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Abstract

Background: E-Learning programsand their corresponding devices areincreasingly employed to educate dental students during
their clinical training.

Objective: Recent progress made in the development of e-learning software as well as in hardware (computers, tablet PCs,
smartphones) caused us to more closely investigate into the habits of dental studentsin dealing with these learning techniques.

Methods: Denta students during their clinical training attended a survey compiled in cooperation with biostatisticians. The
guestionnaire probands were asked to complete based on previous surveys of similar subjects, allowing single aswell as multiple
answers. The data, which were obtained with respect to the learning devices students commonly employ, were compared with
their internet learning activities.

Results: The e-learning devices utilized are of heterogeneous brands. Each student has access to at least one hardware type
suitable for e-learning. All students held mobile devices, about 90 percent employed laptops, and about 60 percent possess
smartphones. Unexceptional all participants of the survey acknowledged an unlimited internet access. In contrast, only 16 percent
of students utilized tablet PCs. A detailed analysis of the survey outcome reveals that an increasing use of mobile devices (tablet
PC, smartphone) facilitates internet learning activities while at the same time utilization of computers (desktop, laptop) declines.

Conclusions: Dental students overwhelmingly accept e-learning during their clinical training. Students report outstanding
preconditionsto conduct e-learning as both their accessto hardware and to theinternet is excellent. Less satisfying isthe outcome
of our survey regarding the utilization of e-learning programs. Depending of the hardware employed only one-third to barely
one-half of students comprise learning programs.

(Med 2.0 2013;2(2):e6) doi:10.2196/med20.2767
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attraction for students at large [4,5], including those of dental

Introduction

The use of electronic devicesin dental medicine for patient care,
teaching, and learning, respectively, has been widely accepted
[1-3]. As consequence of this development it became evident
in recent years that internet-based learning increased its

http://www.medicine20.com/2013/2/e6/
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medicine[6,7]. However, utilization of these new mediadepends
on several criteria, specifically on the availabilty of aconvenient
hard and software aswell as accessto a high speed internet [8].
Inthis context authorsrepeatedly refer tothe Web 2.0 asabasic
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social software for a successful implementation of e-learning
[9].

The new generation of mobile phones and tablet personal
computers (PCs) appears to perfectly adapt to the general
framework of e-learning techniques presently available [10].
Taking account of these facts this investigation pursues two
major issues. First, we examined current e-learning activities
of dental students with reference to their use of specific
e-learning devices that are desktop computers, tablet PCs
(iPads), and smartphones, respectively. Second, probands were
also questioned regarding a preferred utilization of commonly
available teaching programs, which can possibly be linked to
special e-learning devices.

Methods

Dental students (n=141) in their second and third clinical
semester of the University Mainz were asked to attend an
optional survey, nobody refused. No student was excluded since
all of them met essential criteria such as mastering the German
language and complying with basic technological literacy
regarding the el ectronic devices here under discussion. Probands
were encouraged to request assistance in case they believe the
guestionnaire implies ambiguous issues. The participants were
invited to independently complete a machine-readable form
within 20 minutes. This procedure appears superior over online
surveys as an increased reliability of results may be expected
[11].

Table 1. Outline of the questionaire provided to students.

Schulz et al

The queries put emphasis on different domains of learning
preferences as well as on hardware devicesindividua students
had access to. The inquiry schedule aso considers previously
conducted surveys regarding the percentage of internet-based
learning [6], and allows single as well as multiple answers.
Table 1 displays an outline of the questionnaire the probands
were confronted with.

Further information was requested concerning the operation
systems (OS) the devices are equiped with (Table 1, question
4), as 2 OSs are mainly installed on hardware devices. That is
the OSintroduced by Apple (Applelnc., Cupertino, CA, USA)
for iPhones or iPads (i0S), and the Android OS provided by
Google (Google Inc., Mountain View, CA, USA). The market
sharefor the year 2012 in Germany of both OSsrevealsa 77%
rate for i0OS and 19% for Android OS [12]. Evaluation of
guestion 2, considers the quantity of studentsin relation to the
hardware (eg, tablet PCs, smartphones, |1aptops) each participant
utilizes. The obtained data were correlated with the
internet-based learning activities of the probands.

The questionnaire was compiled in cooperation with
biostatisticians of the Center for Quality-Management and
Development, Johannes Gutenberg University Mainz. These
experts also conducted the machine read-out and processing of
the completed questionnaires, employing the statistical analysis
programme SPSS 16.0 (Statistical Package Socia Sciences,
IBM Inc., Chicago. IL, USA). The survey analysis did not
differentiate between male and female participants as well as
of their degree of clinical education.

Question # Question

Do you have an Internet access from your home? If ,yes‘, which kind?

Define the percentage of your internet-based learning activity.

Which type of computer (desktop, notebook, netbook) are you utilizing?

Areyou mainly utilizing the university’s e-learning offers at home or where else?

1
2
3
4 Which kind of mobile device (tablet PC, smartphone) and operation system (OS) are you working with?
5
6

Which medium (iOS apps, Android apps, computer programs) are you deploying for learning activities?

Results

The study comprises 141 students during their clinical education,
42 maes and 99 females. The gender distribution roughly
matches the notification (10% variance) officially provided
[13]. Preliminary talks unveiled that each student participating
in the survey employed any e-learning device and owned at
least one device useful for e-learning activities. Analysis of the
survey confirmsthis statement, and detailsthat an overwhelming
number of probands (125/141, 89%) utilized laptops for
e-learning activities. Beyond that, all students reported an
unlimited Internet access. Furthermore, al studentshold mobile
devices, athough tablet PCs and smartphones employed for
e-learning can be assigned to only 75% (106/141) of probands.
Apparently, less than two-thirds (83./141, 59%) of students
guestioned own smartphones, and aminority (23/141, 16%) has
tablet PCsat one's disposal. Examining the deviceswith respect
totheir OS it appearsthat iOSs prevail. The overall conclusion

http://www.medicine20.com/2013/2/e6/

drawn from this data clearly demonstrates that at least with
respect to the hardware (e-devices) clinical dental students are
excellently equipped to accomplish e-learning requirements.

Internet-based learning activities are linked to specific e-learning
devices as detailed in Figure 1. Analyzing the utilization of
computers (PCs) for e-learning it became apparent that therange
of 21 — 40 % of internet-based learning activity of studentsis
linked to half (52%) of computers available. Interestingly, as
the internet learning activity increases (range 41 — 100 %), the
preference to utilize computers clearly declines. At the highest
level of e-learning efforts (81 — 100 %) less students made use
of computers (PCs). Noteworthy differences were observed to
use tablet PCs and smartphones for e-learning. The
documentation for tablet PCs (iOS Tablets) reveals that the
e-learning activity (range from 21 to 80 % activity) is related
to either 77 % tablet PCs equipped with iOS or to 100 % tablets
equipped with Android OS. Remarkably, those students
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conducting aimost entirely e-learning activities (81 — 100 %)
during their clinical education preferred iOS tablets and i0S
phones (27 %), only 8 % utilized PCs and Android phones.
However, tablet PCs carrying iOS are most popular for
internet-based learning activities. A break down of data
compiled for smartphones (Android phone, iOS phone) displays
some distinct differences when compared to the use of
computers or iOS tablets. Again, slightly more than one-third
of students performing e-learning activities (21 - 40 %) isusing
an i0S smartphone (39%). Smartphones equi pped with Android
OS are absolutely favored for e-learning. These devices are
employed to 91 % by students performing e-learning activities
in the range of 21 to 80 %. Our data do not allow to transfer
percentages of usersdirectly in an absolute number of probands
asindividual studentsutilize morethan 1 e-devicefor e-learning
activities. Thisisinferred from the number of students (n=141)
participating in the survey compared with the total of e-learning
devices students (n=234) employ (see Table 1).

Schulz et al

Utilization of e-learning programs is allocated to specific
hardware-types. Since e-learning hardware devices are without
exception highly sophisticated technical allround tools one
would not necessarily expect a preference of any type of device
for a specific e-learning program. From 121 students using
computers (PCs) for their e-learning activity, 37 % (n=5) took
advantage of learning programs. A different outcome holds for
tablet PCs. From students owning Tablet PCs equipped with
iOS only 54% (n=9) employed e-learning programs. Marginal
acceptance was found for tablets PCs furnished with Android
OS, and only 1 proband used an assigned learning program.
Datafor smartphones are divergent from computers and tabl ets.
Students employing iOS-smartphones about half of them (55%,
n=37) practice appropriate e-learning programs. From Android
smartphone usersonly 14 % (n=4) took advantage of e-learning
programs. To avoid an overinterpretation of the data presented
here we suggest that of all students questioned only one-third
regulary uses e-learning programs, regardless of the different
hard ware devices and OSs employed.

Figure 1. Activity of Internet based learning performance related to the internet devices PC, Android Phone, iOS Phone and iOS Tablet, respectively.
The number of students utilizing a specific device isindicated by “n”. The application of each device employed for learning activities varies between
students. This variation causes an alignment in 20 percent steps (see coloured boxes at the right). Thus, the absolute frequency is displayed in “grey”
(81 — 100%), the lowest frequency in “blue”’ (0 —20%). The actual number of students referring to the individual frequenciesis given for each Internet
device. This number directly relates to the variable size of coloured boxes and can be transferred in percentage (ordinate).
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The datacollected from 141 dental studentsrevedl that all utilize
at least 1 internet hardware device such as PC, smart phone or
tablet PC, and they have al unlimited access to the internet.
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The overwhelming part of probands (90%) employ |aptops for
e-learning, while only three-quarter of mobile device owners
use this hard-ware for e-learning activities. The more intense
students are engaged in e-learning, the more they use smart
phones and tablets PCs. Students performing almost exclusively
e-learning favour highly sophisticated e-learning hardware like
smart phones and tablet PCs equipped either with Android OS
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or with iOS. e-Learning programs are less popular. Most
students are operating PCs but only 30 % utilize e-learning
programs. The acceptance for e-learning software increases to
50 % as high-class devices (i0S equipped tablet PCs, Android
Phones) are employed.

This outcome of our survey conducted with 141 dental students
during their clinical education describes a current state of hard
and software employed for e-learning activities. Although the
wholeissueis subject to rapid devel opments, acomparison with
previous data [6] discloses a clearly increased application of
e-learning techniques. This holds both for the access to the
Internet and to the availability of hardware devices. The data
gathered here implicate that dental students overwhelmingly
favour PCs (laptops) for e-learning activities, which we relate
primarily to the formidable salesfigures of thisdevice. However,
atrend is apparent that the availability of more sophisticated
hardware, such as smart phones and tablet PCs equipped with
efficient OSs, promotesthe attractiveness of e-learning. In fact,
students highly engaged in e-learning (81 - 100 %) favour for
their effortshigh-class devices. In genera, thisview is supported
by our survey as the relative use of i0OS equipped tablet PCsis
increasingly employed for e-learning activities (range from 41
- 100%). A somewhat different result was obtained with respect
to smartphones. About half e-learning activities of student relates
to iOS smartphones. Smartphones equipped with Android OS
often exhibit enlarged screens as compared to i OS phones, and
this fact seems to attract students performing an intense
internet-based learning activity. Again, the reliability of this
result should be judged cautiously as the phone-purchasing
behavior of students may change rapidly with new applications
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not confined to e-learning matters. Despite these conjectures
we assume that high tech preconditions are most relevant to
improve clinical education of dental students.

Utilization of e-learning programs was found mostly accepted
by students owning iOS tablet PCs and iOS smartphones,
respectively. This finding contrasts data for tablet PCs and
smartphones equipped with Android OSs, exhibiting amoderate
use (about 20%) of learning programs. Unfortunately, the
responses obtained for tablet PCs is rather low impairing a
reliable interpretation. Rather convincing appear the results
regarding computers (desktop, laptop). About one third out of
141 students employslearning programsinstalled on computers.
Thissupportsthe notion and | et us suggest that affordable prices
and an easy accessto e-learning programsiseligibleto promote
their widespread dissemination. Regardless of the preferences
dental students exhibit for e-learning devices, the trend
continuous to an increased engagement in e-learning activities
linked to contemporary techniques [14].

Conclusions

Our survey confirms recent suggestions that dental students
increasingly accept e-learning offers. The essential preconditions
to perform these studies are excellent, since all students have
access to computers (desktop, laptop) and mobile e-learning
devices (tablet PC, smartphone), respectively. A trend to tablet
PCsand smartphones equipped with high performance operation
systems appears evident. While the survey participants are
overwhelmingly engaged in e-learning activities, only one-third
to half of students deploys e-learning programs. We conclude
that e-learning activities of dental students meanwhile represent
an intergral part of clinical training at the University Mainz.
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Abstract

Background: Since their inception, Twitter and related microblogging systems have provided arich source of information for
researchers and have attracted interest in their affordances and use. Since 2009 PubMed has included 123 journal articles on
medicine and Twitter, but no overview exists as to how the field uses Twitter in research.

Objective: This paper aims to identify published work relating to Twitter within the fields indexed by PubMed, and then to
classify it. This classification will provide a framework in which future researchers will be able to position their work, and to
provide an understanding of the current reach of research using Twitter in medical disciplines.

Methods: Paperson Twitter and related topics were identified and reviewed. The papers were then qualitatively classified based
on the paper’s title and abstract to determine their focus. The work that was Twitter focused was studied in detail to determine
what data, if any, it was based on, and from this a categorization of the data set size used in the studies was developed. Using
open coded content analysis additional important categories were also identified, relating to the primary methodology, domain,
and aspect.

Results: Asof 2012, PubMed comprises more than 21 million citations from biomedical literature, and from these a corpus of
134 potentially Twitter related papers were identified, eleven of which were subsequently found not to be relevant. There were
no papers prior to 2009 relating to microblogging, aterm first used in 2006. Of the remaining 123 papers which mentioned Twitter,
thirty were focused on Twitter (the others referring to it tangentially). The early Twitter focused papers introduced the topic and
highlighted the potential, not carrying out any form of data analysis. The majority of published papers used analytic techniques
to sort through thousands, if not millions, of individual tweets, often depending on automated tools to do so. Our analysis
demonstrates that researchers are starting to use knowledge discovery methods and data mining techniques to understand vast
guantities of tweets: the study of Twitter is becoming quantitative research.

Conclusions: Thiswork isto the best of our knowledge the first overview study of medical related research based on Twitter
and related microblogging. We have used 5 dimensions to categorize published medical related research on Twitter. This
classification provides a framework within which researchers studying development and use of Twitter within medical related
research, and those undertaking comparative studies of research, relating to Twitter in the area of medicine and beyond, can
position and ground their work.

(Med 2.0 2013;2(2):€2) doi:10.2196/med20.2269

KEYWORDS

Twitter messaging; Twitter messenging; information science; Twitter; microblogging; papers; classification, social network
systems
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Introduction

Sincetheir inception in 2006, Twitter and similar microblogging
systems have provided datafor research, with thefirst academic
paper on the subject appearing in 2007 [1]. Articles in the
popular news media highlight the potential of Twitter based
research to meet a number of goals ranging from measuring
public sentiment to spotting flu outbreaks [2]. However, there
has been littlework done beyond the headlinesin understanding
how or why people are using information gathered from Twitter
systems for research, particularly around specific topic areas.

The terms microblog and Twitter are both widely used by
authors, dating from the first paper on the subject [1]. Theterm
microblogging is defined as:

A variant of blogging which allows users to quickly
post short updates, providing an innovative
communication method that can be seen as a hybrid
of blogging, instant messaging, social networking
and status notifications. The word's origin suggests
that it shares the majority of elements with blogging,
therefore it can potentially be described using
blogging’s three key concepts: the contents are short
postings, these postings are kept together by a
common content author who controls publication,
and individual blog entries can be easily aggregated
together. [3,4]
Some writers hyphenate the term as “micro-blog” [5], while
other do not [6]. We follow the majority and use the
unhyphenated version, although while searching for papers on
the topic we utilized both. Twitter is usually defined in terms
as microblogging:

Twitter isa microblogging site, originally devel oped
for mobile phones, designed to let people post short,
140-character text updates or “ tweets’ to a network
of others. Twitter prompts users to answer the
question “What are you doing?’, creating a
constantly- updated timeline, or stream, of short
messages that range from humor and musings on life
to links and breaking news. Twitter has a directed
friendship model: participants choose Twitter
accounts to “ follow” in their stream, and they each
have their own group of “ followers’ . [7]

PubMed is a free Web literature search service developed and
maintained by the National Center for Biotechnology
Information (NCBI) [8]. Since 1996, PubMed gives access to
citation and abstracts of some 5400 biomedical journals covering
the fields of medicine, nursing, dentistry, veterinary medicine,
health care systems, and preclinical sciences. Theintended users
of PubMed are researchers, health care professionals, and the
genera public. For the intended users, PubMed serves as the
primary tool for electronically searching and retrieving
biomedical literature [9]. Fink [10] describes PubMed as “the
best site for published medical and health research”. PubMed
uses the Medica Subject Headings (MeSH) controlled
vocabulary to supplement searches. MeSH pre-dates PubMed
with itsoriginsin the 1960s as a set of catal og headings across
medicine composed by the US Nationa Library of Medicine
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[11]. Entriesto MeSH are regularly updated to match changes
in medicine and technol ogy.

In common with many other papers, we used the term Twitter
to encompass all microblogging systems. The work was not a
traditional literature review [10]. Instead, only papers indexed
by PubMed were considered and only those related to Twitter
were reviewed then classified.

This work will provide a framework with which researchers
studying Twitter related topics and their applicationsin medical
related areas will be able to position and ground their work. It
will provide a single point where current work on the medical
use of Twitter can be compared and contrasted. Additionally it
will help to understand the scope and reach of using PubMed
as a data source.

Our analysis showsthat Twitter related research can be classified
in avariety of ways: whether it is Twitter-focused or part of a
wider social media related study; whether it is based on data,
and if so, the quantity of data considered; the domain in which
the work is based; the methods used; and the aspect—or
characteristic—of Twitter considered. These dimensions of
classification provide a framework in which Twitter-related
medical research can be positioned and compared with other
work within the area and beyond.

Methods

Data Collection

Researchers normally identify papers on atopic in anumber of
different ways such as chaining from existing papers and
database searches[12,13]. There are many databases and search
engines available to researchers wanting to find papers on a
particular topic [10], some of which are freely available, while
others are available viaindividual or institutional subscription
[14]. Researchersin areas of emerging technologies sometimes
limit themselves to groups of publications [15], single journal
sources [16], or concentrate around conferences [17]. While
many studies do not indicate their identification method,
Cormode et a [18], for example, classify Twitter papers
providing examples of “first studies’ and the “next set of
papers’. Within this work we wanted to investigate the area of
Twitter based research in medicine, and for our data collection
to be replicable we chose to make a structured search of journal
articles.

Initial experimentation showed that for Google Scholar [19] the
searches either had to be limited to searching the article’s title
oritisfull text. Searcheslimited to articlestitle would not return
“OMG U got flu? Analysis of shared health messages for
bio-surveillance” [5] as it does not contain any words related
to Twitter. Full text searches returned articleswhich had “ share
thison Twitter” buttons on the page even though the article was
nothing to do with microblogging. Using our institutional
library’s facility to search freely available electronic resources
for papers relating to Twitter in the biomedical field, we
established that PubMed returned over 100 itemswhile BioMed
Central [20] returned around 20, and other databases returned
very few papers, and ailmost all were aready in the PubMed
list.
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Gold et al [21] faced a similar challenge when undertaking a
systematic examination of the use of social networking sitesfor
health promotion: from a systematic search of a range of
databases they originally found 204 academic papers but closer
investigation showed only one was relevant, a Web search
revealed over 80 million electronic resources and an unknown
number of social networking sites. Likewise Guse et al [22]
investigated the use of digital media to improve adolescent
sexual health searched a range of databases to identify 942
possible abstracts of which 10 met the inclusion criteria: while
they do not indicate which databases they found each paper in,
all the 10 studies can be found via PubMed.

It was determined for this study that a structured search using
PubMed would be used to identify papers in journals. While
this most certainly would not give an exhaustive list of papers
on Twitter it does mean that the search is repeatable, by other
researchers, allowing future studies to include papers added to
PubMed. Using subscription based services (such as Scopus)
would mean only some researchers could repeat the study
limiting its useful ness as a benchmark.

The data collection was made for the papers that were first
published between 2007 (the first year academic papers on
Twitter appeared) and 2011 (the last complete year before this
study); inclusive of papers available online as preprints ahead
of the print version (epubs).

During 2010, the terms “Twitter messenging” and “Twitter
messaging” were introduced into the MeSH controlled
vocabulary under the headings Internet and Blogging
respectively. Thereare no entriesrelating to the term microblog
or itsvariants, although blogging is present. Thereare currently
no papers within PubMed that are returned by searches on the
MeSH terms: “ Twitter messenging” or “ Twitter messaging”. It
should be noted that where papers have keywords, not indexed
by MeSH terms, PubMed does not store these and so it is not
possible to search PubMed for papers with keywords such as
“Twitter” or “microblog”. Therefore, the terms Twitter, Tweet,
Microblog, and Micro-blog were used as the basis for keyword
searching acrossall fieldsin PubMed, and then cross-referenced
and checked to remove spurious data. A total of 139 papers
were initially identified which had used terms from the query
in amedical context. Five of these were subsequently found to
be only included in the results because one of the author’'s
surnames or usernamesincluded “tweet”, and so a base corpus
of 134 papers was created.

Data Classification

Previous research [23] showed that a number of dimensions
could be identified and studied when Twitter-rel ated academic
papers and their abstracts are analyzed. These include:

1. Focus. Paperscan be predominantly about Twitter or related
microblogging such as the use of the Chinese microblog
site SinaWeibo [24], or they can be partially about Twitter
but predominantly about other things, for example
considering a number of different social networking sites
of which Twitter isjust one[25]. There are also unknowns
where apaper has no abstract. Additionally there are papers
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wheretheterm twitter is used with its conventional meaning
such as a noise made by birds.

2. Data. The data used in studies is varied, ranging from
observations of small samples, through questionnaires, to
collecting vast quantities of information viathe Twitter API
(aninterface that allowstechnically skilled usersto extract
data). The date of the study also impacts on the timeliness,
guantity and quality of data.

3. Domain. Studies are undertaken from anumber of different
standpoints and often within a domain or a group of
domains.

4. Method. Researchers use a variety of methodological
techniques when carrying out research into Twitter.

5. Aspect. The aspect or characteristic of Twitter considered.
Many studies concentrate on looking at the message
(tweets), while others study the user (tweeter), with smaller
numberslook at the underlying technology and how it can
be developed. A number of papers consider the concept of
Twitter without any detail of its use.

The overarching approach to classification was based on the
approach used in a study of research on micrablogging in
education [15], with independent coding and then discussion
until consensus was reached. For each paper in our corpus, the
focus was identified, based on close reading of the title and
abstract. Those papersidentified as Twitter-focused were subject
to aqualitative classification on thetitle, abstract and full paper
using open coded analysis to determine groupings for the data
used in thework described. Corbin and Strauss[26] have shown
how this methodology facilitates the breaking of corpora data
into delineated concepts aswell asfeaturing in grounded theory
[27] whereinitial and focused line by line coding produces|abel
variables from within the data itself. The approach has been
previously used successfully to classify Twitter posts [4]. The
grouping of method, domain and aspect was initially identified
from the paper’s title and abstract and verified by consulting
the full paper.

