effects within those populations.

Methods

Ethics Approval

The Institutional Review Board at Arizona State University
(STUDY00010456) approved the study. All participants
provided electronic consent before participating in the survey.
The dataset generated or analyzed during the study is available
from the corresponding author upon request.

Study Design and Recruitment

This was a cross-sectional descriptive study. Participants were
recruited from August 1 to 12, 2019, using a post on the Calm
Facebook Community page asking users who had a past or
current cancer diagnosisto participatein asurvey. If interested,
potential participants were provided a link to complete an
eligibility screening confirming that they currently or previously
had a cancer diagnosis and their age. Eligibility criteria were
(2) having had acancer diagnosisand (2) aged 18 years or ol der.

http://cancer.jmir.org/2020/1/€16926/
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Those who were eligible were able to move on to the survey
questions (see Textbox 1). Before beginning the survey,
participants were informed that their partici pation was voluntary,
that they could stop the survey at any time, and that their
responses were anonymous and would only be reported in
aggregate. They were given the option to consent to participate
in the study by clicking to continue to the survey gquestions on
the next page.

Survey

The survey was developed by 3 doctoral-level researchers and
amaster's-level trained public health data analyst. The survey
was Web-based and delivered via Research Electronic Data
Capture (REDCap) and took approximately 15 minto complete.
All responses were anonymous. Participants completed 21
guestions developed by the research team to learn about usage
of and satisfaction with the current version of Calm, interest in
and ideas for a cancer-specific version of Calm, clinical and
cancer characteristics (ie, current treatment status, cancer stage,
type of cancer, and type of treatments received), and
demographic characteristics. Survey questions are listed in
Textbox 1; the complete survey, including response optionsfor
each question, is provided in Multimedia Appendix 1.

Statistical Analysis

Quantitative datawere analyzed using IBM SPSSversion 25.0.
Responses to open-ended questions were combined and
categorized by first reviewing all responses, and the categories
were developed inductively based on recurrent content within
responses, defined and named, and then applied to responses
[38]. Responses were individually coded by a master’'s-level
data analyst. To capture the breadth of participants feedback,
themes were specific and reflected verbatim from participants
responses. Responses that included content fitting multiple
categories were assigned to al relevant themes. For example,
referring to the types of new meditation content that could be
created specificaly for cancer patients and survivors that
responded “ Concentrating on gratitude and the positive things
in your life, and aso meditations dealing with anxiety when
scheduled for follow-up testing” would be coded as positive
focus, gratitude and acute worrying about treatment sessions,
scans, or appointments. Not al participants completed every
question; as such, the sample size differs across questions.
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Textbox 1. Survey questions.

Huberty et a

Calm usage characteristics
1. How often do you use Cam?

For each component of Calm, please rank your level of satisfaction.

How do you feel about Calm’s content overall?

Interest in Calm specifically for cancer

survivors?

o 0 o~ W

specifically?

feature?
8. Isthere anything else you would like to share with us?

Clinical characteristics
1.  When wereyou first diagnosed with cancer?
What specific type of cancer are or were you diagnosed with?

2
3. What stage is your cancer in currently?
4

(il) What treatment(s) are you currently receiving/did you receive?

Demographic characteristics

1. What isyour birthdate?

2. How would you describe yourself (with regard to race)?
3.  Doyouidentify as Hispanic or Latinx?

4.  What gender do you identify with the most?

Arethere any meditationsin Calm that have been or were specifically helpful for your cancer-related symptoms or cancer survivorship?

2
3
4. Arethere any meditations that were specifically not helpful for your cancer-related symptoms or cancer survivorship?
5

1. Would you be more likely to use Calm if it was specifically made for cancer patients and survivors (ie, Calm for Cancer)?

2. Do you believe there could be components of Calm, other than what is already available, that could be specific for cancer patients and cancer

How useful do you find (Mindfulness Reminders, Tracking, and Share your Stats)?
What tools could Calm provide that would be useful to you, specificaly related to having cancer or being a cancer survivor?
Calm currently has a Cam Community Facebook (FB) group. Are you a member of this group?