Results

Focus

Multimedia Appendix 1 summarizes the flow of selection of
papers from our base corpus of 134 papers. From this corpus
thirty [5,6,28-55] were Twitter-focused. The papers had a
significant proportion that was related to some aspect of
microblogging. For example Chew and Eysenbach [31] in their
paper entitled “ Pandemicsin the age of Twitter: content analysis
of Tweets during the 2009 HIN1 outbreak” study how Twitter
was used in relation to the spread of infection in a pandemic.

There were 57 corpora[21,56-111] that mentioned Twitter but
were primarily about another topic. For example
Turner-McGrievy and Tate[105] intheir paper, “ Tweets, Apps,
and Pods: Results of the 6-month Mobile Pounds Off Digitally
(Mobile POD) randomized weight-loss intervention among
adults’ study a combination of podcasts and other techniques
including using Twitter in relation to weight loss.

Out of 134 papers, 36 [112-147] had no abstract, for example
the article “Are you using Twitter for your next survey?’ by
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Pattillo [127]. Further investigation showed that thisis a news
article within the publication. Papers without abstracts are
therefore not considered in any further detail, given that they
were news reports rather than academic articles per se. News
stories have been shown to be rated differently by medical
professionals according to their authorship [148]. Wilson et al
[149] took asimilar decision to concentrate on academic papers
when reviewing papers related to Facebook, and highlighting
that while unpublished manuscripts, dissertations, position
papers, and popular press articles offer thoughtful insights, their
quality isvariable.

Out of 134 articles, there were 11 [150-160] not related to
microblogging, with 10 of these the term “twitter” being used
with original, non-microblogging meanings. For example “Why
do shrews twitter? Communication or simple echo-based
orientation” [156] is about the noise made by shrews.
Exceptional was a paper entitled “Plant twitter: ligands under
140 amino acids enforcing stomatal patterning” [159], as the
paper is not about microblogging but in the area of plant
research. The MeSH terms used to classify the paper support
this, but interestingly the only appearance of “twitter” isin the
title; a form of pun. These non-microblogging papers are not
considered in any further detail.

Table 1 shows the number of Twitter-focused papers and the
number of papers mentioning Twitter published each year
between 2007 and 2011, and compares them with the numbers
for genera journals[23], found by searching Scopus[161] and
Web of Science within Web of Knowledge [162]. Note there
were no such papers published in medical fields in 2007 and
2008, athough they were appearing in other disciplines. Since
2009 the number of papers hasincreased each year. Thisanalysis
suggests that although the use of Twitter in medical research
came later than in some other disciplines, itsuseisgrowing and
itsimportanceisincreasing astime progresses. Initia indications
for 2012 suggest that the number of papers published both in
the area of medicine and more generally will be greater than
the numbers published in 2011.

The 2 papers in the corpus published in 2009 [28,29] and 3/8
published in 2010 [30,32,36] discussed the merits of Twitter
and whether it should be used by medical professionals. The
study of Twitter content for medical related termswasfirst seen
within the corpus in 2010 papers [31,35], while genera
examination of terms was first presented in 2007 [1].

In the following we consider only the Twitter-focused papers
in medical related disciplines. Those papers that use Twitter or
other microblogs as a primary source and topic for research as
identified via PubMed. Multimedia Appendix 2 combines the
information presented in Tables 1-5 for all the Twitter-focused

papers.

Data

Across the papers a number of different types of data sources
were reported including surveys, user profiles, tweets (posts),
and individual words in tweets. The size of data set examined
ranged from small, with afew items, to large scale, with billions
of individual data points. Some papers were not based on data,
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particularly those early papersthat wereintroducing the concept
of Twitter.

For some papers the abstracts indicated the data studied, for
examplein apaper “Use of Twitter to encourage interaction in
amulti-campus pharmacy management course” [41] the abstract
includes the following:

More than eighteen hundred tweets were made by
students, guests, and the instructor... One hundred
thirty-one students completed an optional evaluation
survey. [41]
Indicating the type of data and quantities, the full paper shows
that the students posted 1775 tweets over 6 days, as well as
indicating the use by other participants. The Twitter data was
collected by graduate teaching assistants using a Twitter list in
preference to hashtags, which the students are reported to have
found cumbersome. In other papers, the abstract provides only
partial information about the dataset. For example in a paper
“Social media & stem cell science: examining the discourse’
[38], the abstract indicates that Twitter posts are analyzed. But
the full paper needs to be consulted to identify that the
researchers used TweetDeck to collect 2 sets of tweets, one
group of 35 using the term “ DeGette” over a6 day period, and
a group of 50 using “trachea stem cells’ over a 4 day period.
Similarly, the paper “Diurna and seasonal mood vary with
work, deep, and day length across diverse cultures’ [43]
indicates in the abstract that millions of Twitter messages are
considered, the full paper provides more details:

Using Twitter.com's data access protocol, we
collected up to 400 public messages from each user
in the sample, excluding users with fewer than 25
messages. The resulting corpus contained about 2.4
million individuals from across the globe and 509
million messages authored between February 2008
and January 2010. [43]

The paper “Implementing Twitter in a health sciences library”
[32] isareport on the establishing of a Twitter presence by the
communications team within thelibrary. The work is not based
on data although in the eval uation section the authors do report
on the number of followers (66) the account has gathered and
classifying these in relationship to the library.

Stratifying acrossthe different descriptions of dataweidentified
4 categories which can be used to describe the datasets used to
study Twitter in amedical context.

1. Large. Studieslooking at vast amounts of data that would
require ateam of researchers and the use of automated tools
if the dataisto be analyzed in atimely manner. Typically
considering over amillion tweets and/or amillion accounts.
Theterm “big data’ is often used to describe the quantity
of datain such studies

2. Medium. Studies using quantities of data that could
realistically be analyzed manually by adedicated researcher
or a small team with limited tool support. Typically
considering thousands of tweets or accounts.

3. Small. The data handled could be reasonably handled by a
researcher alongside other tasks. Typically considering
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surveys, groups, tweets, and user profiles, with up to a
thousand items.

4. Not data based. Papers not based on data collection and
analysis.

Table 2 shows the categorization of data in the Twitter related
papers by year published. The early papers (2009 and 2010)
were predominantly not based on data, typically explaining the
affordances of Twitter. In 2011 all papers had a data element,
while there were a range of papers using large, medium, and
small scale datasets. Thereisanincreasein large scale analysis
of Twitter from 1 study in 2010 to 6 in 2011, indicating that
computational analysis of large scale datasets of Twitter data
are becoming more common.

Domain

All the papersin this study are from PubMed and so the broad
domain is medical, however the researchers have a number of
different standpoints. Consideration was given to the selection
of domains from sub-area and disciplines of medicines, but
typicaly thereare only afew papersin each sub-area, see Table
3.

Table 1. Number of Twitter related papers published per year.

Williams et al

Based on an analysis of the contents of full papers we have
identified the following broader topic, or domain, areas. Some
papers are allocated to more than one of these domains:

« Academic. Seven papers in total [30,32,34,37,40,41,48]
have an academic perspective ranging through education
for professions, libraries, and scholarly publications, to an
experimental use of Twitter with groups of students.

«  General Communication. Fourteen papers
[5,6,31,35,39,43-46,50-54] examine the general Twitter
interface, and do not in any ways select individuals. These
include all the papers which analyze large scale datasets.

« Medical Professional Communication. Nine papers
[32,33,36,38,40,42,47,48,55] consider use by professionals
within an area, both among themselves and with patients,
as well as one way communication to the more general
public (including marketing).

«  Targeted Communication. Two papers[38,49] involve other
identifiable groups not related to medical professionals.
one was an analysis of accounts that were identified as
related to quitting smoking [49].

«  Guides. Four of the papers[28-30,36] arewritten primarily
as guides: al of these concentrated on explaining the
concept and purpose of Twitter.

Year Mentions Twitter (Medical) ~ Twitter-focused (Medical) Mentions Twitter (General)  Twitter-focused (General)

2007 0 0 3 3

2008 0 0 12 8

2009 6 2 70 36

2010 18 8 217 210

2011 33 20 248 320
Table 2. Data categorization of Twitter papers by year.

Year Large Medium Small Not data based

2009 2

2010 1 1 2 4

2011 6 7 7
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Table 3. Sub-areas and number of papers.

Williams et al

Sub-area

Number of papers

Psychology
Genera

Influenza
Neurology
Pharmacy
Administration
Happiness
Nursing
Dentistry

Health education
Information science
Natural science
Orthopaedics
Sociology

P P PP R, P NN DN OOww s~ O

Methods and Aspects

Initially, the papers titles and abstracts were read to try to
identify the methodological approach use by the researchers.
For the papers with structured abstracts and some others this
clearly indicated the approach taken. For example a paper
entitted “'What's happening? A content analysis of
concussion-related traffic on Twitter” [54] clearly used acontent
analysis approach. Following thisinitial pass, al papers were
examined for detail s of methods used. An open coding approach
was used to capture the diversity of approaches. This resulted
in across the 30 papers 53 methods identified, and not all of
which were distinct, see Table 4.

These methods were then stratified into 3 broad categories:

1. Analytic. Where the researchers had performed some type
of analysis, which may be quantitative or qualitative.
Sometimesthese methods are supported by existing or new
techniques from artificial intelligence, mathematics and
statistics to facilitate knowledge discovery and mining of
information. Many of the papers use the techniques of
content analysis: for example in “Pandemics in the age of
Twitter: content analysis of Tweets during the 2009 HIN1
outbreak” [31], while in “OMG U got flu? Analysis of
shared health messages for bio-surveillance” [5] machine
learning techniques are used alongside content analysis.
Social network analysis is used in the paper “Modeling
users activity on twitter networks: validation of Dunbar's
number” [44] to extract and analyze 25 million
conversations from some 380 million tweets.

2. Design and Devel opment. Where systems are proposed or
built, to interact with Twitter, such systems are often
demonstrators used by the authorswithin their own context.
For example, in a paper entitled, “A new support system
using a mobile device (smartphone) for diagnostic image
display and treatment of stroke” [55], the method of the
work is presented asthe creation of acommunication system
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that was piloted in the author’ s hospital, the system includes
the capability to tweet to other professionals. While in
“Machine intelligence for health information: capturing
concepts and trends in social media via query expansion”
[52], the authors develop information retrieval techniques
to facilitate working with their Twitter corpus, and in “A
visua backchannel for large-scale events’ [33] they describe
a system they have developed and trials that allows the
tweets related to an event to be presented graphically.s

3. Examination. Where the authors had undertaken review
and survey type works, including approaches such as: case
studies, categorizations, essays, ethnographic studies,
interviews, and investigation. For example in a paper
entitled, “ Twitter as a communication tool for orthopedic
surgery” [42], they identified, categorized, and reviewed
Twitter profiles of over 400 orthopedic professionals. While
in a paper entitted “Should you be tweeting?’ [28],
interviews with scientists who use Twitter are presented.
This paper would itself be classed as an examination paper.

Alongside the methods the aspect of Twitter primarily
considered in research was identified according to the 4
categories:

1. The messages (tweets).

The users (tweeter).

The underlying technology and how it can be devel oped.
The concept of Twitter without any detail of its use.

AW

For all medical related papers it was possible to identify a
primary method and primary aspect considered by the
researchers and these are summarized in Table 5. Some papers
also were identified as having secondary aspects, as shown in
Multimedia Appendix 2.

It is interesting to note that the majority of the papers report
research using analytic methods, and the majority of this group
look at the contents of the tweets sent, rather than the users. The
6 papers using examination methods such asreviews considering
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the concept of Twitter are the same as the 6 papersin Table 2
that are not based on data. A similar classification of genera
papers [23] identified proportionally many more papers using
the design and development methods. The general papers 154

Table 4. Methodological approachesinitially identified.

Williams et al

of thetotal 575 papers primarily using adesign and devel opment
method on the message aspect. None of the PubMed papers
took this approach. Otherwise the PubMed papers do have a
similar spread to the general papers.

Methods identified

Number of papers

Content analysis
Review

Survey

Experimental

Graph
Machineintelligence
Mined

Statistical

System development
System implementation
Algorithmic

Andysis

Automation
Classification
Classification analysis
Comparative analysis
Correlation analysis
Evaluation
Examination
Investigation
Mathematical

Model

Normalisation
Qualitative
Simulation

Statistics

System design

Text analysis

Text mining

12
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Table 5. Number of papers with primary method and aspect.

Message User Technology Concept Total
Analytic 11 5 0 0 16
Design and devel opment 0 0 4 2 6
Examination 1 1 0 6 8
Total 12 6 4 8
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Discussion

Principal Results

Across PubMed 123 papers were identified that were Twitter
related; thisisavery tiny proportion of the more than 21 million
citations held in the database. The first papers indexed by
PubMed were published in 2009, 3 years after the launch of
Twitter and 2 years after the first Twitter papers appeared in
other disciplines. The early Twitter focused papers introduced
the topic and highlighted the potential, not carrying out any
form of data analysis. However subsequent studies analyzed
quantities of Twitter data and one of the principal findings of
this study is the size of studies that are now possible based on
Twitter in the medical field. The first of the large studies of
over amillion pieces of data was published in November 2010
[31]. Researchers are now reporting collecting billions of items
of data over almost 3 years [6]. Collecting large quantities of
datais challenging, as explained,

Our research material of tweets was gathered by
using the Twitter4J ... an open-source Java library
for the Twitter Application Programming Interface
(API). Thetweetswere stored locally as Twitter limits
online search to one week. This strategy allowed an
increased sample size improving the likelihood of
detecting trends. Twitter API provided approximately
one per cent of all real-time tweets. Our tweet corpus
included English tweets over fourteen days. The data
was gathered during 4 Jan 2011 at 13:36-20:10 EST
with 300,000 tweets and 582,975 words. [52]

The Edinburgh Twitter corpus of 97 million tweets was used
in one paper [5], however that corpusisno longer available due
changes to Twitter’s current terms and conditions [163]. This
means researchers are no longer able to share corpuses of
Twitter dataand so the handling of large sets of dataneed teams
to include the expertise and capacity to extract, store and
manipulate large quantities of information. Teams also need to
be aware of limitations placed by Twitter on devel oper’s access
to Twitter data and the possibilities of changes during the
lifetime of a project. Likewise the methods for understanding
the data collected are moving on from what can be undertaken
by lone researchers using qualitative approaches, and while the
methods used are still broadly analytic they are using techniques
from knowledge discovery and mining of information [40].

Limitations

Limiting the papers examined in this study to those indexed in
PubMed between 2007 and 2011 means that there is a body of
work published since the start of 2012 that is not considered.
While PubMed indexes some 5400 journals there are journals
not indexed, including those not in English. A lot of papers
published on the subject of Twitter are in conference
proceedings. For instance, the Scopus database [161] returns
approximately twice as many conference papers as journal
papers on the subject (across al fields not just medicine), and
there are many conferencesthat are not indexed. Over and above
papers there are many blog posts reporting medical use of
Twitter. For example, Bottles [164] describes his persona use
of Twitter, and Neylon [165] discusses links shared by nurses.
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However there is no reliable way of identifying all such posts,
nor is it possible to guarantee the posts will remain available.
The selection of a single data source does mean that the study
isreproducible, and based on published, peer-reviewed research
rather than accounts and reflections by individuals. Future
comparison can be done on a year by year basis to trace the
changing use of Twitter in the medical domain.

Searching on the MeSH terms did not prove useful in
highlighting relevant papers. Given the terms *“Twitter
messaging” and Twitter messenging” were only added to the
vocabulary during 2010 thisis not totally surprising, although
we did expect to see some use of these termsin the most recent
publications. This indicates that the MeSH vocabulary system
isnot being adequately used by authors and publicationswriting
about Twitter, which is problematic given that it is the only
faceted search available in PubMed.

Theword “twitter” issometimes used in medical related research
with its original meaning. Papers that did this were discounted
from this study. Potentially papers may beincorrectly excluded,
for example a paper that related both patients with twitters and
who used microblogging. We do not believe this was the case
in the papers considered here but it is certainly a potential
limitation with the approach.

Given that this paper coversonly thefirst few years of academic
research in the area of Twitter, it is likely that some of the
approaches reported upon are fledgling and that over the next
years the methods applied will reach a degree of maturity that
will impact on the broad methodol ogical classification presented
here.

Analysis of Papers Findings

The papersreviewed and categorized here were diversein their
finding and conclusions. Of the findings many were closely
linked to the domain of study rather than the use of Twitter or
social media in general. For example, the findings and
conclusions of Golder and Macy [43] al relate to mood change
and day patterns. There was no discussion as to the use of
Twitter as a source of data.

In the papers in the domain of professional communications,
where usually papers concentrate on the concept of Twitter,
rather than findings extrapol ated from Twitter data, the approach
was usually a review or other method classified above as
examination. Thesetended to concludethat they had introduced
Twitter and highlighted its potential. Although some were less
enthusiastic.

Despite the growing popularity of social media across
multiple disciplines, the majority of pharmacy
preceptors surveyed were not willing to use these
venues in professional practice. [47]
Papers looking at medium and large data sets often included
indications that their work illustrated the potential for studies
in medical related area to use Twitter and other socia media
data.

The study adds to evidence supporting a high degree
of correlation between pre-diagnostic social media
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signals and diagnostic influenza case data, pointing
the way towards low cost sensor networks. [5]

Also among these studies authors indicate that the abundance
of datawill change the way in which researchers approach their
studies[6].

Conclusions

Thiswork isto the best of our knowledge the first broad study
of medical related research based on Twitter and related
microblogging. We haveidentified that medical related research
in this areawas first published in 2009 and that the number of
papers has increased in both the following years.

From the some 5400 journals indexed by PubMed, we have
identified thirty papersthat focus on Twitter and 57 that mention
it. There are also a number of papersin which the term twitter
is used with its original meaning and not at all related to
microblogging. There are some papers indexed that appear to
relate to Twitter but do not have abstracts further investigations
shows these to be editorial or news type items as opposed to
academic oriented papers. Further work will need to be
undertaken to identify and classify work beyond the academic
papersindexed by PubMed, thiswould include diverse sources
such as book chapters, conference proceedings, and blog posts.

While the early Twitter-focused papers were predominantly
introductory explaining to the readership what Twitter was about
and considering its potential, we are now seeing work reported
were researchers have examined large quantities of Twitter data,
using these large data sets to obtain better understanding of
topics within medicine. We have classified this usage of data
into 4 categories: large, medium, small, and no data. Thisaccess
to large amount of data stemming from individual tweets
coupled with metadata of location, time of day, networks of
followers holds potential for many future studies building on
existing work such as identification of the spread of infectious
diseases but it has also potentia for the identification of
previously impossible studies based on personal thoughts put
into a public space. While most studies use methods that can
be broadly classed as analytic, the large quantities of datamean
that analysistechniquesthat facilitate knowledge discovery and
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mining of information are starting to be used. As the number
of research papers grows, the dimension of domain will need
to be revisited as other stratifications may become possible.

The results presented here will provide researchers with an
insight into the medical domain and Twitter use, where there
is work in related sub-areas that can be used to inform new
studies and those that have till to be studied rigorously. The
large datastudiesthat have completed certainly haveinformation
on techniques for data collection and method for analysis that
will be useful in other domains. Identifying areaswhere further
research is needed is difficult, but we would suggest that the
following are neglected areas within the realms of twitter and
medicine:

- Outreach and investigating the reach and scope of Twitter
messages. Although Prochaskaet al [49] have reviewed the
content of accounts related to Quitting Smoking, none of
the studies have investigated the reach of such accounts, or
the best ways to use them.

- Public engagement. While Adams et a [38] have
investigated what is said about their subjects, there are no
investigations where discussion is invited or prompted
surrounding medical areas.

- Legal and ethical issues. While a number of papers
(particularly the early ones[28,29]) discussthe general use
there are no academic studies of the ethical issues of
medical professionalsusing Twitter, nor any detailed studies
of the legal implications of using Twitter in a medical
context.

This study provides a framework within which researchers
studying the development and use of Twitter within medical
related research will be able to position their work and against
those undertaking comparative studies of research relating to
Twitter in the area of medicine and beyond will be able to
ground their work. We have provided an analysis of the useand
usefulness of microblogging within medical fields at a time
when social media is being increasingly used for research
purposes across many domain and in a reproducible manner,
which can be built upon in future as more studies are published.

We are grateful to Anne Welsh, UCL Department of Information Studies, for her advice on the selection of databases. The
anonymous reviewers provided val uable suggestions that improved the paper.
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Abstract

Background: Whilethereisan abundance of evidence-based practice (EBP) recommendations guiding management of various
chronic diseases, evidence suggesting best practice for using social mediato improve health outcomes isinadequate. The variety
of social media platforms, multiple potential uses, inconsistent definitions, and paucity of rigorous studies, make it difficult to
measure health outcomes reliably in chronic disease management. Most published investigations report on an earlier generation
of onlinetools, which are not as user-centered, participatory, engaging, or collaborative, and thus may work differently for health
self-management.

Objective: The challenge to establish a sound evidence base for social media use in chronic disease starts with the need to
define criteria and methods to generate and evaluate evidence. The authors' key objective isto develop aframework for research
and practice that addresses this challenge.

Methods: This paper forms part of a larger research project that presents a conceptual framework of how evidence of health
outcomes can be generated from social media use, allowing socia media to be utilized in chronic disease management more
effectively. Using mixed methods incorporating a qualitetive literature review, a survey and a pilot intervention, the research
closely examines the therapeutic affordances of social media, people with chronic pain (PWCP) as a subset of chronic disease
management, valid outcome measurement of patient-reported (health) outcomes (PRO), the individual needs of people living
with chronic disease, and finally trandlation of the combined results to improve evidence-based decision making about social
media use in this context.

Results: Extensive review highlights various affordances of social media that may prove valuable to understanding social
media’s effect on individual health outcomes. However, without standardized PRO instruments, we are unable to definitively
investigate these effects. The proposed framework that we offer outlines how therapeutic affordances of social media coupled
with valid and reliable PRO measurement may be used to generate evidence of improvements in health outcomes, as well as
guide evidence-based decision making in the future about social media use as part of chronic disease self-management.

Conclusions: The results will (1) inform aframework for conducting research into health outcomes from social media usein
chronic disease, as well as support transating the findings into evidence of improved health outcomes, and (2) inform a set of
recommendations for evidence-based decision making about social media use as part of chronic disease self-management. These
outcomes will fill agap in the knowledge and resources avail able to individuals managing a chronic disease, their clinicians and
other researchersin chronic disease and the field of medicine 2.0.

(Med 2.0 2013;2(2):€3) doi:10.2196/med20.2717
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Introduction

Overview

Presently, no rigorous frameworks exist informing how to
generate evidence of improved health outcomes from social
media use in chronic disease management based on robust
research design. We wish to address this problem. The work
presented in this paper ispart of alarger research project, which
has two aims. First, on atheoretical level it aimsto develop a
framework for generating evidence of improved health outcomes
from sociad media use as part of chronic disease
sdlf-management. Second, on apractical level it aimsto produce
a series of recommendations for clinicians suggesting
evidence-based decision making about social media use in the
same setting (ie, best practice for using social media). We also
recoghize the shortcomings of much of the research in this
domain. Namely, there is a failure to discuss and unpack
fundamentals within the research context. In the case of this
research, addressing the above study aims requires careful
consideration of the following key concepts: socia media,
evidence-based practice (EBP), affordances, and patient-reported
outcomes (PRO). They will be outlined and described in more
detail.