Would you be interested in being a member of a Calm Cancer Community or connecting with other cancer patients and cancer survivors,

7. If you could share your progress with managing symptoms (eg, fatigue, pain, and stress) with your doctor through Calm, would you use this

(i) Areyou currently in treatment for cancer or have you received cancer treatment in the past?

(iii) When did you start treatment or for how long did you receive treatment?

Results

Demographic Characteristics

A total of 82 Cam users with a current or past diagnosis of
cancer (ie, cancer patients and survivors) participated in the
survey. Participants were aged between 18 and 72 years (mean
age 48.60 years, SD 15.20). The magjority of respondents
identified as female (78/82, 94%), white (65/79, 82%), and
non-Hispanic (70/75, 93%; see Table 1).

http://cancer.jmir.org/2020/1/€16926/

RenderX

Multimedia Appendix 2 presentsinformation about participants
typesof cancer diagnoses and treatments received. Breast cancer
wasthe most common type of cancer (35/82, 43%). The average
age at diagnosis was 44.91 years (SD 4.78; minimum 18 and
maximum 69 years). Approximately half of the participants
(40/78, 51%) reported that their cancer wasin remission or that
they were cancer free. At thetime of the survey, approximately
one-third of the sample was receiving treatment for cancer
(29/82, 35%).
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Table 1. Demographic characteristics of the sample.
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Category

Value, n (%)

Race® (N=79)
White
Asian or Asian American
Black, African American, or Native African
Native Caribbean or Afro-Caribbean Islander
Biracia or multiracial
American Indian or Alaskan Native
Other
Ethnicity (N=75)
Non-Hispanic or Non-Latinx
Hispanic or Latinx
Gender (N=82)
Female

Mae

65 (82)
4(5)
3(4)
2(3
203
1(2)
3(4)

70 (93)
5(7)

77 (94)
5 (6)

8For race, participants were given the option of selecting multiple responses,

Usage of and Satisfaction With Calm’s Components

More than half of participants reported that they used Calm at
least five times per week (49/82, 58%), and rates of satisfaction
with Calm components were generally high (see Tables 2 and
3). The Daily Calm wasthe most popular component, with only
1 (1%) of 82 respondentsreporting that they did not useit. When
asked to rank their level of satisfaction, the Daily Calm aso
had the highest satisfaction rate, with 95% (78/82) of

Table 2. Participants' self-reported frequency of using Calm (N=82).

such that the total number of responses does not sum to 79.

respondents reporting that they were satisfied or very satisfied
with this component. Calm Body and Masterclasswere the least
used components, with 49% (38/78) and 44% (34/78) of
respondents, respectively, reporting that they did not use them.
Calm music had the lowest satisfaction rates, with 4 (5%) of 81
respondents reporting that they were either dissatisfied or very
dissatisfied, and an additiona 13 (16%) of respondentsreporting
that they were neither satisfied nor dissatisfied.

Frequency

Value, n (%)

Lessthan 1 time per week 5(6)
1-2 times per week 13 (16)
3-4 times per week 15 (18)
5 or more times per week 49 (60)

Table 3. Participants' satisfaction with current Calm components and content.
Component Very dissatisfied, n  Dissatisfied, n Neither satisfied nor ~ Satisfied, n  Very satisfied, | do not usethiscompo-

(%) (%) dissatisfied, n (%) (%) n (%) nent, n (%)