Background

Social Media in Chronic Disease Management

Attempts to ratify definitions of social media remain
problematic, partly because agreements reman elusive.
However, the underlying principles of communication,
participation, collaboration and user-centeredness are
commonalities[1]. Social mediaare essentially the servicesthat
foster the af orementioned activities and examples of platforms
include: social network sites (SNS), blogs, wikis, and video
sharing servicesto nameafew [2,3]. Intheir current form, they
may be seen as more highly evolved relatives of Internet 1.0
applications, displaying high socia functionality and interaction
[4]. 1.0 Internet applications can be seen in simple email and
basic websites designed essentially for sourcing information,
not creation and sharing [4].

People dedling with chronic disease are increasingly
communicating their health concerns online, with poorer health
status, stigmatization, isolation, and disconnection outlined as
major reasons[5]. Social mediahave created new opportunities
for management, not only for the way in which patients
self-manage their conditions but also for clinicians who treat
them [5]. These platforms allow patients to choose how they
share and receive health information, creating a greater
user-centric, engaged, and collaborative experience [6].

Evidence-Based Practice

Despite the apparent infiltration of the social Web into chronic
disease management, there is a challenge for clinicians who
wish to use socia media in patient management within an
evidence-based practice (EBP) framework. The challenge is
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establishing robust recommendationsfor their use based on best
available evidence, while also taking into consideration both
clinician expertise and patient preferences [7,8]. We therefore
pose the question: How can social mediausein chronic disease
be approached in a more evidence-based manner?

EBP refersto providing the most effective care to patients based
on the best available evidence [7,8]. While this seems
self-explanatory, in practice implementing EBP is not always
so simple. Traditionally EBP requires clinicians to have the
necessary skills, time and effort to sort through research and
implement it with their patients. These factors are one possible
reason that EBP is not always adhered to clinically [7].

A four-step process [7] suggests that to improve clinician
adherence to EBP, the clinician: asks an answerable question
about the problem, finds best evidence for management,
critically appraisesthe evidence and integratesit with the unique
needs of the patient in mind. However, in order to do this and
satisfy EBP principles, a further set of steps [7] outlines that
clinicians need to: be aware of valid evidence, accept the
evidence to change practice preferences, correctly apply the
evidence, have the necessary tools and resources available to
do so, act upon the evidence, inform and agree upon treatment
with the patient and have patients adhereto the course of action.

This conventional approach to EBP provides the scope for the
current research and is applicableto how social mediain clinical
practice may be considered. As highlighted above,
evidence-based decision making about social media use in
chronic disease to improve health outcomes al so relies not only
on an efficient set of processes but on the best available
information and guidance being available to clinicians,
researchers and patients to make informed decisions [8].
However, the current problem faced with social media use is
the relative paucity of high quality literature definitively
examining its use in chronic disease management, specifically
regarding their effectiveness to improve health outcomes and,
thereforelack of research to reliably inform these decisions[9].
One might argue that our knowledge of social media use in
chronic disease does not support EBP and needs further
refinement.

Offline approaches to chronic disease management have been
commonly “unidirectional”. This meansthey have emphasized
clinical research findings above all else, suggesting research
should inform clinical practice [8]. However, advancementsin
technology have caused such processes to evolve. Information
flows are now more circular and incorporate information from
avariety of sourcesto inform EBP. Such sources of information
include clinician expertise, clinician experience, patient views
and patient preferences as part of the decision-making process
[8]. Socia media use may be broached in the same way. The
advent of the social Web represents a shift in how evidence of
health outcomesin chronic disease can be generated, as patients
are choosing how and when they access information to help
manage their condition. It presents a culture of “shared
responsibility” among multiple stakeholders [10].
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Therapeutic Affordances

“Affordance” as a theory may be relatively foreign to health
care and more specifically to thisresearch in understanding how
social media are used in chronic disease management to affect
health outcomes. Notably, this is perhaps because its origins
are from perceptual psychology. However, it has been
appropriated to human-computer interaction [11,12]. The idea
underlying affordance is that it attempts to explain how people
perceive things in their immediate environment differently,
perceiving what an object is potentially useful for, not simply
what itis[11]. Itisfor thisreason that people must first perceive
what an object can be used for before they interact with it.
Affordances are perceived uniquely by each of us, suggesting
why some peopl e use the same objects differently to others[11].
Within a technology setting, the affordance concept is further
refined. Whiletheideabehind an object’s actionable possibilities
needing to be perceived isimportant, the emphasisis placed on
the unique relationship that exists between the object and the
individual [12]. Greater emphasis is therefore placed on past
experiences, end goals for use and one’s belief/value system.
Essentialy the individual’s goal and context for use will lead
to adifferent perception of the affordances[12,13].

Contemplating the importance of the therapeutic affordances
of social mediahas been akey motivation behind our work. We
theorize that different social mediainteractions can precipitate
different effects for different people self-managing chronic
disease. We anticipate that this approach may help to guide
researchers when conducting research projects in this domain
and also guide clinicians when deciding whether social media
may form a meaningful part of patient management.

Patient-Reported Outcome Measurement

Patient-reported outcome (PRO) measurement has long been
an accepted means to evaluate the success of medical
interventions and present evidence of changes to health
outcomes. This approach is intended to foster the patient’s
perspective of an intervention via outcome measure
guestionnaires [14]. They provide quantitative data from a
patient’s responses to allow the researcher to measure change
from the patient’s own perspective, essentially providing a
means to quantify qualitative information [14].

The chronic diseaselandscapein particular pushesusto establish
valid PRO measurement research methodologies. The breadth
of chronic conditions (eg, chronic pain, cancer, diabetes,
arthritis, depression, fibromyalgia, etc) creates a relative lack
of consistency in regardsto the measures chosen to assess health
outcomes. In chronic disease, PRO toolsare generally designed
to assess functional limitations, symptoms, health status and
health-related quality of life (HRQL) [15]. Common
guestionnairesthat have been utilized in studies of social media
include: the visual-analogue pain rating scale, profile of mood
states, depression anxiety and stress scales and the SF-36 [16].
This variety highlights the need for validated PRO tools to
address this problem, alowing research findings to be
standardized, generalized and comparable across a range of
chronic diseases and different studies.
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Methods

To consider how to generate evidence of health outcomes from
social mediause we propose adua method that harnesses both
gualitative and quantitative research findings and allows them
to be combined.

The first part of the method focuses on identification and
examination of the therapeutic affordances of social media that
can help to explain how use of these platforms may underlie
favorable health outcomes.

We fedl that it is important to examine more closely by what
mechanisms social media actually impact health outcomes. As
implied in [9], research to date has not adequately examined
patient perceptions towards different media and their effect on
health outcomes. Propositions are made that future social media
research in this domain should consider frameworks that may
be used to approach and evaluate what components of social
mediainterventions are best suited to different patient contexts
and needs. This approach may help bolster a more effective
combination of both online and offline support in chronic disease
self-management [9]. It is here that we believe examination of
the therapeutic affordances of social media may hold valuable
information.

We have conducted an extensive review that has been published,
of empirical and theoretical literature in order to define
potentially therapeutic affordances of social mediain chronic
disease management [17]. The findings of this review formed
the foundations for an online survey we have recently closed
that targeted approximately 200-250 people with chronic pain
(PWCP), recruited from large online health networks, smaller
online pain support communities and chronic disease
organizations, as well as international pain organizations. The
survey and its findings will be an important next step in
development of thisframework, asit aimsto refine our findings
and understanding of individual perceptions towards health
outcomes experienced from use of social media (specifically
considering these therapeutic affordances).

Chronic pain has been selected as a suitable subset of chronic
disease self-management for our study purposes. Thereasonis
because while chronic pain is a recognized chronic disease in
itsown right, it is also acommon manifestation or comorbidity
of many other chronic diseases. This provides us an opportunity
to generalize across various chronic diseases in the clinical
setting. Thisisfurther highlighted in the same literature review
we have conducted, presenting examples of various socia
Web-based interventionsimpacting health outcomesin chronic
pain related studies [17].

The other part of the method focuses on validated and
appropriate outcome measurement to reliably assess health
outcomes from socia media use (that more specificaly
considers these affordances).

Pertinent to our current research is that social media's validity
as chronic disease management tool sisuncertain and still largely
untested. Formal measurement of health outcomes is required
to actively assess whether social media interventions are
effectivefor improving health outcomesin chronic disease[15].
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In our case, werefer to tailored interventions specifically taking
into consideration the therapeutic affordances of socia media.
In order to measure effectiveness rigorously, both qualitative
and empirical information about these affordances, combined
with validated PRO measurement, are required to assess effect
on health outcomes. We require an instrument that has been
shown to be valid and reliable to assess PRO across a range of
chronic diseases and for arange of different outcomes. We plan
to test the ability of one such tool (to be further described in
this paper) to produce clinically significant and replicable
evidence of health outcomes from social media studies
considering therapeutic affordances.

Results

Evidence of the Therapeutic Affordances of Social
Mediain Chronic Disease M anagement

Our literaturereview identified evidence of self-reported health
outcomes and other effects seen from social media use in
different chronic disease scenarios. This evidence is presented
in full in the review, which has been published elsewhere[17].
To briefly summarize, we were able to highlight associations
between various socid platformsand improved health outcomes.
However, relationships and linkages are more difficult to infer.
Without closer evaluation, review tenuously explained the
connection between platforms and outcomes, doing little to
describe what patients attribute any improvements to or how
social media meet their individual needs. Upon closer
investigation it was possible to qualitatively identify a series of
therapeutic affordances that we hypothesize may better explain
mechanisms behind how social media have an effect on health
outcomes. The affordancesthat appear significant inthisregard
we have labeled: identity, flexibility, structure, narration and
adaptation [17]. These therapeutic affordances form the core
information we are further exploring in the online survey. We
will refine them and further examine their presence or absence
via the aforementioned survey results to enable us to explore
their perceived value in more detail before formal clinical
effectiveness can add further validation via a planned pilot
intervention. While we expect that different researchers and
clinicians will have their own opinions and ideas regarding
social media's affordances, we believe this structure presents a
robust approach for generating evidence of health outcomes
from social media use.

M easuring the Effectiveness of the Therapeutic
Affordances of Social Media: PRO M easurement

We have decided to explore and utilize a particular instrument
of PRO measurement, the Patient-Reported Outcomes
Measurement Information System (PROMIS). We are doing
this because PROMIS is an item bank system of commonly
studied PROsthat has been tested and calibrated, demonstrating
good reliability and validity across arange of chronic diseases,
and shows moderate to strong correl ations with other common
outcome measures [18]. PROMI S provides great scope for this
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research as its generalizability has the advantage of allowing
comparability acrossarange of chronic diseases, asitem banks
are not designed to differentiate subtypes of symptoms from
different diseases (ie, pain in fibromyalgia vs pain in arthritis
for example) [18]. Rather, they aim to delineate based on
severity of symptoms or impairment of function. The focusis
on physical, mental, and social health (including sub domains
of: physical function, pain, distress, fatigue, social function,
global health, etc). The aim is that this would be appropriate
for patients with awide range of chronic diseases[18] and has
the potential to address the generalizability and consistency
issues that come from combining two complex areas—chronic
disease and social media.

Discussion

Overview

While literature exists outlining health outcomes from social
media use, few attempts have been made to investigate how
social media operate to meet the specific and individual needs
of different chronic disease patients. Asmore social mediauses
emerge and further reports are published, researcherswill require
even more comprehensive methodologies and meta-analytic
research designsto synthesize collective knowledge in the quest
towards incorporating social media use into EBP [9,10]. The
information presented in the results section forms the basis of
our proposed framework below.

Our Proposed Framewor k

Our proposed framework represents a research approach for
generating evidence of health outcomes from social media use
in chronic disease management (Figure 1). Its design aso
provides the basis for evidence we expect to see of health
outcomes from social media use; as well it forms the basis for
informing practical recommendations for health professionals
to assist them with their decision-making about social media
use for patient self-management.

The proposed framework follows several steps. First, taking
into account the uses and interactions social media affords
people with chronic disease, the framework begins with a
thorough review of the literature of social media use in chronic
disease management [17]. Second, people with chronic disease
are surveyed regarding their perceptions of the therapeutic
affordances of social mediaand how social mediause may lead
to health outcomes. Then, they undergo an online pilot
intervention testing how social media can be targeted
(considering these affordances) to better tailor management to
individual needs. Finally, PRO from both survey and online
intervention are measured using specific item banks from
PROMIS to provide empirical evidence of health outcomes.
Using standardized PROMIS item banks allows for health
outcome questions in the survey and online intervention to be
tail ored depending on the chronic disease being studied, aswell
asthe primary outcome measure of interest (ie, pain interference,
physical function, mood, cognition, sleep, QOL, etc) [18].
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Figure 1. Generating evidence of health outcomes from social media use.
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Progressto Date and Future Directions

As outlined, progress to date has expressed the complexities
involved and how important it is to be systematic when
approaching the study of health outcomes in chronic disease
using social media. Thisiswhy we feel research would benefit
from frameworks detailing the evidence synthesis process. We
began our research by examining the chronic disease landscape
to gain a deeper knowledge of management both offline and
online. This enabled a more focused approach to then explore
socia media (culminating in the literature review that we have
alluded to [17]). We emphasize and introduce the concept of
“therapeutic affordances’ of social media because current
research lacks discussion of the connection between use and
health outcomes. Despite affordances being a somewhat
enigmatic construct, the affordance approach to socia media
has recently been studied in a similar fashion across other
domains. For example, one study published in peer-reviewed
literature describes affordancesin organizational communication
processes [13]. We bring the same concept to chronic disease
management and hope that its applicability can be further
explored within avariety of health scenarios.

The global online survey is now closed and recruited 231
participants. In the coming months we plan to present findings
of the survey and describe them in a future paper, which is
currently beyond the scope of the present paper. We anticipate
the results will provide a refined understanding of both how
social media affect health PROs and also how people with
chronic pain perceive this to be so. The steady flow of contact
and interest in the survey, and coherence of preliminary results
indicates that participants have been able to follow and make
sense of the work. This provides early evidence and validation
supporting thetheoretical basisof our framework. Unfortunately,
this is not expected to be rigorous enough to inform
decision-making about social media use in the clinical setting.
Future plans of our research are to conduct a pilot intervention
inorder to further develop and validate our framework and bring
us one step close to evidence-based decision making about
social media use in chronic disease self management.
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Strengths and Limitations

Standardized outcome measurement lies at the heart of bringing
our research together and without it the reliability, validity, and
generalizability of this project will be of limited value. For this
reason we have selected and discussed PROMI S asthe outcome
instrument we are using to investigate the PROs in both our
survey and also the pilot intervention. PROMIS has many
strengths that suit this research. Its item banks (or outcome
domains) can be trandated into “short-forms’ of targeted
guestions to suit any study, its item banks have been tested
amongst large heterogeneous patient cohorts and they have been
tested against other commonly used outcomes measures [18].
However, perhaps the biggest strength of PROMIS liesiin its
ability to be applied to a wide range of chronic conditions and
to measure a wide range of functional outcome domains,
correlating strongly with all. No questions are specific to any
one cohort of patients, they are generalizable and therefore
permit alarge range of participantsto supply PRO datawithout
needing to be too disease specific [18]. For this reason we
believeitisideal asit can fit into the survey approach and then
be cross-referenced to a pilot intervention. Thisalso allows for
researchers conducting future studies into the health outcomes
from sociad media use in chronic disease to substitute the
functional outcome domain to reflect their own study’sinterests
and needs.

Conversely, we acknowledge that while initial PROMIS item
banks have been shown to display reliability, validity and
accuracy when compared to other common outcome measures,
longitudinal data is till to be finalized. PROMIS researchers
are confident however, that thiswill also be shown [18].

Future Considerations

As research and clinical practice progresses, the challenge for
clinicianswho plan to use social mediain patient management
or recommend them as part of individual self-management will
persist. Thiswill continue unless research into social mediain
this domain establishes evidence-based frameworks [8]. While
we have previously found that there is a paucity of rigorous
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studies investigating the health outcomes of social media use
[17], a 2013 study investigating Web 2.0 chronic disease
self-management has been published that goes some way to
addressing this [9]. The authors propose use of the Reach,
Efficacy, Adoption, Implementation, and Maintenance
(RE-AIM) framework for “evaluating” the effectiveness of Web
2.0 interventions in a methodical evidence-based fashion. The
framework is described in [19] and is a five-step method that
describes the reach, efficacy, adoption, implementation, and
maintenance of social media interventions for chronic disease
self-management. It is hypothesized that visiting the RE-AIM
framework may be helpful to devel op social mediainterventions
that are more likely to be adopted in practice [9,19,20]. It is
certainly worthy of further consideration. Theaim of the current
research is to support the same spirit of evidence-based Web
2.0interventionsin clinical practice, thus making social media
usein chronic disease management more accountabl e. Evidence
of the benefits and/or limitations of social mediausewill greatly
enhance the potential of these technologies in the future.
However, while the RE-AIM framework is used for study

Merolli et al

“evaluation” purposes, our research puts forward a unique
“evidence-generation” framework for consideration in future
studies. This is to aid in informing research design from the
early research phases, not just at the intervention success
evaluation stage.

Conclusions

Our research to date on framework devel opment for conducting
research into health outcomes in chronic disease centers on a
deeper investigation of the therapeutic affordances of social
mediain this context. Second, we emphasize the importance of
vaid and standardized PRO measurement. Together, affordances
and PRO form the basis of a nhovel methodological approach
for how to generate evidence of health outcomes from social
media use, as well as clinical recommendations for
evidence-based decision-making about social media use in
chronic disease management. With further work and
collaboration, this research method and framework may aid
research design for socia media interventions and allow for
greater improvementsin health outcomes to be recognized.
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Abstract

Background: Affordability, acceptability, accommaodation, availability, and accessibility are the five most important dimensions
of accessto health services. Seventy two percent of the Indian population livesin semi-urban and rural areas. The strong mismatched
ratio of hospitals to patients, rising costs of health care, rapidly changing demographics, increasing population, and heightened
demandsin pricing for technological health care usagein emerging economies necessitate aunique health delivery solution model
using social media. A greater disease burden lies in the health care delivery in developing country like India. Thisis due to the
lack of health careinfrastructure in the majority of semi-urban and rural regions. New techniques need to be introduced in these
regionsto overcometheseissues. In the present scenario, people use social mediafrom business, automobiles, arts, book marking,
cooking, entertainment, and general networking. Developed and advanced countries like the United States have developed their
communication system for many years now. They have already established socia mediain anumber of domainsincluding health
care. Similar practice incidences can be used to provide a new dimension to health care in the semi-urban regions of India.

Objective: This paper describes an extended study of a previous empirical study on the expectations of social media users for
health care. The paper discusses what the users of social media expect from a health care socia media site.

Methods: Multiple regression analysis was used to determine the significance of the affect of four factors (privacy, immediacy,
usability, and communication) on the usage of health care social media. Privacy, immediacy, usability, and communication were
the independent variables and health care social media was the dependant variable.

Results: There were 103 respondents who used the online questionnaire tool to generate their responses. The results from the
multiple regression analysis using SPSS 20 showed that the model is acceptable, with P=.011, which is statistically significant
on aP<.05 level. The observed F value (2.082) in ANOVA was less than the given value in the F table (2.61), which allowed us
to accept the hypothesis that the independent variablesinfluence the dependant variable. The users of social mediain Indiaexpect
that they can best utilize social media through emergency service information. They want to be able to learn the operations of
the social mediasite quickly and expect to know about health camps and insurance collaborations. However, people like to become
friends with people with similar interests based on their interests identified.

Conclusions: Health care social media requires intelligent implementation in developing economies. It needs to cater to the
expectations of the users. The peoplein India, especially those in urban and semi-urban regions, are very interested in accepting
the system.

(Med 2.0 2013;2(2):e4) doi:10.2196/med20.2720
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health care; social media; devel oping economy; user expectations; networking; eHealth; online patient care; online medical advice
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Introduction

Background

Socia mediaisnow abuzzword in the new generation of digital
communications. Social networks are networksthat link people
and machines [1]. The way the world saw Web 1.0 during
1990's [2] has completely changed by the emergence of social
media. Mobile and handheld devices having socia networking
applications at affordable prices have made people more
conversant with social media usage. In the present scenario,
people use social mediaright from business, automobiles, arts,
bookmarking, cooking, entertainment, and general networking.
It has created a highly collaborative virtual environment where
individuals and communities share, and modify user-generated
content. This process mostly employs mobile and Web-based
technologies [3]. Socia media has created a change in the
society and is getting deployed in various domains. It is being
tested for its effectiveness for different levels including health
care. Thischangeisdramatic in health care where thefocus has
shifted from costly high-tech health careto non-traditional health
care using socia media.

In devel oping countries, a number of attempts have been made
to reform health care for the underprivileged. However, it is
mostly the private sector players[4] who create adifference for
the underprivileged. Besidesthelocal playersand entrepreneurs,
there are other successful efforts in health care delivery for
devel oping telemedicinelike Voxiva, IBM health care solutions,
De Novo Group, Arvind Eye Care System, Narayana
Hrudayalaya, and Pilot Projects by Indian Space Research
Organization (ISRO) with Apollo Hospital. Moreover, wide
preval ence of mobile usage addsto the flexibility of the health
care delivery system in India. Recent reports on mobile usage
shows that India constitutes 10% of the total mobile usage in
the world. Thisis very clear when we look at the 1.2 hillion
population residing in India out of which 72% belong to rural
aress.

Moreover, technology hasinfluenced the spread of information
and the manner it can be disseminated to the world. Mediaand
its landscape has seen significant transformation in the last
decade and social mediaisincreasingly replacing the traditional
media [5-8]. The wide acceptance of social media for the last
few decades hastriggered research comparing traditional media
and social media[9]. They have been analyzed for usefulness
in various domains such as marketing communication, cost
effectiveness, sales performance, health care and so on. An
individual's socia network is the one surrounded by network
of relationshipsand itsties[10]. A genera tendency of influence
of social media has been noted from the online users, for
instance, book reviews affects the sales [11,12]. However,
researchers have also confirmed theinterrel atedness of both the
media[6,9,13].

The developed and advanced countries like the United States
have developed their interrelated communication system many
years from now. This includes the usage of social media in
almost every domainincluding health care. Manhattan Research
Group found long back in 2002 [14] that the total e-Patients
zone of influence was 166.5 million Americans. The
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introduction of new technologies and interrelated media has
made the society well informed about the happenings in the
other parts the world too in various ways. The modern Indian
society is now well informed of the new technologies being
developed for health care too. Conversely, they are ignorant
about the learning, usage, and outcomes of the same. Therelies
the issue of “ Technology to Health (T2H)” Gap [15].

The world average of beds per 1000 patientsis 2.6 where asin
India it is only 0.7 [16]. This is just an example of poor
infrastructure in India. Chaudhry et al, (2005) [17] has given a
picture of Indian villages which has aso revealed that
households descent into poverty [18] due to three principal
factors, that is, health expenses, high-interest private debt, and
social and customary expenses of which health care expenses
figured prominently in more than half of all cases of decline
into poverty. Countries al around the world especially the
BASIC (Brazil, South Africa, India, and China) are struggling
to addressthe ever-increasing costs, poor or inconsistent quality,
and inaccessibility to timely health care.

Everyone needssimilar levelsand quality of health care services
particularly five dimensions of access to health services as
affordability, acceptability, accommodation, availability, and
accessibility [19,20]. The strong mismatch of ratio of hospitals
to patients, rising costs of heath care, rapidly changing
demographics, increasing population and heightened demands
in pricing for technological health care usage in emerging
economies necessitate a unique health care reform. The health
care system is getting unmanaged by the high-technology
introduction as well as high price points of the interest groups.
Furthermore, it is adding to the already existing realm of new
and costly technologiesin health care [21].

However, these challenges can berelieved for those who might
use information technology to an extent by knowing about
similar kinds of patients with same disease patterns, share their
experiences and many more by the introduction of a one step
ahead social mediatool for health care. Thus, social mediafor
health care as technology intervention strategy in information
technology may exert their influence through both volume and
price effects. Technological interventions at every stage in
innovation will direct to sustainable health care system
especiadly in the emerging economies context. Research has
also confirmed the value addition and trust involved in a
continuous online devel opment of the contentsfor patients[22].

The augmentation of health care delivery system needs alarge
reform in the developing economy context. This is directly
derived from the poor health care scenario presented in the
semi-urban and rural regions. The reform through information
and communication tools (ICT), that is, social media might be
looked at provided the users are given training. This leads to
various research issues. They are: What are the factors that
determine the health care social media? Would the people in
semi-urban and rural regions of developing countries prefer the
intervention to other existing systems? How much information
sharing would they be comfortable with? How much would
they expect from the health care social media given to them?
Hence, thisleadsto an organized and methodical study of these
issues.
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This paper makes an attempt to analyze the expectations for
health care socia media of the already existing users of the
social media. The expectations are measured interms of Privacy,
Immediacy, Usabhility [23], and Communication [24,25].

Technology to Health Gap in India

It istrue to state that these health care reforms are seen mostly
in the developed countries. There are few instances of social
media usage for health care in the metropolitan areas in India.
The world average comparison is just an example of poor
infrastructure in India. Amrita et al 2010, [15] mentions that
the“T2H Gap” in health care originates from the adversities of
affordability, accessibility, and availability. An adoption of
proper ICT based health care mode for cheaper and quality
health care can aone solve this problem to a great extent.

It has also been observed that the wide prevalence of mobile
usage adds to the flexibility of the health care delivery system
in India. Recent reports on mobile usage shows that India
congtitutes 10% of the total mobile usage in the world. The
Internet usersin Indiaare 11.4% [ 26], which showsinformation
technology can provide a new platform for them.

The World Health Statistics 2012 [27] shows the inadequate
health care infrastructure and workforce. The urban regions
have four times more doctors and three times nurses than in the
rura regionsin India. Even though India has quality education
and medical institutes, most of them arelocated in urban regions.
This results in health care services deficits in semi-urban and
rura regions. The private health sector is currently leading in
the service delivery. The statistics show it has 80% of all
doctors, 26% of nurses, 49% of beds, and 78% of ambulatory
services and 60% of in-patient care. This leads to maximum
out-of-pocket expenditure by the large semi-urban and rural
population. The gap in health care demand and supply can be
met when we implement unique service delivery models in
health care using social media.

The moativation of this paper lies in the huge prevalence and
acceptance of viral marketing and social media marketing by
the people in India. It shows that they are open to new
dimensions for comfortable lives. It has already been seen that
the drug companies are using social-media to promote their
brands. Research has reported positive inclination towards the
belief levels for using wiki-based information for health care
[28]. Hence, information technology through social media can
be used to create better health care information in India

Why Health Care Social Media in India?

There are a number of health care networks which includes
doctors, patients, nurses, pharmacists and who so ever are
interested in health care. There are a so anumber of applications
inthe Internet including Google health, medicine 2.0 and health
2.0. All of them target to the population who are already using
Internet and can understand computer and information
technology. It has been seen from the survey of Internet, that
there are many social media networks which deal with doctor
networks, nurses’ networks, popular disease support forums,
health blogs, patients' voices, and expert answers.
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It might also be stated that various efforts have been made to
make health care accessible for the rural and semi-urban
population. These efforts are more towards the use of mobile
and hand held devices for transferring patients’ information to
the relevant doctors. Mobile hospitals and similar efforts have
also been made in parts of Africaand Brazil.

The growing body of literature on social media and health care
is generally concerned with the advertisers to find new
customers. However, scarce literatures of social media for
effectiveness of health care especially in developing countries
have been viewed.

Mobile phones for health care are on the cusp of spurring an
information revolution in such regions [29]. Studying the
expectations and influencing variables of asocial medianetwork
around the usage of mobile technology in coordination of a
public-private-partnership might lead to the cost cutting of
expenditure on health care. Lot of work is being donein social
mediadomain for finding effectiveness of marketing, advertising
and consumer relations. However, it has not been seen in the
perspective of health care delivery in semi-urban setting in
emerging economy. Authors present in this paper the
expectations of the users of developing economy, who would
intend to use such ahealth care social media. These expectations
in future can be utilized to implement such system for the
semi-urban and rural regionsin such economies.

Objective

Social media provides an substantial amount of information,
having the potential to attract significant audience [30]. The
similar practice incidences can be used to provide a new
dimension to the health care in Indian semi-urban regions.
Before we move to the specifications of understanding what
the semi-urban users of social mediain India, it isrequired that
we understand what the existing users expect. The factors that
affect the users of health care social media were found in the
previous work [24]. These factors are not tested to answer the
key question: Which are the most influencing variables that
affect the expectations of users of health care social mediain a
developing country?

There are a number of health care networks, which includes
doctors, patients, nurses, and pharmacists, who are interested
in health care. Most of them target to devel oped and advanced
countries. Thereare not many studiesthat refer to the devel oping
country perspective. Hence, the objective of the paper isaligned
with the aim to understand the social mediausersin devel oping
country. This might lead us the way to realize how we could
proceed further for building any social mediatool for developing
countries.

Methods

Overview

Researchers on social media techniques have mentioned seven
functional elements [3]: identity, conversations, sharing,
presence, relationships, reputation, and groups. Many other
researchers have confirmed and cited these building blocks of
social media as attributesfor online strategy, public affairs[31],

Med 2.0 2013 | vol. 2 |iss. 2 |e4 | p.33
(page number not for citation purposes)


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

MEDICINE 2.0

product devel opment through co-creation, tourism, health care
[32], and many more not mentioned here.

Thisstudy isbased on the primary data collected during January
2013 using a survey questionnaire form created in the Google
forms in the Internet. This work is based on our previous
published paper [24], where we determined significant
components for health care social media. We reported in our
previous work that: privacy, immediacy, and usability are most
the significant factors for health care social media. The results
showed that the users of social media have significant privacy
value for their health care issues on the Internet. At the same
time face-to-face meeting is rejected. The opinions only from
doctors would have negative influence, at the same time aso
not being open for frank suggestions. However there is a
preference to be viewed as part of interest columns on health
issues. Simple user interface has a larger acceptance than the
advanced user settings. Learning from the earlier work and
having unstructured discussions with few of the respondents,
we added one more factor, that is, communication for further
investigation in thiswork.

The extensive use of social media has already perturbed the
common understanding of the privacy, [3] though the privacy
ideology remainsthe same as earlier. The users understand that
the organization of information in such away which maintains
theindividual decorum and independence. Theimmediacy and
communication [3] are the vital parts for sharing information
on health care interests. In the presence of above components,
another important issue is usability preferences, which would
determine how frequently the userslike to visit the health care
social media

Hence, learning from the previouswork and results, we designed
thefactorsto: privacy, immediacy, usability, and communication
in the current work. The first three items were confirmed from
previous work. The last item emerged from the learning with
unstructured interviews of more than 46 users.

Sampling M ethod

The paper is based on the premise that the health customer is
able to choose from where and whom they get treated or prefer
some closerelatives advicesfor taking such decisions. The users
are free to use and have their views on health information over
the Internet or social media.

Since we have targeted the users of the social mediaasthe target
group, we did not define any premise of distance and place of
stay. The only clause we have used for the respondents is that
they should be Indian citizens staying in India. Hence we have
relied on the snowball sampling method to spread the online
survey link. This also helped us identify the few duplications
and quality of information.

Questionnaire Design

Based on our previous experience of the published paper, we
designed our questionnaire to remove as well as include the
defining constructs for 4 identified factors. Additionaly, we
designed questions to know the social media presence,
preference and health care social media. The distribution of the
guestions were as such that 42 items were created, 5 each for 4
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independent variablesand 4, 7, and 11 for social media presence,
health care preference, and demography.

The questionnaire was designed as a webpage form using the
Google forms available online. The link was shared online
through emails, Facebook, Twitter, and interest forums. Sections
A to D weredesigned using 5 point Likert scale. Optionsranging
from “Strongly Disagree” to “ Strongly Agree” for A to C and
“Never” to “Always’ in the case of D was used. Sections from
E to G were majorly multiple choices along with other few to
enter themselves as well as select from given choices.

Data Collection

The response of the online Google form automatically got
registered in the Excel format. The response rate was good
during the first time intimation and dropped after a few days.
After 5 to 6 reminders, 103 responses were generated. It is
assumed that the sample is random attributing to the wide
demography of the respondents. The data points count, that is,
n=103 we can say referring to the Central Limit Theorem (n>30)
that the sample size islarge and normally distributed.

The idea of using online data collection was generated for the
reason that our focus was more on the users of the social media
and Internet. Moreover, the large audience, reduced cost of
travel, quick time to gather responses, easy data management,
and less item non-response led to the decision of online data
collection.

The demographic profile of the respondents’ show that magjority
are between the age groups of 19 to 25. Qualificationismajorly
in graduation and post graduation. Occupation-wise most of
them are professionals. Maximum belong to urban and
semi-urban regions. The income shows that maximum havethe
averageincome between 1819to 7273 USD but the next income
group has morethan 14,545 USD. The sampleisrepresentative
of the social media users keeping in mind the domicile status.
Conversely, maximum response is from the age group 25 to 30
years and below. This shows that the online social media users
in India are mainly the younger generation.

Results

Variables

The four determinants—privacy, immediacy, usability, and
communication of health care social media—have been taken
as the predictor variables pertaining to multiple regressions.
Health care social media has been considered as the dependent
(outcome) variable.

Hypothesis

Our null hypothesisfor determination of the regression has been
taken such that the four independent variables (privacy,
immediacy, usability, and communication) do not depend on
the dependent variabl e health care social media. Hence, the null
hypothesis was designed as health care social media is not
dependent on privacy, immediacy, usability, and
communication, and are not related. Therefore, the aternative
hypothesisis that health care social mediais dependent on the
variables privacy, immediacy, usability, and communication.
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Based on the null hypothesis, several propositions are drawn to
form the conceptual model (Textbox 1).

The data obtained from survey was regressed using the SPSS
20 packagefor analysis. We present the results of the regression
from Mode fit statisticsin Table 1.

Table 1 depictsthe variability of the datathrough R?. Thevalue
of .337 showsthat afair amount of variability liesin the dataset.

However, the adjusted R? show alesser amount of variability.

The significance valuein ANOVA (Table 2, at 90% confidence
interval) shows .011, which isless than 0.05. Hence the model

Textbox 1. Propositions of the conceptual model.

Amrita & Biswas

isconsidered as significant. As per Table 1 results, we obtained
the observed value of the F,;g,=2.082. However the test

statistics from the F distribution table for Fy, g,=2.61, which is

greater than the observed value. Hence this rejects the null
hypothesis.

So it can be said that the independent variables privacy,
immediacy, usability, and communication has an influence on
the dependent variable, health care social media. Accepting the
aternate hypothesis, we proceed to explain the significant
influences of the independent variabl e through the reporting of
unstandardized coefficients (Table 3).

Proposition H1: the predictor variable “privacy” has no influence on health care social media.
Proposition H2: the predictor variable “immediacy” has no influence on health care social media.
Proposition H3: the predictor variable “usability” has no influence on health care social media.

Proposition H4: the predictor variable “communication” has no influence on health care social media.

Table 1. Reporting of the model summary.?

Model R R 2

Adjusted R?

Standard error of the estimate

Statistics ~ .580° 0.337 0.175

1.104

3Dependent variable: Health care social media

bpredictors: (Constant), Communication 5, Communication 4, Privacy 1, Communication 2, Immediacy 1, Privacy 4, Usability 5, Immediacy 3, Usability
2, Immediacy 5, Communication 1, Communication 3, Privacy 5, Privacy 2, Usability 3, Immediacy 2, Usability 4, Privacy 3, Usability 1, Immediacy

4

Table 2. Reporting of ANOVA? statistics.

Model Sum of squares Degrees of freedom Mean square F Significant difference
Regression 50.743 20 2,537 2.082 .011°

Residual 99.936 82 1.219 N/A N/A

Total 150.68 102 N/A N/A N/A

8Dependent variable: Health care social media

bpredictors: (Constant), Communication 5, Communication 4, Privacy 1, Communication 2, Immediacy 1, Privacy 4, Usability 5, Immediacy 3, Usability
2, Immediacy 5, Communication 1, Communication 3, Privacy 5, Privacy 2, Usability 3, Immediacy 2, Usability 4, Privacy 3, Usability 1, Immediacy

4
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Model Unstandardized coefficients Standardized coeffi-  t Significant differ-
cients ence
Beta Standard error Beta
Constant 2.86 1.19 2.404 0.018
Privacy
1 -0.009 0.1 -0.011 -0.093 0.926
2 0.001 0.114 0.001 0.005 0.996
3 -0.182 0.158 -0.14 -1.152 0.253
4 0.044 0.145 0.039 0.308 0.759
5 -0.222 0.126 -0.19 -1.76 0.082
Immediacy
1 -0.104 0.102 -0.103 -1.023 0.309
2 0.154 0.117 0.148 1.322 0.19
3 0.007 0.127 0.006 0.054 0.957
4 -0.298 0.204 -0.202 -1.463 0.147
5 0.015 0.241 0.009 0.06 0.952
Usability
1 0.457 0.184 0.316 248 0.015
2 0.003 0.104 0.003 0.03 0.976
3 -0.087 0.177 -0.059 -0.495 0.622
4 0.017 0.152 0.013 0.109 0.913
5 0.026 0.106 0.026 0.244 0.808
Communication
1 0.116 0.132 0.094 0.883 0.38
2 -0.16 0.103 -0.153 -1.55 0.125
3 0.075 0.117 0.067 0.646 0.52
4 0.354 0.095 0.405 3.732 0
5 0.019 0.1 0.019 0.186 0.853

@ependent variable: Health care social media

Looking at the smaller significance level of the model itemsin
Table 3, we can see that privacy 5, usability 1, and
communication 4 are highly influencing the dependant variable.
We would also like to report the observation based on good
difference between t value and significance value. The model
items in underline are the ones we are interested into. Privacy
5 wasintended to find the face-to-face meeting expectations of
the users of social media. It has a negative influence on the
dependant variable. Usability 1 was intended to know how
quickly the users expect to learn anew health care social media
launched. It has positive influence. Communication 4 was
intended to learn from the users of how they would utilize a
health care social mediaduring the situation of emergency. This
has very high significance level and positively influences the
dependant variable.

Now considering the observations based on the good difference
between t and significance level, we estimate the following
points. Privacy 2 hasafair influence stating that the users expect

http://www.medicine20.com/2013/2/e4/

to becomefriendswith chain system of referral sthrough friends.
Privacy 3 has considerable negative influence on the health care
social media. Thisrevealsthat the users expect that they should
not have control on the disclosure of the health care interests.
Though the variable immediacy did not show a very high
significance level, al the expectation constructs can be
considered. Hence it shows somewhat influence on the
dependent variable. Immediacy 1 and 4 has negative influence
stating that the users expect not to get advices only from doctors
and have cost comparisons of hospitals. Immediacy 2, 3, and 5
have positive influence showing the expectations of users to
get opinions from experienced people, insurance companies
collaboration with hospitalsinformation and information about
free health camps. Usability 2 showsa positiveinfluence stating
that they expect to get training from someoneto learn the health
care social media. Usability 3 has a negative influence that the
users do not want to keep administering their settings.
Communication 2 has a negative influence on the users where
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they expect that the physician-patient interaction is not very
necessary to join each other in health care social media.

Discussion

Principal Findings

The implication of usefulness of social media has been well
understood through its usage in marketing and other dominant
domains. Social media has seen a good influence in the
behaviors of the usersin developing economies.

This paper is a contribution of how the users expect and
understand the health care social mediain Indiaasadeveloping
country. The majority of responses from urban and semi-urban
domicile population show that they expect that hedth care
becomes more accessible and available. We show how we can
refer to the gap of understanding the impact of how the social
media can help semi-urban and rural population in health care.
Theresultswould help the designers of health care social media
to understand the expectations of the semi-urban and urban
population in a developing economy. The results show that
people would use the social media sites for health. However
there is a need of good awareness and training for making it a
successful implementation.

Limitations

The paper has used snowball sampling for online data collection.
This method does not report the response rate of the survey.
Even though the different online ways were used to distribute
the survey link, getting a large population sample remained a
problem same as in traditional data collection. Moreover, we
do not know the conditions and setting of the respondents at
the time of taking the survey.

The bias of the volunteer sample in the earlier work [24], led
us to the introduction of a new independent variable, that is,
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communication, in the current work. Hence, the online data
collection sometimesleadsto the possibility of introducing new
ideas and factors. This sometimes biases the selected sample.
Furthermore, this sample might not include those respondents
who use the social media sites less frequently due to the lack
of good Internet availability. It is also worth mentioning that
thistype of survey might have some demographic related biases,
such as younger peoplefilling in the online survey.

Comparison With Prior Work

The current work shares the similar model of regression asthe
previous one for measuring the expectations of the users of
health care social media. The usersin the devel oping economy
are conscious about the openness of the privacy in a public
forum. There is a variation from the previous work in which
we have tried to understand the communication influences
between the users. The negative influence of communication
for face-to-face patient-physician interaction shows that people
are skeptic towards revealing their identity. This is again
confirmed by the negative influence results of controlling
identity settings. Both the work shows a positive influence of
usability for smpleand quick learning health care social media.

Conclusions

The openness of the privacy component was highlighted where
it shows negative influence. Users are very skeptic towards
keeping their identity and friend’slist open. Thelessdisclosure
of health care interests is very prominent. Hence openness of
privacy negatively influences the dependant variable.
Respondents wish to get advices from experienced people and
not only from health experts. Hence immediacy has a positive
influence in terms of intermediary communi cations supported.
Usabhility shows a positive influence where people want to be
in directory listings. Communication has a strong positive
influence where the userswant emergency information over the
health care social media
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Abstract

Background: Cardiovascular diseases (CVD) are one of the major causes of death worldwide. Personal behavior such as physical
activity considerably influencestherisk of incurringaCVD. In the last years numerous products such as pedometers have become
available on the mass market that allow monitoring relevant behaviors and vital parameters. These devices are sufficiently precise,
affordable, and easy to use. While today they are mostly lifestyle oriented they also have considerable potential for health and
prevention.

Objective: Our god isto investigate how recent low-cost devices can be used in real-life settings for the prevention of CVD,
and whether using these devices has an advantage over subjective self-assessment. We also examine whether it isfeasible to use
multiple of such devicesin parallel.

Methods: We observe whether and how persons are willing and able to use multiple devices in their daily lives. We compare
the devices' measurements with subjective self-assessment. We make use of existing low-cost consumer devices to monitor a
user's behavior. By mapping the devices features with pre-defined prevention goalswe ensure that the system collects meaningful
datathat can be used to monitor the individual's behavior. We conducted a user study with 10 healthy adults to measure usability
and to identify problemswith sensor usein real life. The participants used the devices original portalsto monitor their behavior.
The subjects (age range 35-75) used an off-the-shelf pedometer and a sports watch for 4 weeks.

Results: The participants responded in principle positively to the use of the devices. Analyzing the sensor data, we found that
the users had some difficultiesin operating the devices. We also found that the participants' self-assessment of their health behavior
was too optimistic compared to the monitored data. They rated the usability of the overall system with 71 of up to 100 pointsin
the "System Usability Scale".

Conclusions:  Our study indicates that today's devices are suitable for a long term monitoring of health for the prevention of
CVD. Using the devices provides more precise data than a subjective self-assessment. However usability and acceptance of the
systems are still major topics.

(Med 2.0 2013;2(2):€7) doi:10.2196/med20.2667
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Introduction

Background

Cardiovascular diseases (CVD) are the number one reason of
death globally [1]. To a large extent they are caused by
behavioral risk factors such as lack of physical activity or an
unhealthy diet. A healthy lifestyle is a life-long effort that
involves multiple facets such as daily activity, fitness, sleep,
and many more. Monitoring is one of the key technologies of
many persuasive health systems[2,3]. While many devices for
monitoring one or more of these behaviors exist on the market
already, it seemsunlikely that the universal devicethat monitors
everything and is liked by everybody will ever be available.
Hence, a person who would wish to use a pervasive system for
the prevention of CV D would haveto permanently use multiple
devices simultaneously.

We therefore investigated whether a person would be able to
use multiple commercia off-the-shelf devicesfor alonger period
of timein daily use for areliable behavior monitoring for the
prevention of cardiovascular diseases. We aso examined
whether the measured datafrom the devices provide added value
over asimple subjective self-assessment.

Prevention of Cardiovascular Diseases

Overview

Risk factors for incurring CVD include vital parameters such
as blood lipids or blood pressure, behaviors such as physical
activity or nutrition, and other factors such as environmental
factors or psychosocial stress(eg, [1,4,5]). For the scope of this
study, we are focusing on 2 aspectsthat are of major interest to
most concerned persons and that may be monitored using
consumer devices, namely physical activity and sleep.

Physical Activity

All guidelines for heart-friendly lifestyle [5] recommend
physical activity as a key behavior. Usually, 2 physiologically
different types of activities are recommended, “ daily activity”
on amoderate level of intensity such aswalking or dow cycling,
and vigorous or “endurance sports” activity such asjogging or
fast cycling. Whilethe detail ed specifications and wording may
vary, there is a general consent that daily activity should be
performed preferably daily for at least 30 minutes, and
endurance sports should be performed at least twice aweek.

Research [6] also indicates that endurance sport 3 times aweek
for at least 30 minutes each aready achieves the maximum
effect for cardiac health. Only if the user misses some of the
trainings, he may partiadly compensate by daily activity.
However, the daily activity does not have the same positive
effects as areal training, so a lack of training cannot fully be
compensated by daily activity. Moreover, in order to be effective
for the heart at all, daily activity must happen in intervals of at
least 10 minuteswithout abreak [ 7]. With 30 minutes of activity
each day of the week, the maximum effect has been reached.
A lack of activity on one day cannot be compensated by more
activity on subsequent days.

http://www.medicine20.com/2013/2/e7/
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Sleep

Although sleep is not as unanimously part of the guidelines,
thereisagrowing body of evidence [8] that sleep behavior has
amagjor effect on cardiac health. A meta-study [9] has shown
that peopl e sleeping 6-8 hours anight have no increased risk of
long-term health consequences, but people consistently sleeping
5h or less should be regarded as higher risk group for
cardiovascular morbidity. On the other hand, sleeping Sh or
more per night may be an indication for subclinica or
undiagnosed co-morbidity. Home monitoring one’'s sleep
behavior may help to increase awareness for a good sleep
behavior and to identify potential problems[10] and istherefore
potentially afeasible tool for the prevention of CVD.