Daily Calm (N=82) 1(1) 0(0) 3(4) 24 (29) 54 (66) 1(D)
Meditations (N=82) 1(1) 0(0) 6 (7) 21 (26) 45 (55) 9(11)
Calm Music (N=81) 1(1) 3(4) 13 (16) 22 (27) 29 (36) 13 (16)
Sleep Stories (N=82) 1(2) 0(0) 5 (6) 26 (32) 31(38) 19 (23)
Breathe Bubble (N=79) 1 (1) 1(D) 6 (8) 13 (16) 27 (34) 31(39)
CamMasterclass(N=78) 1 (1) 0(0) 8(10) 16 (21) 19 (24) 34 (44)
Calm Body (N=78) 1(1) 0(0) 9(12) 16 (21) 14 (18) 38 (49)

Almost half (40/82, 49%) of the respondentsreported that there
were meditation options in Calm that were helpful for their
cancer-related symptoms or survivorship. When asked to

http://cancer.jmir.org/2020/1/€16926/

describe the meditation programs that were specifically helpful
and explain how they helped, participants reported that guided
meditation that focused on anxiety, gratitude, and stress were
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most helpful for cancer symptoms and survivorship (see Table
4). Participants reported that guided meditations about anxiety
and stress helped them to decrease reactivity in acutely stressful
or anxiety-provoking situations, such as before scans, doctor’s
appointments, or treatment sessions. They expressed that these
meditations helped them to notice their feelings (eg, worry and
pain) during these stressful moments and redirect their attention
to the present, focusing on their breath, which hel ped them feel

Huberty et a

more centered and grounded. Participants reported that guided
meditations about gratitude also helped them move their
attention away from their cancer and focus on positive things
in their lives right now. Several participants noted that guided
meditations about gratitude also helped them to appreciate the
difficulties of others and brought about a sense of peace,
reminding them that they are not alone.

Table 4. Participants' reports of guided meditation content specifically helpful for cancer-related symptoms or survivorship (N=40).

M editation content

Value, n

Anxiety

Gratitude

Stress

Letting go (eg, of fears and control)
Breathing meditation

Pain

Sleep meditation

Living in the moment

Grief

12

P P N W w0 o o

When asked to report whether participants enjoyed Calm’s
current content overall and if they would prefer that there was
more content related to cancer, 79% (65/82) of respondents
reported that they enjoyed Calm’s current content. However,
40% (33/82) of participants reported that they would prefer
additional cancer-related content, such astopicsrelated to being
a cancer patient (19/82, 23%), topics related to being a cancer
survivor (25/82, 30%), or other topicsrelated to cancer (22/82,

27%). Some of the participants who reported that they would
prefer other cancer-related topics provided a description of the
topicsthey would like to see (see Table 5). The most commonly
described topics were strong emotions that arise during or after
cancer (especialy fear, shock, uncertainty, and isolation) and
life after surviving cancer (eg, healing, trauma, and lifelong
worry).

Table 5. Descriptions of other cancer-related guided meditation content that participants would prefer for inclusion in Calm (N=22).

Meditation content

Value, n

Strong emotions during or after cancer

Life after cancer

Acceptance and letting go

Positive focus and gratitude

Chronicillness

Acute worrying about treatment sessions, scans, or appointments
Visualizations about staying strong (eg, mountain in a storm)
Bereavement

Narrators who are cancer patients and survivors

Cancer and pets

P P RPN ®W W NN OO

Interest in Cancer-Related Calm Content

More than one-third (31/82, 38%) of the participants reported
that they would be morelikely to use Camiif it were specifically
made for cancer patients and survivors, and 73% (60/82)
believed that there could be components of the app modified
specifically for cancer patients and survivors, beyond what is
currently offered. When asked about what kinds of meditation
content could be devel oped specifically for cancer patientsand
survivors, what they would like to see, and how it would be
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different from what is currently available, guided meditations
for cancer-specific worries or anxieties were the most common
suggestions (see Table 6). In particular, 7 participants shared
fear of cancer recurrence as an important topic. Other
cancer-specific worriesincluded waiting for scan results, going
into treatment or surgery, anxiety about potential side effects,
terminating treatment, and fear of death. After cancer-specific
worries, the next most common suggestion was guided
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meditations for dealing with strong emotions that arise during
cancer, especially fear and anxiety.

When asked what participants would like to see and how it
would be different from what is currently available on Calm,
the most common response was theinclusion of cancer-specific
content while maintaining the structure of the current Calm app

Huberty et a

(see Table 7). The second most common response wasto change
the emphasis of the app to focus more on topicsthat are relevant
to being acancer patient or survivor (eg, strong emotions, focus
on the present moment, and positivity) or to curate existing
Calm content to create cancer-relevant compilations within the
current app (eg, as a series or Masterclass).

Table 6. Participants’ suggestions for new guided meditation content for cancer patients and survivors (N=51).

Meditation content Value, n
Fears and anxieties specifically related to cancer 15
Managing difficult and strong emotions 12
Short guided meditations to use before or during treatment or scans 7
Similar to current content but specifically addressed to cancer patients and survivors 7
Hope for the future 7
Loving and knowing your body 7
Noninternally focused (eg, focus on surroundings, not on the breath or body) 7
Coping with side effects of cancer and treatment 5
Healing 5
Living in the present 5
Life after cancer 4
Interactions with others and accepting their reactions 4
Grief and mourning 4
Positive self-image 3
Visualizations 3
Remaining positive 2
Breathing 2
Movement and getting outdoors 2
Guilt 2
Trust 2
Table 7. Participants’ suggestions for cancer-specific guided meditation content and app components (N=30).

Meditation content Value, n
Including cancer-specific content 16
Emphasizing different topics (eg, strong negative emotions and focus on present) 9
Curating current Calm content into cancer-relevant series 7
Reformatting content (eg, shorter guided meditations and interactive components) 6
Including content that is more personal or personalized 5
Validation of differencesin cancer experiences 5
Content and format that reflects the chronological Cancer Journey 3
Including content related to pain management 3
Including spiritual content 2

Interest in Connecting With Other Cancer Patients
and Survivors

When asked if they would be interested in becoming a member
of aCalm cancer community or in connecting with other cancer
patients and survivorswho used Calm, a most two-thirds (51/82,
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62%) of participants agreed. Respondents who showed interest
were asked to select from alist of different forums or types of
communitiesin which they would be interested in participating.
Discussion boards (eg, blogs or chat rooms available through
the app) and communities on social media (eg, Facebook and
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Instagram) were the most popular suggestions, with 89% (41/46)
and 83% (35/42) of respondents reporting that they would be
interested in these types of communities, respectively. The
majority of these respondents showed interest in communities
integrated into the Calm app, such as group meditation programs
that allowed multiple usersto meditate at the sametime (33/47,
70%) and the ability to contact other users individualy via
app-based direct messaging (24/38, 63%).

When asked if they would be interested in other types of
communities, 6 (27%) of 22 respondents responded positively.
Of the 4 respondents who provided additional open-ended
descriptions of other types of potential communities that they
might be interested in joining, all expressed a desire for
communitieswith anarrower target audience. Specifically, they
proposed that there might be different communitiesfor different
types of cancer, such as communities focused on chronic pain;

Huberty et a

communities for friends, family members, and caregivers; and
communities specifically focused on staying positive.

Interest in Cancer-Related Toolsor Featuresto
Support App Engagement

Participants were asked about the usefulness of Calm’sin-app
tools designed to support user engagement (see Table 8).
Responses indicate that more than 80% of participants used the
tracking features and mindfulness reminders (15/82, 18%, and
16/81, 20%, reported that they did not use and pay attention to
the tracking features and the mindfulness reminders,
respectively), and more than half of the respondents reported
that these features were either mostly or very useful. Most
participants reported that they did not use or pay attention to
the Share your Stats feature (48/82, 59%), which allows users
to post meditation progress on socia media, and only 20%
(16/82) found this feature to be useful.

Table 8. Participants' reports of usefulness of in-app tools to support app engagement (N=82).