Pervasive Systems for Health M onitoring

With the availability of appropriate sensors and devices, in the
last 10 years many systems have been developed that use
monitoring asabasic technology in systemsthat aim to support
ahealthy lifestyle. Early such systems put a straightforward and
actionable link between monitored data on the one hand and
envisaged behavior or outcome on the other. Physical activity
as a frequent example is measured using pedometers to count
the number of steps, and the envisaged behavior is to achieve
a minimum number of steps each day. Fish'n Steps [11] or
Chick Clique[12] are examplesthat combineaplayful interface
and elements of competition. The UbiFitGarden system [13]
was shown to induce an envisaged health behavior also over a
period of several months. There is increasing evidence that
mobile interventions are generally effective to encourage
physical activity [14]. Such types of interventions have reached
the market with sensor-based systems such as Fitbit or Nike
FuelBand for daily activity, or Zeo for sleep.

Research is now addressing systems for more complex health
guestions that require monitoring multiple behaviors and need
a more complex data analysis to identify health states and
outcomes. Monarca [15] uses an interactive application and
various sensing devices for identification of episodes in the
treatment of bipolar disorder, based e.g. on asentiment analysis
of text messages, and on the frequency of phone calls. JogFalls
[16] combines activity monitoring, diet logging, and monitoring
of certain vital parametersfor the management of diabetes. Such
systems clearly have a high potential for the management of
chronic diseases, a so because they fulfill the user’s need to go
beyond mere presentation of data[17]. However, by design they
are not intended for everyday use by healthy persons aiming to
stay healthy: They require interaction and use of specific,
potentially obtrusive sensors. Mobile phones clearly are an
important enabling platform [18], however they cannot be
considered a universal solution.

As persuasive technology for prevention and well-being
becomes more and more an aspect of our daily life, usability,
user acceptance, and suitability for everyday use areincreasingly
important. In a workshop conducted at PervasiveHealth 2012
[19] we identified major points that distinguish the preventive
use of persuasive health technologies from management of
diseases: People will be using multiple and different devices;
preventive systems are used over a long period of time,
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potentially over decades or even lifelong; people have complex
goals that cannot easily be broken down into daily advice.

Rationale and Goal

The goal of our study is to identify user requirements for the
use of multiple devices as part of a system on the prevention of
cardiovascular diseases. Particularly we want to understand if
the users are able to interact with different devices at the same
time, if they would be ableto interpret the gathered data, if these
devices can be helpful for sustaining a healthy lifestyle, and if
they can improve the self-assessment. We furthermore wanted
to examine whether the effort of sensor-based monitoring has
advantages over subjective self-assessment.

Therefore we conducted a 3 week study with 10 participants
that used a small set of sensors to monitor multiple behaviors
that contribute to a heart-friendly lifestyle.

Methods

Set-Up of the Study

We focused on 2 factors of heart-friendly living, physical
activity and sleep. Physical activity isfurther broken down into
daily activity and endurance training. To monitor these 3
behaviors, the participantsreceived 2 different devices: A Fitbit
Ultra pedometer, and a Garmin Forerunner 110 training watch.
We chose these devices as they are widely available and
prototypical representatives of productsfor monitoring personal
activities. With pricesranging from about 50-150 Euro they are
not particularly cheap but affordable for many persons. We
decided not to use any of the available smartphone apps
collecting this data since - in spite of their increasing
popularity—the majority of peoplestill do not own asmartphone
that is powerful enough for monitoring. Moreover asauniversal
platform that is not tailored to the specific needs of collecting
long-term activity data smartphones still face anumber of issues
including battery runtime and obtrusiveness of wearing the
device.

The Fitbit Ultrais alightweight el ectronic pedometer that may
be worn in the pocket or attached to the clothes. It counts the
steps taken per minute and transfers the data wirelessly and
without interaction via a docking station on a local PC to the
online platform fitbit.com. The Fitbit may also be used to
monitor sleep. For the study we used deep duration by manually
marking start and end of the night by pressing a button on the
device.

The Garmin Forerunner 110 is a sports watch with a breast belt
to monitor the heart rate and an integrated GPS for monitoring
the pace during the workout. The watch may also be used
indoors without GPS, or it may be used without the heart rate
belt. The watch may be connected to a PC using a special USB
cablefor uploading the datato a dedicated software or an online
portal via a browser plug-in. We used the runkeeper porta to
collect the user’s endurance training data.

With these devices we collect the following data:

« thestep count of the user for each minute of the day
« thestart time and duration of an endurance training
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- thestart and end time of sleep, as manually marked by the
user

More detailed datais availablein the portal s but not used within
the study.

Participants

Participants of our study were 10 subjects, 5 female, and 5 male,
who were customers of a medically oriented gym. The age
ranged from age class 35-44 to 65-74, average age was 54 (SD
12 years). In the group were 2 couples. All subjects already
used abody scale (digital or analogue), 3 used ablood pressure
monitor, one had used a pedometer and 3 had used a sports
watch with heart rate monitor before. All subjects were under
regular supervision of the gym’s physician. One participant had
aprevious cardiac condition.

All participants used a PC and the Internet fairly frequently, but
had no particular interest in new technologies. They were very
interested in healthy living and were doing sports regularly.
They felt they had afairly good knowledge about healthy living
and a good self-assessment of their behavior. The main reason
for participation was to learn about one's own health behavior,
other reasons were interest in new devices and intended health
behavior change.

We piloted the system before with 3 persons who tested the
system for one week each.

Conductance of the Study

The study took place during 3 weeks in November 2012 in
North-West Germany. We had one kick-off meeting where we
explained the study and instructed the participantsin detail how
to set up and use the devices as well as one closing meeting. In
between, we contacted the users by phone or by email to solve
potential issues.

The subjects mission for the study was to follow our selected
guidelines for heart friendly living throughout the study: “Do
afitnesstraining of at least 30 minutes at least 3 times aweek.
If that is not possible be active for at least 30 minutes each day
inintervals of at least 10 minutes each. Sleep between 6 and 8
hours each night. Monitor and regularly review your behavior
using the devices and systems.”

In the closing meeting, al participants filled out a 22-item
guestionnaire: The first section was the German version of the
system usability scale (SUS). The next section asked for
experiences using the system and for effects on the participants
health behavior. We also asked for subjective self-assessment
on how well they followed guidelines given. Possible answers
ranged from “Perfect” (4 points) up to “not at al” (0 points).
The questions in this section were adapted from the 1PAQ
questionnaire [20]. The last section of the questionnaire asked
for potential future extension of the system. We discussed the
participants’ experiences using the devices and portals and al so
the emerging difficulties they experienced.
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Results

Data Collected

The 10 participants used the devices and collected data for an
overall period of 225 days and 219 nights (see Multimedia
Appendix 1).

On 224 days (99.55%) step datawas collected using the Fitbit.
The average number of steps per day was 10,045 (SD 3243,
minimum average per person 4885, maximum 14,918).

The active minutes per day were estimated based on the
minute-wise step data of the Fitbit: When for 10 minutes the
step-count per minute was above a minimum threshold of 40
stepswewould assumethisto be an activeinterval. One minute
with a lower value in between was allowed to reflect, for
example, necessary traffic light stops when walking through a
city. We chose the threshold based on our own experiments.
According to our internal experimentsthe resulting assumptions
are afair estimation. The average active minutes per day were
41.4 (SD 22.2, minimum average per person 9.92, maximum
68.85).

The participants altogether recorded 45 endurance training sets.
All of them were at least 30 minutes. Twelve (27%) had a
duration of 30-60 minutes, 14 (31%) 1-2 hours. 10 (22%) had
aduration of more than 12 hours.

For 180 nights (80%) sleep data was collected. 83 of the sleep
records (46%) had aduration of 6-8 hours, 51 (28%) 8-9 hours,
6 (3%) 5-6 hours. 14 (8%) had aduration of morethan 16 hours.

The participants self-assessments on how well they followed
the recommendations for daily activity, fitness trainings and
deep isshown in Table 1 below.

Qualitative Experiences From Using the Sensors

Setting up the devices mostly worked flawlessly, but some
problems still were reported. Some participants had technical
difficultiesintheinstall ation process. Some of the deviceswere
faulty and had to be exchanged. Non-standard installations
raised further questions. The concept of the local installation
of the Fitbit service component in combination with the Fitbit
portal was difficult to understand and caused confusion when
one participant switched to anew PC at home.

In daily use, most participants were excited about the Fithit for
monitoring their daily activity. They very much appreciated the
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feedback on their daily activities and were sometimes quite
surprised about the results in comparison to their
self-assessment. The preferred level of detail of the data was
quite heterogeneous. While some participants were very
interested to understand the detail s and reviewed the datain the
portal very carefully, others were happy just to see the number
of steps per day on the device's display, and hardly looked into
the portal. All in all, the participants found the Fitbit device
very easy and intuitive to use, whereas the portal was considered
more complex and difficult to use.

A number of negative points of the Fitbit were also discussed.
The device was occasionally forgotten. Cycling as part of the
daily activitieswas not well accounted for in terms of step count.
Not everybody liked to keep the Fitbit in their pocket or clipped
to the clothes. Particularly women said that the clothes they
wear may not have pocketsto store the device. Some participants
forgot to take the Fitbit off their pocket when changing clothes
throughout the day. Severa persons suggested having, for
example, a bracelet rather than aclip.

Although prior pilot tests had indicated that sleep behavior
might be an issue of interest, most participants were in the end
not particularly interested. They said they tended to forget to
mark their sleep or wake-up times, and they did not get any
further insights from it.

Thefeedback on the Garmin Forerunner waslesspositive. There
were difficulties in getting the device to work. The genera
concepts of GPS monitoring and heart rate monitoring were not
well understood. The required delay for getting a GPS fix
outdoorswas considered annoying. When used indoorsthe lack
of GPS caused considerable confusion. In general, especialy
indoors, little added value was seen using the watch for heart
rate monitoring. People liked using the watch rather outdoors.
They would not just use it for monitoring the actual endurance
trainings such as walking, but also take into account other
activity such astheir daily cycling or an occasional hiking tour.

Uploading the training data from the watch to the Runkeeper
portal was considered to be dightly annoying, but in the end
worked for most participants. However, the portal was not
appreciated well. There was little advantage seen for entering
the data into the system, and the results were only rarely used.
The participants commented that they would in principle be
interested to monitor their training, but that monitoring should
be much better connected to their situation, for example, by
directly linking it to their gym visits.
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Table 1. Self-assessment of activities versus monitored behavior.

Meyer & Hein

Participant Daily activity self- Daily activity ~ Actua activity ~ Fitnessactivity ~ Fitnessactivity actu- Sleep self-assessed  Sleep actual
assessed actual level by level by steps  self-assessed al level level
minutes

1 3 1.51 1.15 3 161 4 2.09
2 3.60 341 4 2.00 1 2.35
3 4 3.09 3.01 3 158 4 174
4 4 2.73 2.63 4 3.00 4 3.03
5 3 0.99 111 2 2.16 4 152
6 3 2.90 3.04 2 0.00 1 2.47
7 1 313 373 4 3.00 4 3.81
8 2 2.06 2.47 2 233 4 2.23
9 3 2.96 2.83 0 0.74 4 2.89
10 4 3.43 3.45 4 2.79 2 3.06

Usability and Users’ Experiences Discussion

We asked the users for the usability of the overall system, for Sensor Use

possible effects of the system on their health behavior, and for
suggestions for future improvements.

The usability was measured using the German version of the
System Usability Scale[21]. Theaveragescoreis 71 (SD 17.7).

Most participants said that the devices helped them to better
understand their own behavior and motivated them to ahealthier
lifestyle. The participants felt that using the system increased
the awarenesstowardstheir personal activity. Many participants
planned their activities more carefully. Some participants also
felt that during the study they learned to better assess their
behavior. Therefore they would be able to live heathier
afterwards even without using the devices. However, the
examples given by the participantswere addressing mainly daily
activities. Endurance workouts were only occasionaly
mentioned, and sleeping duration was not an issue at al.

One participant was generally more critical about
self-monitoring, seeing also the risk of over-motivation and
distorted feedback, sincethe devicesjust provide avery sdlective
view on one's behavior.

Several participants explicitly mentioned that dealing with the
multiple platformswas difficult and caused confusion. Therefore
they suggested an integrated platform that would allow seeing
all the datain one place.

Although all participants were strongly aware of the do's and
don'ts of a healthy lifestyle, the goal to live heart friendly was
not appealing to them. They understood the necessities of
activity and sleep, but found little motivation in following this
goal. Within the scope of the study they were much more eager
to seetheir physical daily activity. Several participants suggested
that other goals would be more interesting, including weight
control and increasing fitness. They also suggested to include
more monitoring options, for example, for weight, nutrition, or
blood pressure.
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The Fitbit was used by all participants virtually every day for
monitoring daily activity. We therefore assume that this device
isin principle well accepted. However, from the participants
feedback we also must assumethat the device was occasionally
not worn during some parts of a day. The step data per day is
thereforelikely to beincomplete. We conclude that the concept
of the Fithit as an easy to use device is well accepted, but
different forms of pedometers such as a bracelet rather than a
clip might have resulted in more compl ete data for some of the
participants.

The participants recorded 45 workouts altogether. 14 of these
(31%) were above 4 hours duration for 4 participants and 10 of
these (22%) even above 16 hours duration for 2 of the
participants. Longer durations might be cycling or hiking tours.
However, trainings above 16 hours duration can only be
explained by the participants forgetting to mark the end of the
training.

Recording sleep required pressing a button in the evening and
again in the morning. With 80% of the nights covered, sleep
data was less complete than the data on daily activity. We
therefore assume that occasionally the device was forgotten, or
was not used intentionally. From the recorded sleep durations
it is noticeable that a number of sleep records are overlong,
above 12 hours (5 nights, 3%) or even above 16 hours (14
nights, 8%). Particularly in the latter case we can assume that
pressing the button in the morning was forgotten.

Self Assessment Ver sus M onitored Behavior

We compared the participants self-assessments with the
measurements taken by the sensors. The self-assessment took
place at the end of the study, after 3 weeks only, so there is
likely a recall bias limiting the precision of the data. On the
other hand, during the 3 weeks the participants got regular
feedback on their actual behavior from the devices, which should
increase their awareness for their behavior and mitigate the
effects of the recall bias. The results are summarized in Table
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1. For each of the 3 behaviors, the columns show from left to
right the points as subjectively assessed by the participants, and
the actual achieved points as monitored by the devices—for
daily activity in 2 different methods. The details are
subsequently described.

For daily activities we took into account the active minutes in
intervals of 10 minutes each. We scaled this into a 0-4 scale
from O (no active minutes) to 4 (30 minutes or more of activity).
The participants had reported that they observed their daily step
count with high interest, so we could expect quite a good
estimation. However, 5 participants were too optimistic in their
self-assessment, 3 were quite precise, and one was too
pessimistic. One participant did not assess his activity.

We also used the daily step count sum as an alternative
measurement to mitigate potential weaknesses of our approach
for estimating the active daily minutes. By adopting the
Tudor-Locke scale [22] we gave 0 points for O steps, 1 point
for 5000 steps, 2 for 7500, 3 for 10,000 and 4 for 12,500 and
more. Welinearly interpolated pointsfor step valuesin between.
The resulting scores deviate only dightly from the one based
on our own estimation (average deviation 0.04, SD 0.29) and
do not change the overall picture.

For training, we counted for each day the number of fitness
trainingsthe participant had recorded for thisand the preceding
6 days. All trainings recorded were longer than 30 minutes For
each day with at least 3 trainings on that and the preceding 6
days we scored 4 points, for 2 trainings 3 points, for 1 training
2 points and for no training O points. We compared this to the
participants’ self-assessment. 7 participantsweretoo optimistic
in their self-assessment, and 3 were dightly pessimistic.

For sleep, we scored 4 points for each night with 6-8 hours. We
scored O points for 5 and 9 hours, 4 for 6 and 8 hours, and
linearly interpolated values in between. O points were scored
for nights shorter than 5 and longer than 9 hours. For calculating
the participant’s average sleep score, we omitted sleep records
of more than 16 hours duration, as we assume a faulty use of
the sensor. Compared to the participants’ self-assessment, 6
participants were too optimistic, in 1 case the assessment was
about correct, and in 3 cases it was too pessimistic.

Our comparison between self-reported and monitored data is
partially in line with other studies. For physical activity [20]
concludesthat for vigorous activitiesthereisastrong correlation
between self-assessment and monitoring, while we found some
deviations. For medium activities, [20] finds afair to moderate
correlation, which is quite in line with our observations.
Differences could be explained in different self-assessment
methods: We used only an ex-post questionnaire after 3 weeks,
while [20] used alogbook. For sleep [23] finds that in average
the self-assessment is close to the objective measurement, but
there are considerable individual differences. This is well
reflected by our observations. In general, our participants tend
to assess themselves more positively. This might be explained
by the fact that our participants had the mission to follow some
specific guidelines. Not having succeeded in following these
might therefore be considered afailure, so the participants might
have had the trend to show themselvesin a more positive light.
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Limitations

The study has some limitations. The measured data may be
partially wrong due to a non-identified faulty use or because
participants didn’t record all activities. Our measurement of
active minutes based on analyzing the steps by the minute is
not precise. And our mapping of the activitiesto 0-4 pointsscale
compared to the participants' self-assessment scale 0-4 may be
imperfect. Taking into account the relatively small sample size
of 10 persons, the figures as outlined in Table 1 should be
understood to underline our qualitative statements, not as
guantitative results in themselves.

However, with 10 participants the sample is large enough to
gain abetter understanding of how people use pervasive health
services and what the current problems are. The demographic
of the participant group israther broad with respect to age range
and to participation of femal e and male persons, and it included
2 couples. The participants were in general just average
technically skilled. The group wasin general healthy and didn’t
suffer from a particular disease. The interest in healthy living
was probably above average, but not exceedingly high.
Therefore we think that our participants are fairly close to the
“average target group”

Design Implications

Our resultsreveal anumber of implicationsfor the future design
of systems for the prevention of cardiovascular diseases:

We gave 2 devicesto the users, both of which were mass market
products and should in principle be easy to install and use. We
explained carefully the required procedures to the participants.
Nevertheless, installing and operating the devices has shown
to be aconsiderable effort for the users. We found that virtually
every possible interaction with the devices required some
training and lead to some faulty operations and possible errors
in data. However we also found that the participants were quite
eager to resolve the issues if their use promised personal
advantages. Therefore, whileit isbasically always a good idea
to keep a system as simple as possible, we also find that users
are willing to accept some level of complexity provided that
the promised advantage is high enough for them. However,
faulty use and incomplete data will always happen, and any
system using that data will have to cope with that.

Wearing and using the devices was rated differently by the
participants. The Garmin watch was mostly liked for outdoor
use, but it wastoo complex for indoor workouts. Also the Fitbit,
in spite of its high acceptance, was not the perfect device for
all the users. Some participants would have preferred abracel et
over aclip. Prevention devices are used for alonger period of
time, so users must have the choice of devices they use, and
they might want to use different devices for the same purpose,
changing from day to day. A pervasive prevention system must
therefore deal with heterogeneous devices and not focus on one
or 2 specific products.

Our participants were very interested in healthy living and had
probably an above-average degree of knowledge on that issue.
The intention to live heart-healthy was generally understood
and appreciated. Nevertheless our goal and guidelines were not
particularly appealing to them. They found little motivation
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trying to live more heart-healthy in general, and were much
more focusing on increasing daily activity. Moreover, the
participants suggested goal s such asweight control or increasing
fitness. Therefore we conclude that general goals for healthy
living must be broken down into concrete and actionable
sub-goals that are personalized to match the individual user’'s
needs and that may well change over time. A preventive system
can then assist the user in following these sub-goals and
guidelines.

All participants liked getting insights into their own behavior.
However, the requested level of detail was different between
the users. For the Fitbit some users were happy just seeing the
number of daily stepsthey achieved, whereas others were keen
to understand how different types of activities contributeto step
counts and active minutes. Sleep duration was in general not
considered interesting by the users. However, from pilot tests
in dlightly different set-ups we found that people may be
interested in sleep quality. Therefore we think there isamutual
influence of the choice of devices and the definition of
personalized goals. A device's properties obvioudy limit the
possible level of detail of the monitored data: If the user's
preferred pedometer doesn’t allow monitoring active minutes,
activity goals may need to be defined based on daily step counts
rather than the more detailed active minutes. The other way
around, the user’s goalsinfluence the choice of devices: If Sleep
quality isimportant, the user may wish to use a device like the
Zeo, whereasfor mere sleep duration the Fithit approach would
befine.

Meyer & Hein

Our participants had decent knowledge about healthy living and
followed a healthy lifestyle. Neverthel ess, when asked for their
subjective self-assessment regarding their behavior during the
study, the participants tended to over-estimate their own
behavior. Therefore behavior monitoring using technical devices
provides a more reliable base data for recommendations on
healthy behavior than self-assessment alone.

Summary and Outlook

We investigated how |ow-cost monitoring devices can be used
in the context of prevention of cardio-vascular diseases. We
learned that using devices is a challenge to the user, but users
arewilling to cope with it if their advantage is clear. However,
users prefer different devices therefore we believe that also in
the future we will have heterogeneity of devicesrather than the
one universal product.

Therewasatendency that aperson’s subjective self-assessment
is more optimistic than the data monitored by the devices.
Therefore the objective monitoring is potentially better suited
for observing and reflecting health behavior than a subjective
self-assessment.

We believe that preventive systems in the future will be
platforms that integrate multiple data sources to provide the
user with a unified view. One main challenge clearly is the
analysis and interpretation of this heterogeneous data to infer
medically valid conclusions on the user’s health. However this
is what we need to turn the existing personal data into
personalized knowledge.
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Abstract

Background: Inrecent years, Highly-Active Anti-Retroviral Therapies (HAARTS) have modified the Human Immunodeficiency
Virus (HIV) life-cycle and the disease is now considered chronic. Consequently, a longitudinal and complex follow-up is now
required for HIV positive patients during their lifetime. Moreover, patients often encounter various complications due to
comorbidities, related to the immunodeficiency state and HAARTS' side effects. Thus, HIV positive patients are involved in
multicenter clinical trials (MCTSs) to improve treatments and discover a preventive vaccine. Therefore, physicians require proper
instruments to access comprehensive patient data for managing patients during follow-ups, and tools for data collection and
analysisin MCTs.

Objective: TheLigurianHIV Clinical Network aimsto provide physicianswith aWeb-tool to administrate HIV positive patients
data within primary-care and to reuse the collected clinical information to perform MCTsin Northern Italy.

Methods: The key aspect of the system isarelational database which allows the storage of various types of clinical information
(eg, related to HIV, cardiovascular, or hepatic diseases) in multiple formats. The modular design of the database permits a rapid
insertion of new parameterswithout requiring any changesin the database structure. Furthermore, codesfrom biomedical ontologies
controlled vocabularies (“Logical Observation Identifier Names and Codes’, and “International Classification of Diseases 9”)
and ontologies (“ Systematized Nomenclature of Medicine Clinical Terms’), units and normality ranges used by al partners
participating in the project were collected to achi eve acompl ete semantic interoperability. Accordingly, datacan be automatically
normalized through the z score formula and physicians can extract and correctly compare information with external statistical

http://www.medicine20.com/2013/2/e5/ Med 2.0 2013 | val. 2 | iss. 2 |e5 | p.49
(page number not for citation purposes)


mailto:paolo.fraccaro.dms@gmail.com
http://www.w3.org/Style/XSL
http://www.renderx.com/

MEDICINE 2.0 Fraccaro et d
tools. Moreover, to respect patients' privacy and legal issues, a local identifier, determined through an HASH cryptography
algorithm, is assigned to each patient during the registration process. The database is managed by a user-friendly Web-platform
which allows quick accessto information during medical examinations and the reusing of the collected datafor present and future
MCTs. Furthermore, a bidirectional middleware was created in order to import/export information through HL7 messaging.
Hence, data can be manually entered by physicians or automatically collected within HL7-compliant Hospital Information
systems.

Results. Presently, the direct storage of patients’ information from the San Paolo Hospital (Savona, Italy), and San Martino and
Galliera hospitalsin Genoaisin atest phase. Currently, 8 centers of Infectious Diseases (located in Liguria and Piedmont) are
participating in the project and almost 400 HIV positive patients have been recorded in the system. Patient data has been used
for primary care and research purposes. Currently, thereare 4 on-going MCTsand preliminary results have already been presented
at International HIV congresses.

Conclusions: The Web-platform allows effective management, sharing and reuse of information within primary care and clinical
research. In the future it is planned to share the clinical information from this network with other HL 7-compliant workgroups

and to extend the platform to other infective diseases (eg, hepatitis).

(Med 2.0 2013;2(2):€5) doi:10.2196/med20.2712

KEYWORDS

multicenter clinical trials; human immunodeficiency virus; health level 7; biomedical ontologies; z score

Introduction

Human immunodeficiency virus (HIV) infection is still asevere
and current problem in modern society. Indeed, even if at the
moment less attention isfocused on HIV diseasein comparison
to the past, still globally, 34.0 million [31.4-35.9 million] people
were living with HIV at the end of 2011 [1]. Currently, the
primary HIV treatments, highly-active antiretroviral therapies
(HAARTS), extend the life expectancy of patients and the
diseaseisnow considered chronic; thereforethe overall number
of people living with HIV has steadily increased. Moreover,
even if the survival rate has sensibly improved, HIV positive
patients need to be regularly monitored within primary care
with a comprehensive approach throughout their life, through
complex longitudinal follow ups[2]. Furthermore, HIV patients
often encounter various types of complications due to the state
of immunodeficiency and the side effects caused by HAARTS.
Accordingly, HIV positive people are often concurrently
involved in many multicenter clinical trials (MCTs), with the
objective of improving HIV treatmentsand finding apreventive
vaccine. Therefore, proper systems and software applications
are needed to correctly store, manage, and analyse the large
amount of data produced within thiscomplex scenario, between
primary care and clinical research, with the aim of supporting
physicians during their work and consequently improving
patients health. First, such systems and software applications
would haveto allow physiciansan easy accessto overall patient
information and thereusing of such information for multicenter
clinical research. Second, operator usability and freedom of
access and analysis, according to proper access rights, would
have to be supported with user-friendly and intuitive
applications. Finaly, there should be the possibility of data
sharing through standard instruments among different
workgroups, and national and international institutions to
stimulate collaborations and favour public health policies
concerning HIV.

Generally, the benefits of the integration between primary care
and clinical research has aready been established [3,4] and

http://www.medicine20.com/2013/2/e5/

many workgroups arefocusing their strengths on achieving this
objective [5,6]. However, vendors of electronic/medical health
records systems are so far, still not working in the same
direction. Consequently, a wide integration of administration
and primary care applications with the research applicationsis
not yet possible. Therefore, above al in the academic
community where financial resources are lacking, physicians
have to adopt craft-made or open source (eg, OpenClinica[7],
OpenCDMS [8], PhOSCO [9], and REDCap [10]) solutionsto
manage their datawithin clinical research. This often generates
substantial and repeated data copy operations which are time
consuming and a possible source of errors.

Specifically, inthe HIV domain, the efficacy of comprehensive
systemsto optimally treat the disease has already been proven
[11]. In particular, the Orchestra program [11] is a
computer-assisted HIV care and support tool implemented in
the outpatient clinic of a University Hospital (Paris, France).
The system aimed at providing physicians with information
concerning 5 areas of actions (eg, cardiovascular risk factors
and complianceto HAARTS). Nevertheless, even if its efficacy
has been tested and its comprehensive approach proved, the
Orchestra program is limited to only some aspects within the
HIV scenario and above all, data cannot be reused for research
purposes. Instead, Puglieseet a [12,13] presented NADISwhich
is an electronic medical record for HIV negative, hepatitis B
virus (HBV) negative, or hepatitis C virus (HCV) negative
infected adults seeking care in French public hospitals. NADIS
satisfies many of the requirements introduced above, for an
optimal management of the HIV infection. However, it has
some drawbacks. First, it isadesktop application, which causes
|aborious maintenance operations and limited access for users.
Second, physicians, also with appropriate viewing rights, are
not free to consult and extract information for research purposes,
but have to ask dedicated staff to perform these tasks. Finally,
NADIS is only available within the French National Health
Systems, consequently isnot possibleto participatein the project
from outside France.

Med 2.0 2013 | vol. 2| iss. 2 |e5 | p.50
(page number not for citation purposes)


http://dx.doi.org/10.2196/med20.2712
http://www.w3.org/Style/XSL
http://www.renderx.com/

MEDICINE 2.0

Dueto the previously presented limitations, the authors decided
to develop their own solution: “The Ligurian HIV Clinica
Network”, which is a user-friendly Web-application which
manages, shares, and analyses data within primary care and
clinical research.

Methods

Overview

First, to ensure the satisfaction of all technical and clinical
aspects and to guarantee high quality patient care and research
within the HIV context, the system has been designed,
developed, and tested through a close collaboration between
health informaticians and HIV experts.

From atechnical point of view, the core of the system is based
on some general and scalable principles [14,15] which are
suitable a'so for other clinical domains. The key aspect of the
system is a relational database which, due to a high data
structuring through a meta description approach, permits the
archiving of various types of clinical information (eg, related
to HIV, cardiovascular, or hepatic diseases) in multipleformats.
The modular design of the database allows a quick addition of
new parameters without any required modification to the
database structure. Particularly, this aspect is essential within
the HIV context because, asintroduced above, HIV management
and treatment are constantly evolving, consequently the
inclusion of new criteria is often necessary. Furthermore, to
achieve a complete semantic interoperability and ensure the
participation of asmany research groups as possible, the system
allows the collection of codes from biomedical ontologies
controlled vocabularies (“ Logical Observation Identifier Names
and Codes’, and “International Classification of Diseases 9”)
and ontologies (“Systematized Nomenclature of Medicine
Clinical Terms’), units and normality ranges concerning all
parameters used by all partners participating in the project.
Accordingly, data can be automatically normalized through the
z score formula [16], extracted and correctly compared within
external statistical tools. Moreover, to respect patients’ privacy
and legal issues, alocal identifier, determined through an HASH
cryptography agorithm, is assigned to each patient during the
registration process and a strict viewing rights policy was
adopted. Furthermore, a bidirectional middleware was created
in order to import/export information through health level 7
(HL7) messaging. Thus, data can be manually entered by
physicians or automatically collected within HL7-compliant
hospital information. The essential characteristic is that once
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data has been collected in the database the first time, it is then
available, without any further copy operations, during primary
care and for present and future MCTs according to specific
research purposes.

To ensure a wide utilization and low costs, the database is
managed through a Web-platform which dynamically builds
webpage contents and reflects the modular structure described
above [14,15]. Within the design and development of the
Web-platform, physicians' indications and suggestions had a
particular importance in obtaining a result as user-friendly as
possible, which could be effectively integrated into their
workflow. Furthermore, a maintainance layer was developed
to provide administrators with quick access and enable
modification to all structural aspects of the platform. Finaly,
since one of the main objectives was to alow physicians to
extract data for research purposes, a specific algorithm and
extraction tool were developed. Such instruments permit
physicians to access z score normalized information according
to their criteria and to extract this data in a Microsoft Excel
format.

Quantitative Results

The Ligurian HIV Clinica Network has been online from
September 2011 and, after amost 1 year and 9 months, 8
Departments of Infectious Diseases among Ligurian and
Piedmont regions are participating in the project. Furthermore,
testing of the infrastructure, for direct storage of information
from hospital information systems has been developing in 3 of
the previous centers. Currently, out of a population of about
2500 HIV positive peoplein Liguria(total inhabitants 1,567,339,
on 31/12/2011, calculated by ISTAT), ailmost 400 patients and
their clinical data have been recorded in the database.
Furthermore, 10 patients have been recorded from centers of
the Piedmont region which participated in one of the MCTs. At
the moment, 5 types of clinical events (historical information,
blood sample examination, admission, discharge and therapy)
are monitored and structured in more than 200 parametersin 7
different formats. The results of such parameters are collected
within primary care and currently reused in 4 ongoing MCTS,
which, even if with different research objectives (eg, starting
from immunological to economical aspects), can correctly
coexist within the platform and consider relevant information
according to specific research purposes. Finaly, preliminary
results of some trials have aready been presented to national
[17,18] and international conferences[19]. Table 1 reports the
guantitative results described previously in more detail.

Med 2.0 2013 | vol. 2 | iss. 2 €5 | p.51
(page number not for citation purposes)


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

MEDICINE 2.0

Table 1. Summary of quantitative results of the project.

Fraccaro et d

Parameter

Result

Time online

Participating centers

Testing of direct storagein HL7 format

Recorded patients
Type of clinical events

Monitored parameters

1 year and 9 months (since September 2011)

PietraLigureHospital (PietraLigure, Italy); San Paolo Hospital (Savona, Italy);
San Martino Hospital (Genoa, Italy); GallieraHospital (Genoa, Italy); Sanremo
Hospital (Sanremo, Italy); La Spezia Hospital (La Spezia, Italy); Alessandria
Hospital (Alessandria, Italy); Turin Hospital (Turin, ltaly)

San Paolo Hospital (Savona, Italy); San Martino Hospital (Genoa, Italy); Gal-
lieraHospital (Genoa, Italy)

410
Historical information; Blood sample; Admission; Discharge; Therapy

216

Possible formats

Ongoing MCTs 4
Clinical Studies preliminary results presented to conferences by 3
clinicians

Integer; Float; Categorical; Boolean; Dates; String; Code

Qualitative Results: Examplesof theM ogt Significative
Webpages

Each parameter hasitsown detail page (Figures 1 and 2), where
administrators can set up all the necessary information to
correctly manage clinical dataand achieve acomplete semantic
interoperability within all centerswhich are participating in the
project. In particular, this example refers to CD4 Lymphocites
number (one of the most important variables within HIV
context), which pertainsto the phenotyping and viremy aspects,
and label 2 (Figure 1) highlights the related standard code and
controlled vocabulary. The type of parameter is integer and z
score normalization isrequired (label 1, Figure 1) furthermore,
it is possibleto archive al different units and normality ranges
used by centers (label 3, Figure 2). Findly, there is the
possibility to set up the MCTs in which researchers wish to
consider the parameter (label 4, Figure 2). Therefore, it is
possible to customize the considered parameters according to
specific research purposes, and the practical resultsof thisoption
are shown in Figures 3-5.

Specifically, Figures 3-5 report snapshots of the results
concerning the phenotype and viremy aspects, for the same
patient and same blood sample (dotted circles in the Figures)
for primary care and two different MCTs. Obvioudly, all possible
parameters are present in the list which refers to primary care
(Figure 3), as in order to optimally treat the HIV positive
patients, as much information as possible is required. Instead,
the other two lists contain less parameters and are customized
according to specific research objectives. Therefore, the
MARHIV study [17,18] (Figure 4) considers many aspects as
it is focused on immunological and clinical aspects; on the
contrary, the ACTEA | study, which is mainly concentrated on
economical aspects, examines only the essential immunological

http://www.medicine20.com/2013/2/e5/

information of HIV positive patients (Figure 5). Furthermore,
the Figures show two other main characteristics of the platform.
Firgt, users can work with their own instruments since unitsand
normality ranges are related to centers and data is normalized
only during the extraction process. Second, even if considered
parameters are different in the three lists and data has been
recorded only once, where it is possible common information
is reused and integrated. For example, as highlighted by solid
circles, some results are available in all the snapshots.

Asreported in the introduction, one of the main objectives was
to allow physicians to independently extract data according to
their needs. Figures 6 and 7 underline the results which have
been obtained concerning this aspect. In fact, the snapshots
report examples of how physicians can enter specific extraction
criteria (Figure 6), and how the obtained information can be
exploited (Figure 7). Referring to Figure 6, label 5 shows the
possibility of defining particular thresholds, both inclusive and
exclusive, for numeric parameters. Obviously, thereis also the
possibility to indicate specific requirementsfor al other formats,
such as positivity/negativity for Booleans or equality to a cert
value for categorical. Once al the criteria has been entered,
physicians can extract information through two different
modalities. The first one allows authorized users to access
information and extract z score normalized datain Excel format.
Conversely, the second extraction mode can be used during the
recruitment phase of MCTs. In fact, it is possible to know how
many patients in each center, within the whole cohort, respect
specific criteria (Figure 7). It is important to emphasize that,
due to a strict viewing rights policy, the physicians who is
extracting data in this case cannot directly access information;
however, there is the possibility to send the centers a request
for the participation of the patientsin the selected MCT.

Med 2.0 2013 | vol. 2 | iss. 2 [€5 | p.52
(page number not for citation purposes)


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

MEDICINE 2.0 Fraccaro et a

Figure 1. Parameter details page: name, type (label 1), and code (label 2).

Home | About us | Contacts Helfo Paul (Logout,
Parameterld = 8

Menu

~
LIST OF PARAMETERS General Information
BACK
CHANGE GENERAL INFORMATION

Parameter name: N. A. TCD4
Abbreviation parameter name: N. A. TCD4
Parameter Type: [ Integer | @
Z score: ® YES NO Not known

Category: | Phenotype and viremia
Parameter code: 24467-3

Display name: CD3+CD4+ (T4 helper) cells [#/volume] in @

Vocabulary: [Lomc

MEDINFO HIV Clinical Network is made from MEDINFO, Laboratory of Nanobiotechnology and Medical Informatics (DIST, University of Genoa)

Figure 2. Parameter details page: studiesin which the parameter is considered (label 3) and, centers' units and normality ranges (label 4).

Home | About us | Contacts

Parameterid = 8

Menu
MARHIV study

Actea-I Study
Register people infected with HIV-1 in maternal-fetal transmission

Unit of measure range and centers

©
MODIFICATION

Center Unit of measure _Range
Pietra Ligure Infectious Diseases N / mmc 2B ELra Il MODIFICATION|DELETE|
Galliera Infectious Diseases N / mmc [435-2360]
Sanremo Infectious Diseases N/ mmc [435-1360]
San Martino Clinical Infectious Diseases N / mmc [491-1352]
La Spezia Infectious Diseases N / mm¢ [300-1600]
Alexandria Infectious Diseases N/ mme [493-1666]
Turin Infectious Diseases N / mmc [493-1666]
DIMI N/ mme [491-1352)
Savona Infectious Diseases N / mmc [400-1590] v
MEDINFO HIV Clinical Network is made from MEDINFO, Laboratory of Nanobiotechnology and Medical Informatics (DIST, University of Genoa)
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Figure 3. List of parameters concerning phenotype and viremy aspects for primary care.

Phenotype and viremy

B IR —
_‘——_I—— -__-_-_
— —

r: Patient DD, ID = 8, Examination of 18/10/2011, therapeutic Line number = 1}"’\

—

-
""'-—____ - — -

— —

NA TCD4: 408 N/ mmc

%
NA TCDS: 643 N/ mmc [225-1187]
% TCDS: 47 % [16-43]
NA TCD3: 1055 N/ mmc [752-2168]
% TCD3: 77.2 % [60-85]
NA TCD45: N/ mmc
% TCD45: %
HIVRNA: g Copies / ml [0-40]
HIVRNA <20 copies: ® YES NO Not known
Report TCD4/TCDS: 0.6 [1.5-3]
HLA-B 5701: ® YES NO Not known
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Figure4. List of parameters concerning phenotype and viremy aspects for MARHIV study.

MARHIV study: Phenotype and viremy

_————————-——_-—-.—_
—

< Patrent DD, ID = 8, Examination of 18/1 0/2011 T6

%TCD3: | 77,2 % [60-85]
NATCD3: | 1055 N / mmc [752-2168]
% TCD4S: | %

NA TCD45: | N/ mmc
%CD4: | 29,9 | %
NACD4: | 408 | N / mmc
%CD8: | 47 =
NACDS: | 643 | N / mmc [225-1187]
R: | 06 [1,5-3]

HIVRNA: | 9 | Copies / ml [0-40]

S —— e 202013} 2] 2 5] 55
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Figureb5. List of parameters concerning phenotype and viremy aspects for ACTEA |-study.

Actea-I Study: Phenotype and viremy

—_
e = e o o e mmm em R

Absolute CD4: 408 N/ mmc [491-13
CD4%: 29,9 % (31-60
HIVRNA <20 copies / ml: @ Yes No Not known

Figure 6. Data extraction tool: example of extraction criteria entering.

Condition to add on: | Clinical parameters T

Categories: PRE: Phenotype and viremia v

Clinical parameters: | ya TcD4 v

View: ®@vyes O No

Comparison criteria: @ > (O < @

Value: 450 [N / mmc (491-1352)]
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Figure 7. Dataextraction tool: extraction tool used for patients’ recruitment.

85 patients who satisfy the entered criteria have been found. Do you want to send centres a
request for the participation in the study of patients who aren't already participating?

SEND REQUESTS

Number of patients

Center participating in the study
San Martino Clinical 9
Infectious Diseases
Sanremo Infectious 6
Diseases
Alexandria Infectious 2
Diseases
Galliera Infectious 0
. Diseases |
. Turin Infectious Diseases | 1
La Spezia Infectious i
Diseases
Discussion

The Ligurian HIV Clinical Network, through standard and
general methods which are applicable also in other medical
domains, provides physicianswith al the necessary instruments
to perform high quality care and collaborative research in the
field of HIV. In addition, it overcame some of the drawbacks
of the previously proposed solutions. First, as reported in the
Results section, a wide range of parameters are considered in
order to extend the area of actions analysed within the Orchestra
program [11] and the adoption of an approach as comprehensive
as possible during primary care with the possibility of easily
adding new clinical aspects was applied. Furthermore, instead
of NADIS[12,13] the proposed solution is a Web-platform to
ensure low maintenance costs and wide access. From the
multicenter research perspective, a high level of semantic
interoperability was achieved and data is effectively managed
and shared within MCTs among different regionsin Italy.

Moreover, due to the nature of the presented structure, the
project potentially is not limited to Northernlitaly. In fact, new
centers and research groups could join this initiative on a
national and international base; the only requirement is the
collection of al relevant information concerning the work
environment (such as standard codes; normality ranges and
units). Furthermore, unlike within NADIS [12,13], physicians
can independently extract and compare information according
to their needs in an effective way, without any necessary
dedicated staff. In addition, the developed extraction tool can
sensibly improve and speed up the patients’ recruitment which
usually isone of the most time consuming operationsin MCTSs.

However, since some aspects are still being developed, our
system dtill has some limitations. First, at the moment a
statistical analysis tool is missing. We plan to develop such a
tool in the near future, but it is important to underline that the
majority of physicians prefers to use their own statistical
packages. Accordingly, the creation of a statistical tool within
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the platform does not represent apriority at the moment. Infact,
the most important and innovative aspect is to have provided
physicians with the possibility of normalizing and extracting
data which can be correctly analyzed by their own statistical
packages. Second, specific alghorithms for patient recruitment
are missing at this stage. However, the developed tool selects
the patients according to the user requirements (eg, value of last
cluster of differentiation 4 [CD4] |ymphocytes count),
consequently physicians can identify suitable patients for their
research purposes. Finally, the percentage of recorded patients
in the system isjust a part of the overall Ligurian HIV positive
population in the considered area. Though, sincetheinformation
has been recorded manually so far, physicians actively used the
system and about the 16% of the whole Ligurian HIV positive
population (400/2500 patients) has been collected within the
system. Moreover, since testing processes for the direct storage
of information are in an advanced phase in three hospitals, the
quantity and the quaity of recorded dataare destined toincrease.
Furthermore, the already published works[17-19] evidencethe
effectiveness of the platform also from a research point of
view.These results are a direct consequence of the close
collaboration between health informaticians and physicians,
adopted during all the phases of the project which has permited
the creation of atool that satisfies s physicians needs in both
primary care and clinical research.

As far as the future is concerned, operations to extend the
platform to other chronic infective diseases (hepatitis B and C)
have already begun and this could be extremely important in
supporting physicians' work, as many HIV positive patients
have also these coinfections. Furthermore, we planned to
exchange our information with other HL7 compliant research
groups. Concerning this aspect, links have previously been
developed to perform, in the future, an automatic exchange of
data with Antiretroviral Resistance Cohort Analysis (ARCA)
[20], which is one of the biggest HIV research databases in
Italy.
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Abstract

Background: eHealth services can contribute to individuals' self-management, that is, performing lifestyle-related activities
and decision making, to maintain agood health, or to mitigate the effect of an (chronic) illness on their health. But how effective
are these services? Conducting a randomized controlled trial (RCT) is the golden standard to answer such a question, but takes
extensive time and effort. The eHealth Analysis and Steering Instrument (eASI) offersaquick, but not dirty alternative. TheeA S
surveys how eHealth services score on 3 dimensions (i€, utility, usability, and content) and 12 underlying categories (ie, insight
in health condition, self-management decision making, performance of self-management, involving the social environment,
interaction, personalization, persuasion, description of health issue, factors of influence, goal of eHealth service, implementation,
and evidence). However, there are no data on its validity and reliability.

Objective: The objective of our study was to assess the construct and predictive validity and interrater reliability of the eAS!.

Methods: We found 16 eHealth services supporting self-management published in the literature, whose effectiveness was
evaluated in an RCT and the service itself was available for rating. Participants (N=16) rated these services with the eASI. We
analyzed the correlation of eAS| items with the underlying three dimensions (construct validity), the correlation between the
eA S| score and the eHealth services' effect size observed in the RCT (predictive validity), and the interrater agreement.

Results: Threeitems did not fit with the other items and dimensions and were removed from the eASI; 4 items were replaced
from the utility to the content dimension. The interrater reliabilities of the dimensions and the total score were moderate (total,
k=.53, and content, k=.55) and substantial (utility, k=.69, and usability, k=.63). The adjusted eAS| explained variance in the
eHealth services effect sizes (R?=.31, P<.001), as did the dimensions utility (R°=.49, P<.001) and usability (R>=.18, P=.021).
Usability explained variance in the effect size on health outcomes (R?=.13, P=.028).

Conclusions:  After removing 3 items and replacing 4 items to another dimension, the eASI (3 dimensions, 11 categories, and
32 items) has a good construct validity and predictive validity. The eAS| scales are moderately to highly reliable. Accordingly,
the eASI can predict how effective an eHealth serviceisin regard to supporting self-management. Dueto asmall pool of available
eHealth services, it is advised to reevaluate the eA S| in the future with more services.

(Med 2.0 2013;2(2):€8) doi:10.2196/med20.2571

KEYWORDS
self-care; psychometrics; validity; reliability; scale analysis; effectiveness; self-management support
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Introduction

Background

eHedlth services, contributing to self-management, are
developed and implemented on a daily basis. The Internet is
flooded with websites and apps, which offer support for
individuals to perform lifestyle-related activities and decision
making, to maintain a good health, or to mitigate the effect of
an (chronic) illness on their health. For example, Apple offers
more than 200 apps, which provide information about healthy
habits, offer the possibility to keep a diet, help monitoring
physical activity, and facilitate managing an illness, such as
diabetes. These websites and apps all claim that they can help
to maintain a heathy lifestyle and contribute to a person’s
health. But how effective are these eHealth services?