Tool Not at all useful, Mostly not useful, Sometimesuseful and Mostly useful, Very useful, n | do not use or pay atten-
n (%) n (%) sometimesnot, N (%)  n (%) (%) tion to thistool, n (%)

Tracking 2(2) 2(2) 10(12) 19 (23) 35 (43) 15 (18)

MindfulnessRe-  1(1) 1(1) 11 (13) 23(28) 31(398) 16 (20)

minders

Shareyour Stats 9 (11) 5(6) 5(6) 9(11 709 48 (59)

Participants were asked to select from a list of possible new
featuresto indicate which tools Calm could provide that would
be useful to them, specifically related to having cancer or being
acancer survivor (see Table 9). The most popular response was
creating acancer community within the Calm app (59/82, 72%),
followed by the sending of text messages via Calm with charts
or graphs that concurrently present data on their cancer-related
symptoms and Calm usage that week (37/82, 45%). There was
modest support for tools for tracking symptoms or Calm usage
exclusively or sharing symptom or usage reports with health
care providers.

Participants who selected Other tools were given the option to
describe additional toolsthat were not listed but might be useful
for cancer patients and survivors. A total of 3 respondents
expressed a desire for notifications with positive affirmations,
encouraging words, or inspirational quotes. Another participant
noted that it could be beneficial if toolsinwhich cancer patients
and survivors shared information with their health care providers
also allowed providers to respond with feedback. In addition,
3 respondents who were currently undergoing cancer treatment
expressed concern about receiving notificationswith information
about their cancer symptoms, suggesting that this would bring
additional, unnecessary attention to difficulties that they are
already highly aware of.

Table 9. Participants' reports about potential app-related tools specifically useful for cancer patients and survivors (N=82).

Tool

Reported helpful, n (%)

Calm Cancer Community (ie, engagement with others through the Calm app)
Weekly text messages with areport (ie, graph or chart) about your use of the app and how you are feeling (ie,

you track your cancer specific symptomsin Calm)

Daily text messages with feedback related to how you are feeling (ie, you track your cancer-specific symptoms

in Calm) with aweekly report (ie, graph or chart)
Share your weekly symptom report with your health care provider

Daily text messages with feedback related to the use of the app (ie, time spent using, etc)

Share your stats (ie, time spent using) with your health care provider

Other tools

59 (72)
37 (45)

27 (33)

21 (26)
17 (21)
14 (17)
6 (7)

Interest in Symptom-Tracking Features

When participants were specifically asked if they would use a
feature that allowed them to share progress with managing
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symptoms (eg, fatigue, pain, and stress) with their doctor using
the Calm app, 60% (49/82) reported that they would. Participants
who reported that they would use this feature shared their ideas
about how the feature would function (see Table 10).
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Respondents shared that the feature would allow them to
complete surveys about their cancer-related symptoms (eg,
before or after a meditation session, n=7) and to use an in-app
dashboard to create customizabl e reports about changesin their
symptoms and app usage (n=4), which they could generate and
then choose to share with their health care provider (n=12).

Huberty et a

Other individual s suggested that doctors could have more direct
access to their symptom information, within the app (n=2),
integrated into existing eHealth platforms within their health
care systems (n=3), or through regular (eg, weekly and monthly),
automatic emails that sent reports to providers (n=4).

Table 10. Participants’ ideas for symptom-tracking and symptom-sharing features (N=33).

Mechanism or ability

Value, n

User-generated reports to share with health care providers
Surveys about symptoms within the app
Regular reports automatically sent or emailed to health care providers

Dashboard to create customizable symptom and app usage tracking reports

In-app feature that allows personal contact with users' health care provider

Integration with existing electronic health platforms within users’ health care networks

Regular reports automatically sent or emailed to users

Feature allowing health care provider to directly access users' reports or data

N N WA A~ S~ N

Responses from participants who did not desire a feature
allowing them to share their symptoms with their health care
provider (33/82, 40%) indicated the primary reason was that it
was easier or preferable to discuss symptoms or progress in
person during visits (see Table 11). Othersfelt that this feature

was unnecessary, as they already had a system in place for
tracking their symptoms or had other means to easily contact
their health care provider if they needed to discuss their
symptoms.