Various randomized controlled trials (RCTSs) examined the
effectiveness of eHealth services on self-management, with a
large variety in effectiveness. For example, Norman et al.
reported heterogeneity of studies with respect to participants,
type of intervention and outcomes, and mixed findings related
to the outcome[1]. Asaresult, it isdifficult to generalize these
findings to all eHealth services supporting self-management.
In addition, many new health services are devel oped and should
the effectiveness of each of these be examined empirically in
an RCT?

Conducting an RCT takes extensive time and effort. Enrolling
and studying people using an eHealth service for alonger period
of time to examine its effectiveness may take a year or more.
In addition, one has to deal with high levels of attrition when
people use eHealth services [2]. Meanwhile, when the results
are published, general knowledge and technological
devel opments about eHealth are already anumber of steps ahead
[3]. Although considered the “gold standard” in empirical
research on medical interventions, these RCTs are not an
efficient way to answer our question how effective an eHealth
service is at this time. Moreover, when evaluating eHealth
services it is suggested to apply “methodological pluralism”
(ie, undertaking combined quantitative and qualitative work)
[4] and to examine changes and effects of using the eHealth
serviceon variouslevels, such asthe micro-level (eg, user health
service), meso-level (eg, health organization), and macro-level
(eg, society) [5]. Accordingly, there is a need for a rating
instrument which can be used efficiently, provides an agenda
to discuss how an eHedth service can contribute to
self-management, and finally which is valid and reliable to
provide aforecast on the effectiveness of an eHealth service on
self-management, that is, an instrument which collects data
“quick, but not dirty”.

The present literature does not provide such an instrument. Most
instruments are concerned with rating the quality of the content
of health websites (eg, Health Website Rating Instrument, HWRI
[6] and for an overview see[7]), standards to report studies on
eHealth devices (eg, Consolidated Standards of Reporting Trials
of Electronic and Mobile HEath Applications and online
TeleHealth, CONSORT-EHEALTH [8]), or toolkitsto promote
the implementation of eHealth (eg, eHealth implementation
toolkit, e-hit [9]). However, we need an instrument that not only

http://www.medicine20.com/2013/2/e8/
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evaluates the quality of the content of awebsite, description of
the study, or implementation of the service, but that judges if
the eHealth device effectively supports changing health-related
behavior (ie, se-management).

eHealth Analysisand Steering I nstrument: Dimensions
and Categories

The eHealth Analysis and Steering Instrument (eASl) is
developed to measure the expected effectiveness of eHealth
services on self-management, without necessitating the
endeavors of an RCT or more formative research on various
levels (ie, micro-, meso-, and macro-level). The eAS| is based
on a literature review, examining definitions and
operationalization of the effectiveness of eHealth [10]. This
review covered the literature on health promotion,
self-management and  self-regulation, human-computer
interaction, usability, and the devel opment and implementation
of health-promoting interventions, including interactive health
technologies (ie, eHealth) [11-20]. The review dlicited various
techniques and strategies contributing to the effectiveness of
health innovations. Examples are providing feedback to create
health awareness, offering decision aids, and goal setting. In
addition, it elicited usability aspects contributing to the
effectiveness of technology in general. Only one paper looked
at evaluation of usability in eHealth services. In this paper, the
usability guidelines, as originally introduced by Norman and
Nielsen, are used as principal evaluation items, because no new
evaluation items have been specifically developed for testing
interactive health technologies. The guidelines for usability
include interface consistency, error prevention, and tailoring to
user characteristics. Finally, the review elicited aspects related
to the content of the technological health-promoting
intervention, which contributeto its effectiveness. Here, aspects
cover analyzing the health problem, identifying causes of the
health problem and the extent to which the intervention attends
to these factors, and the constituency for the intervention.

These resulting aspects were integrated in a conceptual
framework consisting of 3 dimensions, contributing to the
effectiveness of eHealth supporting self-management. These
dimensionsare: (1) utility, ascale of how functional the service
is (ie, what is self-management and how is it operationalized
intherated eHealth services), (2) usability, ascale of how usable
the service is (ie, how easy and enjoyable is it to perform
self-management with this service), and (3) content, a scale of
the quality of the content of the service (ie, does this service
contain content, which succeeds in convincing why it is
important for the user to perform self-management.).

These dimensions were operationalized in 3 subscales by
formulating Likert-typeitems. The dimensions contain different
categories, which in turn cover 43 items, which are rated
dichotomously.

The face validity of this 43-item version of the eAS| was
evaluated by a group of Dutch experts (n=28) in a Delphi
procedure [21]. Through this Delphi study, we reached
consensusthat 35 itemswere considered rel evant for measuring
the effectiveness of eHealth (see Table 1). The 35 items are
divided across 12 categories, which in turn are divided across
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the three dimensions: utility, usability, and content. For an
overview of the items, see Multimedia Appendix 1.

The eASl is developed for intermediates, such as health care
insurance companies, health care givers, and eHealth devel opers.
Thistarget group can directly act based on the eAS| outcomes.
They can reimburse, buy and apply services, or determine how
to (re)devel op them. A first application of the eASI showed that
it can be used to analyze the expected effectiveness of eHealth
services and provide steering for improvement [10]. However,
there are no data on its validity and reliability. Therefore, our

Blanson Henkemans et d

study has 3 aims to address these issues. First, the construct
validity: the degree to which the scores of eASl are consistent
with our hypotheses, regarding internal relationships between
items within the different dimensions—utility, usability, and
content [22]. Second, the interrater reliability: the degree of
agreement among the ratersfor each item of the eASl, the total
score on the eASl, and the three dimensions [22]. Third, the
predictive validity: the degree to which the scores on eAS (ie,
total score and dimensions) predict the effect sizes of the rated
eHealth services observed in RCTs [23].

Table 1. Dimensions and categories defined in the eAS| and the number of items they contain.

Dimension Categories Number of items
Utility Insight in health condition 3
Self-management decision making 3
Performance of self-management 4
Involving the social environment 4
Usability Interaction 4
Personalization 3
Persuasion 4
Content Description of health issue 2
Factors of influence 2
Goal of eHealth service 3
Implementation 2
Evidence 1
Total 35
Methods of eHealth services, which aimed ar[ increasing self-management.
We used the search phrase (online OR Internet OR eHealth)
Focus AND (self-management OR self-care OR health-promotion)

To examine the validity and reliability of the eAS|, various
eHealth services needed to be rated using the eASl. These
ratings served to examine the construct validity and interrater
reliability. In order to study the predictive validity of the eAS!,
the effectiveness of these eHealth services had to be assessed
in an RCT. Although the RCT is sometimes criticized as too
limited to assess the effectiveness of eHealth services[4,5], we
consider the RCT as a suitable and conservative approach to
examine the effects of stand-alone eHealth services to support
individual usersin their self-management. To demonstrate the
predictive validity, the effect sizes of the eHealth servicesfound
in an RCT needed to be compared with the eASl rating result
of that eHealth service.

Selection of eHealth Services

Systematic literature searchesin electronic databases (Pubmed,
MEDLINE, CINAHL, and Psyclnfo) were conducted for RCTs

http://www.medicine20.com/2013/2/e8/

AND (randomized controlled trial OR RCT) astitleand abstract
words or MeSH terms. Article reference lists were examined
for additional papers. A total of 14,531 papers were identified.

Subsequently, titles and abstracts of the papers were screened
using thefollowing criteria: First, the RCT evaluated an eHealth
service (ie, online or Web-based or Internet-based therapy,
treatment, or intervention) and the outcome measure was
self-management behavior (ie, behavior conducted by the user
to improve or maintain health or minimize impact of illnesson
health). Second, the results of the full trial were published or
in press. Thisscreening elicited 64 studies. Finally, we screened
if the studied eHealth service used the Dutch, English, French,
or German language and was available to be rated by the eASI
in our study. This screening elicited 16 services (see Table 2).
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Table 2. Overview of the eHealth service and RCT evaluation (N=16).

Blanson Henkemans et d

eHealth service (country)

Study

Service characteristics®

1. Drinktest (Netherlands)

2. Moodgym (Australia)

3. Interapy (Netherlands)

4. Gripp (Netherlands)

5. Alcoholdebaas (Netherlands)

6. Diep (Netherlands)

7. Diabetergestemd (Netherlands)

8. Fitnet (Netherlands)

9. Gezondgewichtassistent (Netherlands)

10. Kleurjeleven (Netherlands)

Boon et al [24]

Powell et al [25]

Ruwaard et a [26]

Genugten et al [27]

Postel et al [28]

Heinrich et a [29]

Bastelaar [30]

Nijhof et al [31]

Kelderset a [32]

Graaf et a [33]

Problem drinkers

Assessment and advice

SA

Reduce a cohol consumption

People with (early signs of) a depression
Web-based cognitive behavioral therapy (CBT)
SA

Reduce depression and anxiety

People with a depression

Online assessment, diagnosis by phone and Web-based CBT
BC

Reduce symptoms of depression and anxiety
People who are overweight

Web-based modular treatment focusing on goal setting, self-moni-
toring, and feedback

SA
Reduce weight gain
Problem drinkers

Asynchronous communication with therapist, health information,
and forum

BC

Reduce a cohol consumption

People with diabetes

Interactive information on diabetes

SA

Improve diabetes regulation

People with diabetes and depression

Web-based, guided self-help program based on CBT
BC

Reduce depressive symptoms

Teenagers with chronic fatigue syndrome
Web-based CBT

BC

Improve school presence and physical functioning and reduce fatigue
People who are overweight

Website to set and achieve persona health goals and tailored health
information

SA

Maintaining ahealthy lifestyleand improve body massindex (BMI)
People with (early signs of) a depression and anxiety

Web-based CBT

BC

Reduce symptoms of depression and anxiety
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eHealth service (country) Study Service characteristics®
11. 113online (Netherlands) Spijker et a [34] People with suicidal ideations

12. Patientcoach (Netherlands) van der Meer et al [35]

13. Diabeter (Netherlands)

14. Minderdrinken.nl (Netherlands) Riper et a [37]

15. Alles onder controle (Netherlands)

Warmerdam et al [38]

16. Active online (Switzerland) Wanner et a [39]

Blanson Henkemanset a [36]

Online services, covering self-test and consultation through chat,
phone and email, forum, and self-help course

BC
Reduce suicidal ideations

People with chronic obstructive pulmonary disease (COPD) and
asthma

Web-based application for health information, self-monitoring, and
eConsult

BC
Improve COPD and asthma regulation
People who are overweight

Online lifestyle diary, setting personal goals and feedback from an
avatar

SA

Maintaining a healthy lifestyle and improve BMI
Problem drinkers

Web-based CBT

SA

Reduce a cohol consumption

People with (early signs of) a depression and anxiety
Web-based CBT

BC

Reduce symptoms of depression and anxiety

People who want to increase physical exercise
Individually tailored counseling and motivational feedback
SA

Improved physical exercise

#Target group, intervention description, stand-alone (SA) or blended care (BC), and goals.

Rating eHealth Services With eASl

Population

The eASl target user group consists of health care insurance
employees in charge of acquiring eHealth services, health care
giversapplying eHealth, and eHealth devel opers. These persons
are generally highly educated and use computers and Internet
daily. In our study, to fit the profile of the target group, we
recruited a sample of 16 men and women, aged 20-25 years,
highly educated (ie, BA or MA degree), and with above average
experience with computers and I nternet.

Personswere recruited through the participants’ database of the
Dutch Organization for Applied Sciences (TNO) through an
invitational email. Computer experience of the persons, who
signed up for the study, was assessed with a computer
experience survey. This survey consisted of a 5-point Likert
scale, ranging from low (little computer and | nternet experience)
through high (extensive computer and Internet experience,
including programming). All participants scored at least 4 points.

http://www.medicine20.com/2013/2/e8/

Participants were invited to rate eHealth services and they
received a small fee for their participation. They did not have
prior experience with the eAS!.

eAS| Instrument

The eASl is based on a literature review of factors related to
the effectiveness of eHealth services, regarding self-management
and health outcomes [10]. For the study, we applied the eASl,
which was tested on face validity and improved accordingly.
The eASl contained 35 items, which wererated dichotomously
(item is applicable or not applicable to eHealth service). An
eHealth service could score 0-35 pointsin total, 0-14 pointsfor
utility, 0-11 points for usability, and 0-10 points for content.
The higher the score, the more effective an eHealth service is
expected to be.

Procedure

The rating sessions lasted approximately 2.5 hours and started
with a short questionnaire ng demographics (ie, gender,
year of birth, and education level) and use of eHealth (on a
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4-point scale: never, sometimes, regularly, and often). Further,
the participants received a short training on how to rate with
theeAS!. Thetraining covered the goal of theeAS!, explanation
of thethree dimensions, and instructions on how to usethe eAS|
to rate the eHealth services. These instructions were also
available on paper during therating. The rated eHealth services
were presented on a PC and the eASI was filled in on paper.
Finally, we surveyed how the raters experienced rating eHealth
services with the eASl. The raters were surveyed after each
rated service, using a5-point Likert scale and an open question,
on the experienced clarity of the items, the effort to answer
them, and the ability to rate aservice withtheeASl. In addition,
we posed an open question about the positive and negative
features of the eASI.

It would be too demanding for each participant to rate all
eHealth serviceswiththe eAS|. Therefore, each eHealth service
wasrated by 3 participants. They were randomly selected from
the pool of 16 participants in such a way that each of the 16
participants rated 3 eHealth services. For example, the eHealth
service by Postel et al was rated by raters 1, 12, and 14. The
score of each service on the eAS| was calculated as follows:
First, we computed the services' total eASI score and score per
dimensions, per rater (ie, sum score). Second, we averaged the
three raters' sum scores.

Statistical Analysis

Construct Validity

To determine the construct validity, that is, to confirm the
existence of the predefined three dimensions, we conducted
confirmatory factor analysis (ie, the oblique multiple group
method) [40,41]. We tested if the eASl ratings fit the
hypothesized structure. For each dimension, we calculated the
reliability statistic (ie, Cronbach apha) and for each item 3
correlations: the correlation with the dimension it is assumed
to belong to (with an item-rest correlation) and the correlations
with the other two dimensions. If the first correlation (the
item-rest correlation) was larger than the latter two, the
predefined structure was confirmed.

Because we had scores from 3 raters per item, we calculated
the Cronbach alpha from 3 random samples in regard to the
rater (ie, we randomly selected one score per item; and thiswas
repeated 3 times). On the basis of the results, an aternative
structure of the eAS| was considered.

Interrater Reliability

Asanindex of theinterrater reliability, ageneralized kappawas
computed (ie, Light’skappa) [42]. For the analysis, we assumed
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that the raterswereinterchangeable (ie, each of theraters could
“act” asthefirst, second, or third rater), and we organized the
data for each item accordingly. We permuted the order of the
values in each row 1000 times, resulting in 1000 data sets. For
each permuted data set, we computed Light's kappa, resulting
in 1000 values of kappa. As summary statistics, we used the
computed mean kappa of these 1000 values, and the minimum
and maximum. We used the interpretation of kappa, as listed
in Table 3 [43].

Predictive Validity

To determine the predictive validity, we first analyzed how the
RCTs measured the effectiveness of the eHealth services.
Self-management behavior is influenced by persona and
environmental determinants (eg, intention, attitude, and
subjective norm). In turn, self-management behavior resultsin
health outcomes. This behavioral model is based on, among
others, the theory of reasoned action and the theory of planned
behavior [44]. These socia cognitive theories of behavior
distinguish 3 elements of behavior: (1) the determinants of an
individual’s behavior, (2) the intention to perform a behavior,
and (3) the actual behavior itself. Many health outcomes are
linked to specific behaviors, thus a fourth step that can be
distinguished, which is the impact of the behavior on an
individual’s health. This enabled usto categorize the measures
of the different studies and compare effect sizes. First, we
calculated the effect sizes (ie, Hedges g) of each service in
regard to (1) determinants of behavior, (2) self-management
behavior, and (3) health outcomes [45]. Second, we conducted
aregression analysis in which we studied the relation between
the eHealth services' effect sizein regard to determinants, health
behavior and health outcomes, and their averaged sum scores
on the eASl in total and per dimension. For example, the
analysis showed that the eHealth service “Alcohol de baas’
(Look at your drinking) had an effect size of 1.15 regarding
self-management behavior. The sum score of the three raters
on averagewas 31.67 ontheeA S| total (90% of maximum total
score), 13.00 on utility (93% of maximum total score), 9.33 on
usability (85% of maximum total score), and 9.33 on content
(93% of maximum total score). In our regression anaysis, we
analyzed if eHealth serviceswith a high effect score also had a
high eASl score, just as Alcohol de baas, and vice versa.

Computational Note

The construct validity analyseswere performed in SPSS (version
20.0); the predictive validity analyses were performed in
Comprehensive Meta-Analyses (version 2) [46], and the
interrater reliability analyseswere performed using the package
“psy” in the R software environment [47,48].

Med 2.0 2013 | vol. 2| iss. 2 |e8 | p.65
(page number not for citation purposes)


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

MEDICINE 2.0

Table 3. Interpretations of kappa[43].
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Kappa statistic Strength of agreement
<.00 Poor
.00-.20 Slight
.21-.40 Fair
41-.60 Moderate
.61-.80 Substantial
>.80 Almost perfect
Results variability in the scores among the raters. All raters scored a

Participants

The study sample consisted of 7 male and 9 femal e participants,
between the age of 20 and 25 years (mean 22.06, SD 1.57).
They had a Bachelor (BA) or Master (MA) degree. They
sometimes used eHealth services.

Construct Validity

A first step in the construct validity is the interna consistency
of the items belonging to a construct. The dimensions utility,
usability, and content had a Cronbach alpha of .53,.41, and .49,
respectively. An inter-item correlation analysis of itemsin own
dimension versus items in other dimensions showed that items
5 and 35 had a negative correlation with their own dimension
(-.35 and -.27, respectively) and a weak correlation with the
other two dimensions. Therefore, wefollowed anumber of steps
to cometo anew structure and to improvethe overal inter-item
correlation.

First, we discarded items 5 and 35 and redid the inter-item
correlation analysis. The correlation improved, but showed that
items 11-14 better correlated with the dimension content than
with utility (.30 vs .06, .68 vs .49, .51 vs.04, and .12 vs -.11,
respectively). Second, we discarded items 5 and 35 and placed
items 11-14 in the dimension content and redid the inter-item
correlation analysis. The result was that item 30 had a negative
correlation with its own dimension (-33). Third, we discarded
item 30 and redid the inter-item correlation analysis. Internal
consistency statistics of the new version of eASI with 32 items,
with items 5, 30, and 35 discarded and items 11-14 placed in
the dimension content, were asfollows. The dimensions utility,
usability, and content had a Cronbach alphaof .61, .56, and .62,
respectively. Thisnew and final versionislisted in Multimedia
Appendix 1.

Interrater Reliability

Theinterrater reliability of most items was moderate to almost
perfect (k>.41 and k>.81, respectively), except for thefollowing
6items: 14, 15, 17, 28, 29, and 31. For 3items (16, 25, and 30),
Light's kappa could not be computed, because there was no
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“1" (ie, yes) on these eAS| items.

The interrater reliabilities of the dimensions and the total score
varied between moderate (total and content) and substantial
(utility and usability). The interrater reliabilities of the initial
structure were comparable to the ones of the new structure. The
improvement of the construct validity did not go at the cost of
the reliability.

Predictive Validity

Asshownin Table4, 10 RCTsstudied the effect of their eHealth
service on self-management behaviors (eg, maintain diet,
performing physical activity, adhering to the low-risk drinking
guideline, and controlling corticosteroid). As shown in Table
5, 12 RCTs studied the effect of their eHealth service on health
outcomes (ie, physical and mental health). Only 4 RCTsstudied
the effect of their eHealth service on determinants for
self-management (eg, attitude, beliefs, knowledge, and skills).
This number was too small for our predictive validity analysis.
Aswewanted to evaluate the eAS| and not the eHealth services,
we have anonymized the studies; however, services in Tables
4 and 5 are similarly denoted.

Figure 1 shows the correlation between the eASl total score
with 32 items (see Multimedia Appendix 1) and
self-management behavior. The correlation was significant. The
eASl total score predicted 31% of the variance in the effect
sizes of the studied eHealth services (F; =12.56, P<.001).
Furthermore, the separate eASI utility scoresand eA S| usability
scores on self-management behavior were significant. They
predicted 49% and 18% of the effect sizes (F;5=27.37,
P<.0001; F;,5=6.01, P=.021), respectively. The eASI content

score was not significant (R?=.05; F ,g=.54, P=.22).

The total score on eASl did not have a significant effect on
health outcome measures (RP=.05; F 3,=1.64, P=.21). Of the
separate dimensions, usability (ie, new scale with 11 items)
predicted 13% of the variance in the effect sizes (F; 3,=5.28,
P=.028). The other two dimensions utility and content predicted
0% and 2% variance, respectively.
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Table 4. eHealth services' effect sizesin RCTs of self-management behavior and sum scores on eAS| total, utility, usability, and content (N=10).

eHealth services® Hedges g (P value) Score eA S total Score eA S| utility Score eAS| usability  Score eAS| content
Range (min-max) -1-1 0-32 0-9 0-11 0-12
A .378 (.257) 19.33 7.00 4.67 6.67
B .562 (.004) 22.00 7.00 4.33 10.33
C 727 (.002) 22.67 8.00 7.33 7.67
D .645 (.000) 12.33 5.00 3.67 3.67
E .223 (.256) 22.00 8.00 6.33 7.33
F .300 (.257) 19.67 5.00 6.00 8.33
G .183 (.462) 19.33 4.00 7.33 8.00
H 1.151 (.000) 28.67 8.00 9.33 11.00
| 170 (.141) 20.33 7.00 4.00 9.00
J 1.215 (.000) 21.00 7.00 7.33 6.33
Overdl .556 (.000) 20.73 6.60 6.03 7.83

BeHealth services have been anonymized.

Table5. eHesalth services' effect sizesin RCTs of health outcomes and sum and sum scores on eAS| total, utility, usability, and content (N=12).

eHealth services®  Hedges g (Pvalue) Score eAS| total ScoreeASl utility ~ ScoreeAS| usability Score eASI content
Range (min-max) -1-1 0-35 0-14 0-11 0-10
A .080 (.620) 19.33 7.00 4.67 6.67
C 137 (.219) 22.67 8.00 7.33 7.67
E .224,(.185) 22.00 8.00 6.33 7.33
F .611 (.024) 19.67 5.00 6.00 8.33
G .831 (.001) 19.33 4.00 7.33 8.00
H .562 (.001) 28.67 8.00 9.33 11.00
J 1.194 (.000) 21.00 7.00 7.33 6.33
K 171 (.185) 15.67 4.00 5.67 6.33
L .541 (.000) 22.00 8.00 6.67 7.67
M .390 (.012) 19.67 5.00 6.00 8.33
N .227 (.515) 18.00 8.00 5.33 5.00
O .220 (.092) 20.00 4.00 6.67 9.00
Overall .369 (.000) 20.67 6.33 6.56 7.64

BeHealth services have been anonymized.
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Figurel. Regression of eAS| total scoreand eHealth services' effect sizein regard to self-management behavior (Hedgesg; n=10; R 2= 31; F125=12.56,

P<.001).
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Qualitative Evaluation of eAS|

In regard to the experienced ability to rate a service with the
eASl, onascaleof 1 (not at all able) through 5 (very able), the
raters, on average, scored 4.06 (SD .75) after 1 rating and 3.38
(SD 1.05) after 3 ratings.