Table 11. Reasons for not wanting to share symptoms with health care providers through Calm (N=23).

Reason

Value, n

Prefer to share symptoms with health care provider in person

Concerns about privacy or confidentiality

Already track symptoms with other methods or systems

Tracking and sharing symptoms is not relevant to current needs
Difficult or burdensome for self (eg, emotionally) or provider (eg, time)
Already satisfied with communication with health care provider

Not currently in treatment

PN W W W W

Discussion

Principal Findings

The purpose of this study was to conduct formative research in
a small convenience sample of cancer patients and survivors
who use Cam to gather information (ie, perceptions and
satisfaction) to advise the development of content and features
that would better meet the needs of this population. This was
the first study to assess perceptions of cancer patients and
survivorswho use aconsumer-based mobile app for meditation.
Data from this study may inform future design for
consumer-based appsthat target specific populationsand provide
a framework for evaluating their effects within those
populations.

Interest in Cancer-Related Calm Content

Participantswere highly satisfied with Calm and used the Daily
Cam most frequently with high satisfaction. Calm’s guided
meditations related to anxiety, gratitude, and stress were

http://cancer.jmir.org/2020/1/€16926/

considered to be the most helpful for cancer symptoms and
survivorship. However, half of the participants did not think
that the guided meditations were specifically helpful for their
cancer-related symptoms or survivorship, and 73% (60/82) felt
that there could be components of Calm modified to be more
specific to the experiences of cancer patients and survivors.
Suggestions for new content were mostly related to managing
difficult emotions and fears and anxieties related to cancer,
enduring fears of recurrence, and loving their bodiesduring and
after cancer. Participants were interested in being connected
with other Calm users who were cancer patients and survivors.
Importantly, having a support community within the Calm app
was overwhel mingly the most commonly suggested in-app tool
for supporting app engagement. Most participants wanted to
share their Calm use and the management of their symptoms
with their care providers, but some preferred to do so in person.

Cam content was well received by cancer patients and
survivors. Specificaly, participants appreciated the stress-,
anxiety-, and gratitude-related contents. Thisis likely because
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cancer-related stress often persists well beyond the disease's
diagnosis and treatment [39,40]. These stressorsinclude fear of
recurrence, limitations in physical function, and experiences
and recovery from major treatments (eg, chemotherapy and
radiation). Even transitioning out of treatment (eg, fewer medical
Visits) can cause stress because pati ents have more responsibility
in monitoring and managing their symptoms. At present, Calm
has 154 total pieces of content related to stress (98 pieces),
anxiety (113 pieces), and a combination of stress and anxiety
(57 pieces). Calm provides an easy way for cancer patients and
survivors to access content that can help them cope with stress
and anxiety. Other cancer-specific meditation mobile apps
should consider content related to stress and anxiety.

Gratitude or the ability to notice and appreciate the present
moment and the positive aspects of one’slife playsan important
role in cultivating and maintaining well-being [41]. Gratitude
has a so been shown to build resilience and to help individuals
copewith stressand anxiety [42]. For example, studiesin breast
cancer patients using Web-based gratitude interventions or
gratitude journaling have reported significant decreases in
death-related fear, fear of reoccurrence, improvementsin daily
psychological functioning, greater use of adaptive coping
strategies, and greater feelings of being supported by the people
around them compared with control groups [43,44]. Cam
currently has 57 pieces of content related to gratitude and may
aso be an effective way to manage cancer patient- and
survivor-related stressors [40,45].

Those who felt Calm could offer more cancer-related content
recommended guided meditations for coping with strong
emotions that arise during cancer (eg, fear, shock, uncertainty,
and isolation). In addition, respondents desired content
addressing the unique challenges of life after cancer (eg, healing,
trauma, and lifelong worry). There are few resources that have
been specifically designed to support cancer patients as they
transition out of cancer treatment or that specifically address
ongoing needs of posttreatment survivors (eg, fear of recurrence,
anxiety, impaired body image, fitting into their previous social
roles, and fatigue) [46-48]. A recent systematic review identified
10 studies that used mHealth apps (only 1 used meditation)
targeting breast cancer survivorship, concluding that there is
some promise for these mHealth apps for weight loss, reducing
stress, and improving the overall quality of life. More research
is needed to confirm the benefits of mobile apps for cancer
patients entering survivorship and the unique challenges
associated with this. The Calm app currently providesan easily
accessible platform from which both cancer patients and
survivors could access some content related to fears, yet these
are not cancer specific. Mobile apps for cancer patients and
survivors may want to consider content related to fears and
emotions associated with the transition from patient to survivor
and the potential long-term burden of cancer survivorship.

Interest in Connecting With Other Cancer Patients and
Survivors

It is not surprising that cancer patients and survivors using the
Calm app want to connect with other users. It is important to
note that the participants in this study were recruited on
Facebook, biasing their response to socia support. However,
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it isalso well known and documented that cancer patients and
survivorsturn to social support to gather resources and to assist
with the coping process, as they navigate their way through
cancer treatment and survivorship [49,50]. Participants in the
study cited that they wanted to have access to other cancer
patients and survivors through the app. Cancer patients and
survivors often turn to digital and social media—based support
groups[51]. Digital mediaprovide an attractive format through
which to access support groups because of the greater potential
for anonymity and the ability for the cancer patients and
survivors to meet social and emotional needs that may not be
met by friends and family who do not have cancer [49,50].
Preliminary work demonstrates the potential for the use of the
Calm app to improve a range of symptoms among cancer
patients and survivors (eg, sleep disturbance, fatigue, anxiety,
and depression) [17,31]. Currently, Calm offers support through
a Facebook page for users and alows users to share their
meditations stats on social media (eg, minutes of meditation
and days of meditation). Calm is a unique platform through
which the delivery of potentially effective complementary care
(ie, mindfulness meditation) and access to a support group for
cancer patientsand survivorsviasocial mediacould be achieved.
Mobile apps for cancer patients and survivors may want to
consider waysto include amechanism for social support among
users.

Interest in Symptom-Tracking Features

More than 80% (67/82) of participants indicated that they used
the meditation tracking components within the current Calm
app, and most reported that they found these features to be
useful. Approximately half of the participantsfelt that the ability
totrack cancer symptomsin concurrence with Calm usagewould
be helpful to them. In breast cancer patients, multiple studies
support the feasibility and acceptability of using mobile apps
to monitor symptoms related to sleep [52], daily functional
activity [53], and mental health [54]. In addition, studies of
cancer care providers' perceptions of mHealth apps and their
potential clinical applications suggest that providers believe
real-time outcome tracking is a promising utility, asit is often
difficult for patients to accurately recount changing symptom
tragjectories over time [23,55]. Future development of
cancer-specific mobile meditation apps should consider tracking
not only minutes and days of meditation but also self-perceived
symptoms over time (ie, stress, anxiety, and happiness) and
potential illustrations of how these are related to time spent in
meditation. This could be an effective strategy for hel ping cancer
patients and survivors, in particular, adhere to participating in
Calm long term.

Interestingly, there were divergent opinions about whether
symptom information collected through Calm be shared with
their health care providers, with approximately 60% (49/82) of
participants indicating that they would share information with
their health care providers and 40% (33/82) indicating that they
would not. Appsthat allow cancer patients and survivors away
to share information directly with health care providers are
limited. A recent review of mobile apps for cancer found that
29 of the 151 available apps included features that allowed
cancer patientsand survivorsto track symptoms (mainly fatigue,
pain, mood, nausea, and sleep), 21 included the ability to

JMIR Cancer 2020 | vol. 6 | iss. 1 |€16926 | p.105
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR CANCER

generate graphical summaries for personal use or to share with
health care providers (eg, through email or at doctor’s visits)
[22]. Only 4 apps alowed usersto log in and send messagesto
their health care team.

To our knowledge, there is little research on the effects of
patients or survivors tracking symptoms and sharing this
information with their providers (either in person or using an
app). A small study of cancer patients (N=9) reported that using
an mHealth app with the ability to access, monitor, and share
their health-related information (eg, access care-related
information and sharing information during visits) with
providersduring visitswas empowering [56]. However, studies
ng thefeasibility of tracking cancer symptomsviamobile
apps have not included information about sharing this
information with cancer care providers. Despite the potential
benefits of tracking and sharing cancer-related symptoms
through an app, health care providers have noted concerns about
the privacy, communication, and storage of sensitive patient
data [23,55]. Although mHealth technology may benefit users
by encouraging them to assume an activerolein managing their
health and allowing them to engage in a more collaborative
relationship with their providers [57], this adds complexity to
determining and understanding the ownership of patient records,
a role that has historically been held by the health care
institution. Changes in these roles give rise to questions about
which data should be shared and who should be responsiblefor
safeguarding these data [58]. In order for meditation apps to
incorporate features that connect cancer patients and survivors
to their health care team, both parties should feel confident in
the security and confidentiality of persona health information
[59] and understand the extent to which the privacy of these
data are and are not protected (eg, under Health Insurance
Portability and Accountability Act [HIPAA] rules) [60].

Limitations

The findings of this study should be interpreted in light of its
limitations. First, survey participants were recruited via the
Cam Facebook page. Owing to the fact that respondents were
already Calm users, satisfaction with Calm was likely higher
than would be observed in nonusers or users who were less
engaged. However, it is notable that a substantial number of
participants who were already satisfied with Calm agreed that
the app could include components that better address the needs
of cancer patients and survivors; this may highlight the broader
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appeal of a cancer-specific meditation app (eg, if individuals
who do not currently use Calm but may consider using it and
if it were specific to cancer). Future studies should also collect
additional data about the proposed features or components of
the current app that respondents were di ssatisfied with and their
reasonsfor dissatisfaction, asthisinformation will inform future
appsand potentially contribute to their long-term adherence. In
addition, survey respondents were already engaged with the
Calm community on social mediasuch that the desire to connect
with other Calm users may be higher than would be expected
in the overall user population. The generalizability of these
results may also be affected by the small sample size. To
increase the potential benefits of a cancer-specific meditation
app, questions about the desired features (eg, means of
connecting with other users) should befurther exploredinlarger,
more diverse samples of cancer patients and survivors. Future
research should also extend to others affected by cancer, such
as caregivers and health care providers, who may have unique
needs that could be addressed through a meditation app for
cancer.

Conclusions

Thiswas thefirst study to survey cancer patients and survivors
who use Calm and participate in Calm’'s Facebook group to
explore the desirability of a cancer-specific meditation app and
to collect information about the types of content and features
that would be most helpful for these users. Respondents felt
that the components, content, and toolsin the current Calm app
could be better tailored to meet the needs of cancer patientsand
survivors. There was a desire for content that addressed
cancer-specific anxieties (eg, scan anxiety and fear of
recurrence) and content that focused on coping with strong
emotions. Many patientsand survivorsindicated that they would
benefit from features that tracked cancer-related symptoms in
concurrence with app usage, but respondents were divided as
to whether this information could be shared with health care
providers through the app. This highlights the need for future
apps for cancer patients and survivors to be customizable such
that the users have the ability to turn different features on and
off. Although future research should address these topics in
larger, more diverse samples, these data may serve asastarting
point for the devel opment of meditation appsfor specific patient
groups and provide a framework for evaluating their effects
within the target populations.
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