In regard to the experienced clarity of eASI, on ascaleof 1 (not
clear at all) through 5 (very clear), theraters, on average, scored
3.94 (SD .66) after 1 rating and 4.06 (SD .43) after 3 ratings.
The items that were least clear (ie, this item was mentioned
more than 6 times by the raters as not clear) were “the eHealth
service aids making a decision about how to cope with a health
problem in agreement with personal preferences’, “the eHealth
service aids tranglating chosen coping strategies to a personal
goa,” and “the eHealth service can be used on different
platforms.”

In regard to the experienced effort to rate services with eASl,
on ascae of 1 (no effort at al) through 5 (very much effort),
the raters, on average, scored 2.25 (SD .66) after 1 rating and
1.94 (SD .43) after 3 ratings. Theitems that took most effort to
rate (ie, thisitem was mentioned morethan 6 timesby theraters
as difficult to rate) was “the eHealth service can be used on
different platforms”
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Finally, when asked about the positive and negative features of
the eAS!, the raters mentioned that the eAS| helped them to
look at websites more accurately and systematically (n=4) and
that the examples provided hel ped them to understand therating
items (n=3). In addition, they mentioned that it isimportant to
bear in mind how the servicesis used (eg, once or continuously)
(n=1) and that in some cases a caregiver isinvolved in the use
of the service (n=2). This could affect the effectiveness. Finally,
theraters suggested arating scaleinstead of yes/no rating (n=3).

Discussion

Construct Validity

After discarding 3 items and shifting 4 items to another
dimension, thethreedimensions of eAS| are moderately reliable
(internal consistency, Cronbach alphabetween .56 and .62) and
the items are grouped in three distinctive dimensions. These
results partly confirm our hypothetical and theory-based
dimensions [10]. Accordingly, the results show that the eASI
say's something about the “what and how” of self-management
through eHealth (utility), the ease and enjoyment using an
eHealth service (usability), and why it is relevant (content).
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Still, the reliability of the dimensions and especially that of
content could be improved. We have two suggestions for
improvement. The first suggestion is of a technical nature,
namely changing the existing “Applicable/Not applicable”
response scale into a 3-point rating scale. The methodological
benefit of a 3-point rating scale is that there is more room for
variation, which could lead to stronger correlations. The second
suggestion is of asubstantive nature, namely creating additional
itemsfor the content dimension or rewriting existing ones. These
additional items should help discriminate the content dimension
from the other two dimensions and mainly from utility, whereby
the content items focus on the “why” of self-management and
utility on the “what and how”. Our aim isto look for itemsin
these two domains that are more discriminating.

Interrater Reliability

Six items of the eAS| showed a poor interrater reliability. We
suggest that these items are improved in the following way.
Firgt, the formulation of the item should be made less
ambiguous. In addition, the examples provided with each item
should fit with the specific target group of therated service. For
example, inthe case of item “ Personal health data can be entered
in the eHealth services (eg, BMI, blood pressure, HbA )", the
exemplary measure becomes “BMI” if the target group is
overweight and “HbA ;" if the target group has diabetes. This
reguires the instrument to be adaptive. Second, the instruction
for the raters should be further clarified and they could be
trained. Inthiscase, itisadvisableto study if thereisalearning
curve and how this affects interrater reliability.

The interrater reliability could not be computed for 3 items.
This finding may imply that eHealth programs in general do
not vary on these items (and so the items are not informative)
or that the specific sample of eHealth programs used in this
study isnot diverse enough. More data are needed to investigate
thisin more detail.

Predictive Validity

The eASl total score predicted the impact of eHealth services
on salf-management behavior and health outcomes, which were
assessed in RCTs. Specificaly, the dimensions utility and
usability wererelated to these effects, but content was not. These
results show that the eASl is avalid instrument to predict the
effectiveness of eHedth services with regard to
self-management. However, the associations were small to

moderately high (ie, R? between .05 and .31). Thisimplies that
the selection and application of eHealth services should not
only be based on the eASI rating.

The total score of eAS! did not predict the impact of eHealth
services on health outcomesin RCTs. A possible cause is that
these studies evaluated self-management among (chronically
ill) patients, whereas we aso looked at preventive
self-management (ie, keep people healthy). It would be worth
the effort to study the difference in predictive validity of the
eASl for eHealth supporting healthy users or patients.

Clarity, Ease of Use, and Considerations

The qualitative evaluation shows that the eASI scored high on
clarity and ease of use. Nevertheless, there are some items,
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which are challenging to understand and to rate. Specifically,
theitem “the eHealth service can be used on different platforms’
was evaluated both as unclear and challenging to rate. More
and more applications are offered on mobile platforms, such as
smartphones and tablet pc. These platforms have the benefit of
always being at hand. Still, none of the rated services offers a
mobile version (eg, app). Possibly, the services work well
through mobile Internet. To rate this item, one needs to have
such aplatform at hand. Accordingly, as mHealth ison therise,
we feel thisis an important item when rating eHealth, but also
suggest reexamining the validity and reliability of thisitem.

The qualitative evaluation also provided some consideration in
regard to how to rate eHealth services. In the rated eHealth
services, we found a variation in how they are used. For
example, services are used once, continuously, or in modules.
In addition, some services work stand-alone, while others are
part of blended care (ie, human and computerized care are
alternated). To date, no study has compared these new ways of
using eHealth, and they are not differentiated in the eASlI.
However, these aspects could very well affect the effectiveness
of eHealth. Taking into account how eHealth services are
operated offer direction for the possible improvement of the
eASl’spredictive validity. For example, the rater could indicate
inthe eA S| what the context of the eHealth servicesis (eg, who
isthe end user and how isit used). In addition, the rater could
indicateif therating isbased on the functionality of the eHealth
serviceitself or on services offered by aremote caregiver. These
parameters (context, type of use, and blended care) could be
used as covariates for the rating results.

Online Version of eAS|

Currently, anonlineversion of eASl isdevel oped with different
functionalities (see Multimedia Appendix 2) [49]. These
functionalities could enhance the validity and reliability. In
addition, they could contribute to the effectiveness of eASl,
regarding analysis and steering. Examples of enhancing
functionalities (some of which are aready implemented based
on the qualitative data elicited in the study) are as follows:

« Using arating scale instead of dichotomous rating

«  Displaying the context of the eHealth service, including the
type of use and the involvement of a caregiver

« Adapting the examples, accompanying the items, to the
context of the service

«  Providing an ontology which clarifiesthe terminology used
inthe eASl

«  Providing examples of services which score high or low
per items of the eAS|

«  Summarizing rating results and suggesting improvements
for the service

« Offering the rater the possibility to provide an overall
personal grade for the rated service

+  Sharing results among raters

Inafuture study, wewill evaluate if these functionalities further
contribute to the reliability and validity.
Steering eHealth to Greater Effect on Self-Management

The results show that the eAS| can analyze eHealth services,
but also can provide directions for improvement of eHealth
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services. While developing eHealth services, devel opers could
bare the items of eASI in mind. The more items are fulfilled,
the greater the chance that the eHealth service will be effective
in regard to stimulating self-management. However, specific
eASl items could be at odds. For instance, when implementing
cognitive behavioral therapy (CBT) in an eHealth service, the
item “The eHealth service contains game elements’ is
unconventional. Still, through challenge and development of
competencies, games can greatly contribute to long-term
interaction. Stimulating behavior (ie, develop new heathy
behavior or stop unhealthy behavior) takes time and gaming
could stimulate people to use eHeath longer. Thus, we
recommend developers not to rigidly adhere to the items of
eASl, but incorporate the instrument in a conscious
decision-making process, during the design of the service.

These results also show that the eASI has added value in terms
of scientific contributions to eHealth evaluations. Greenhalgh
and Russell [5] point out that “ assumptions, methods, and study
designs of experimental science, whilst useful in many contexts,
may be ill-suited to the particular challenges of evaluating
eHealth programs’ (p. 2). They provide an alternative set of
guiding principles for eHealth evaluation based on traditions
that view evaluation as social practice rather than as scientific
testing. In the light of this paper, the eASI facilitates applying
the suggested guiding principles related to the creation of
interpersonal and analytic space for effective dialog, the
consideration of the meso-level contexts (eg, organizations,
professional groups), and the consideration of the individuals
(eg, clinicians, managers, and service users) through whom the
eHealth innovation(s) will be adopted, deployed, and used.
Ilustratively, the eASl provides a theory-based reference for
the dial og between stakeholders, who areinvolved in the buying
(insurers), providing (caregivers), and devel oping (devel opers)
of eHealth for avariety of end users, for example, people who
are overweight or cope with a chronic illness. With the eASl,
these stakeholders have a starting point to jointly determine
what, on the one hand, can theoreticaly contribute to the
effectiveness of eHealth on the level of the intervention itself
(ie, utility, usability, and content). On the other hand, it can help
translate eA Sl rating outcomesto implications for among other
insurance companies, care organizations, and patient
associationsto cometo an overall improved eHealth. The eASI
can aid decision making in regard to reimbursing and/or
providing an eHealth service or not and further development or
not. Thisin the end goes at the benefit of the ehealth user.

When using the eASl, it is important to also consider other
instruments, which can contribute to improve the effective
application of eHealth, such as HWRI, ehit, and
CONSORT-EHEALTH [6,8,9]. The eASl showed to have
multiple unique qualities to be an addition to the domain of
eHealth evaluation, that is, aquick, but not dirty way to forecast
eHealth effectiveness in regard to self-management. However,
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other instruments could be more suitabl e depending on the phase
of development (eg, reporting the eval uation or implementation).

Limitations

This study has a number of limitations. First, the sample size
of the study is a major limitation. We were restricted by the
amount of services, which on the one hand were trialed in an
RCT and, on the other hand were available to rate. However,
to compute a correlation the sample size was sufficient. A
minimum of 15 observationsisrecommended [50]. Second, we
did not evaluatethe RCTs of eHealth services on methodological
quality. Asaresult, it ispossible that included studiesthat found
smaller effect sizesactually were more methodol ogically sound
than other included studies. Third, 13 of the 16 studied and
available eHealth services were from the Dutch origin. This
could be explained as follows. We selected the eHealth service
using the Dutch, English, French, or German language to enable
rating the services. This diminishes the inclusion of services
from the regions Asia, South-America, and Africa. The second
explanation is that within the remaining regions (the United
States, Australia, and Europe) the Netherlandsisthe front-runner
in the evaluation of eHealth services. Other meta-analyses on
eHealth and self-management show that alarge number of the
services are from the Dutch origin [51,52]. Despite these
explanations and as research has found that culture affects the
way a person formulates self-management strategies and how
ahealth profession can support these strategies[53], one should
recognize the predictive validity of eASI could be different in
other countries. Regarding these limitations, it is desirable to
continue rating eHealth services, especialy from different
countries, which are evaluated in high quality RCTSs, and further
analyze the predictive validity of eAS!.

Conclusions

The eASl is a valid and reliable instrument to predict how
effective an eHealth service is in regard to self-management
(eg, maintaining diet, performing physical activity, adhering to
thelow-risk drinking guideline, and controlling corticosteroid).
Analysis of an eHealth service with eAS| can be conducted
quickly and independently of the eHealth user group, which
decreasesthe prerequisite to conduct RCTs. Moreover, the score
on eASl| anditsdimensions utility, usability, and content provide
steering how to improve the effectiveness of the service.
Although evaluating eHealth is a relatively new and complex
field of research, the current results provide an important first
step in the development of an instrument to measure the
effectiveness of eHealth services supporting self-management.
In addition, the eAS| can contribute to the dialog regarding to
the challenges of evaluating eHealth programs. Specifically,
the eASI contributes to “methodological pluralism” suggested
to evaluate eHedth by introducing new possibilities to
systematically determine and discuss which aspects of eHealth
could contribute to effective development, evaluation, and
implementation of eHealth for self-management.
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Abstract

Background: Many speak of the digital divide, but variation in the opportunity of patientsto use the Internet for health (patient
eHealth readiness) isnot abinary difference, rather adistribution influenced by personal capability, provision of services, support,
and cost. Digital divisionsin health have been addressed by variousinitiatives, but there was no comprehensive validated measure
to know if they are effective that could be used in randomized controlled trials (RCTS) covering both non-Internet-users and the
range of Internet-users.

Objective: Theaim of this study wasto devel op and validate a self-compl eted questionnaire and scoring system to assess patient
eHealth readiness by examining the spread of scores and eHealth inequalities. The intended use of this questionnaire and scores
isin RCTs of interventions aiming to improve patient eHealth readiness and reduce eHealth inequalities.

Methods: Based on four factors identified from the literature, a self-completed questionnaire, using a pragmatic combination
of factual and attitude questions, was drafted and piloted in three stages. This was followed by a fina population-based,
cross-sectional household survey of 344 people used to refine the scoring system.

Results: The Patient eHealth Readiness Questionnaire (PERQ) includes questions used to calculate four subscores: patients
perception of (1) provision, (2) their personal ability and confidence, (3) their interpersonal support, and (4) relative costsin using
the Internet for health. These were combined into an overall PERQ score (0-9) which could be used in intervention studies.
Reduction in standard deviation of the scores represents reduction in eHealth inequalities.

Conclusions: PERQ appears acceptable for participants in British studies. The scores produced appear valid and will enable
assessment of the effectiveness of interventions to improve patient eHealth readiness and reduce eHealth inequalities. Such
methods need continued evol ution and redevel opment for other environments. Full documentation and data have been published
to allow others to devel op the tool further.

(Med 2.0 2013;2(2):9) doi:10.2196/med20.2559

KEYWORDS
eHealth readiness; eHealth inequalities; digital divide; questionnaire development

Introduction

Definitionsand Literature

The term eHealth is used in various ways, some (eg, World
Health Organization) [1] using it as an over-arching term
incorporating health informatics, telehealth, e-learning, and
mHealth, while others think of eHealth as a patient-centered

http://www.medicine20.com/2013/2/e9/

subset of health informatics [2-8]. This paper uses the term
“patient eHealth readiness’ to refer to the opportunity of patients
to usethe Internet and apps for health, and eHealth inequalities
to mean differencesin patient eHealth readiness.

In developing the ideas for this study, literature was first
reviewed in November 2010 and updated in May 2013 from
Web of Knowledge, PubMed, and Google Scholar using the
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terms (1) [E-health OR ehealth OR telehealth* OR telemedicine
OR (ICT AND health) OR (technology AND health <intopic>)
AND (readiness OR preparedness OR (implementation AND
measure*) <in title>], (2) E-hedlth literacy, (3) (Digital divide
OR digital inclusion OR digital exclusion OR e-health
inequalities) AND health, and (4) Inequality AND measure<in
titte> AND health. Web of Knowledge was used to examine
citations of this literature for further relevant studies.

Benefits From Patient eHealth I nterventions

Thereis evidence that direct use of the Internet by patients can
benefit patients [9]. For example, systematic reviews show
improvementsin health-related knowledge, attitudes, intentions
and behaviors [10,11], and reduced health service use [12,13].
Studies showing the benefits of patient eHealth interventions,
however, are nearly always carried out on populations of Internet
users and the effectiveness of any intervention may depend on
the skills and opportunities of the population recruited [10].

Barriersto Patient eHealth Opportunity

There are four domains of barriers to eHealth opportunity that
wereidentified (1) provision of eHealth opportunity, (2) personal
abilities of the patient, (3) the support from others they may
have to use eHealth, and (4) economic barriers.

Provision of eHealth opportunity varies. For example, while
some British general practices[14] provided information, repeat
prescribing, appointment booking, online advice, and patient
access to their medical records, other practices had no website
[15]. Internationally, many US practices use preconsultation
computer-interviews [16], but these are rarely used in Britain.
In secondary care, most British renal patients have access to
their renal medical records online [17], but few stroke patients
have such facility. Even use of globally available websites may
show marked regional variation because of varied rates of
recommendation to patients. For example, use of an online
cognitive behavioral-therapy site for depression varied 30-fold
by postcode area[18].

Physical and psychological attributes of patients contribute to
digital divisionsin health. Someone may have problems from
sight or hearing impairment, arthritis, or lack of mobility in
their hands. They may have no prior experience or find it
difficult to learn Internet use, have limited literacy or health
literacy, or lack confidence either in their Internet use or in
making decisions using health information. They may distrust
the Internet [19]. Someone's current health may increase
motivation to use the Internet for health [20], but may restrict
Internet use; 81% of those with no recent health problems had
used the Internet compared to 65% with recent health problems
[21].

Some factors limiting personal use of eHealth may be
diminished if people have support from others. For example,
anonymous e-mail support may help people with long-term
conditions use the Internet [22,23] and volunteers may help
older people start using the Internet [24]. Without such support
people may struggle to go online or make the best use of
resources.
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Finally, economic factors may affect digital divisionsin health
[25]. Although homes may be capable of Internet connection,
families may not be able to afford it. Someone relying on
accessing the Internet at their local library may be restricted by
transport costs. Some groups, such as those with substance use
problems, may be particularly susceptible, and in times of
economic recession, barriers to eHealth use may increase. In
the United States, broadband use is clearly related to income
with 43% of families with incomes between $15,000 and
$25,000 compared to 86% of those with incomes between
$100,000 and $149,000 having home broadband [26]. However,
with appropriate provision even the poorest can get access; a
US study among homeless found that 47% reported computer
usein the past month [27]. Economic factors are relative to the
cost of aternative actionsin health.

Others have examined barriers to eHealth use and the eHealth
readiness of organizations or health services [28-51] through
measuresinvolving contact with staff or observation of process.
The aim of this study was to develop a patient-completed tool
giving patients' perceptions of their opportunity that could be
combined with their personal abilities, their support networks,
and economic barriers.

Do Digital Divisionsin Health Deserve Action?

Should governmentsor health servicesaddressdigital divisions
in health? Some argue that it is just a matter of time before
everyone has Internet access and that digital divisions will
disappear. Othersremind us that in the diffusion of technology
[52,53], therearealways earlier and later adopters, so therewill
always be inequalities. Others argue that as technology and
eHealth progress, differences in opportunities for patients to
use the Internet for health may increase, ultimately leading to
worse healthinequalities[54]. Even without the ethical argument
for addressing inequality, eHealth inequalities make the adoption
of more cost-effective health delivery difficult. If health services
must provide eHealth and moretraditional services, thisdiversity
of service provision may be expensive. The digital divide has
received attention with British government promoted
organizations such as Race Online 2012, nationa regular
reporting of digital use [55,56], and other specialized reports
[57]. The current British government is committed to the idea
that services should be “digital by default” [58], which may
impact on those without good Internet access or skills.

What Level of eHealth Inequality I1sImportant?

Likethe seven-year differencein life expectancy by social class
in England [59], the size of eHealth inequality needsto belarge
enough to be of concern. Some differencesare binary; if houses
in rural areas are not connected to the Internet, then those
families cannot use eHealth. Other factors, such as eHealth
literacy, will follow a distribution and we need to ask whether
the standard deviation of that distribution isunacceptably large.
In some cases relatively small differences are worth addressing
if that can be done at low cost. A single numerical measure of
eHealth inequality would help to judge the effectiveness of
interventions.
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How Have eHealth I nequalities Been Addressed?

Initially, physical access to eHealth received a good deal of
attention. From the late 1980s, there were experiments with
public access kiosks [60] and initiatives to make the Internet
availablein publiclibraries. Inthe United States, 95% of public
libraries provided Internet access by the year 2000 [61]. The
third sector, through organizations such as Age UK, have
provided both physical access and support using computers for
older people[62]. Inthe English Nationa Health Service (NHS),
NHS Choices had asocial and digital inclusion team from 2007
to 2012 [63], now lost in recent government cuts. There are no
quality targetsrequiring NHS Truststo provide eHealth services.

Various studies have addressed eHealth inequalities or tried to
ameliorate their impact. For example, Kerr et a [64] explored
the effectiveness of a web-based intervention in decreasing
inequalities in access to self-management support in patients
with coronary heart disease. Jones et a piloted anonymous
personal online email support for patients with long-term
conditions [22]. In the United States, an experiment offering
older adults computer training in public libraries on finding
health information via the Internet was successful [65]. In
England, Fisher et a aim to improve uptake of patient access
to their records by supporting general practices[66].

Digital divisions caused by physical disability have been subject
to legidation. Web accessibility laws and regulations have
encouraged developers to make websites accessible to those
with visual, auditory, motor, neurological, or cognitive
impairments. In Britain, the Disability Discrimination Act 1995
[67], Specia Educational Needs and Disability Act 2001 [68],
and the Equality Act 2010 [69] resulted in organizations
reviewing website functionality and causing some organizations
[eg, Roya National Institutefor the Blind (RNIB)] [70] to have
units aiming to make digital information accessible to those
with physical disability. Inthe United States, section 508 of the
Rehahilitation Act of 1973 [71] required federal agencies to
ensurethat federal employeeswith disabilities have equal access
to information unless an undue burden would be imposed on

the agency.
Why Do We Need to M easure eHealth Inequalities?

Projects and national initiatives such as those described above
need to measure eHealth inequalities to know (1) if action is
needed, (2) what is the main cause of inequality, and (3) if
inequalities are addressed, if the intervention was successful
and cost effective. But inequality cannot be directly measured;
it hasto be measured as adifferencein another variable, namely
eHealth readiness. To compare eHealth inequality over time,
we need a measure of “patient eHealth readiness’ that is
comprehensive, valid, and reliable. A measure that is aso
“diagnostic,” allows development of interventions tailored to
the needs of populations.

Toolsto Assess eHealth Readiness

Others have considered the “readiness’ of practitioners,
organizations, or communities to adopt telehealth or eHealth
[34,35,37,38,44-46,72]. Legare in 2010 [38] identified six
eHealth readiness tools [28,29,31,32,34,44], five of which
assessed organizational readiness. Legare developed one of
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these [34] further, trandlating it into French [37] and validated
its use with staff. However, no suitable tool that assessed
patients opportunities to participate in eHealth was identified.

There aretwo groups of literature that exist at the“ patient level”
(1) the “digital divide’ and (2) eHealth literacy. The digital
divide-as the term implies-tends to be measured as a binary
division. For example, whether someone has or does not have
access to the Internet or has or has not used the Internet in the
last three months [73]. The digital divide has usually been
assessed and reported by factual measures of Internet use or
availability rather than attitudes or psychometric assessment.
Work on measures of eHealth literacy [in particular the eHealth
Literacy Scale (eHEALS)] [ 74] recognized that physical access
to the Internet was only part of the story and that personal
abilities to use the Internet were important. However, by
adopting a more sophisticated examination of eHealth literacy,
the basic ideas of digital divide and limitations of accessto the
Internet were lost.

Simple measures of whether or not someone has I nternet access
areinsufficient as even among I nternet users some may be more
ready to make progressin using eHealth if they have accessto
support and are not struggling with the cost of access. In
particular, interventions at patient and community levels need
tools that can measure their impacts.

Objectives

Theaim of this project wasto get the benefits of ascaled (rather
than binary) approach (like eHEALS), but to include eHealth
provision, support, and economics in the scale. In particular,
the study aim was to develop and validate a self-completed
guestionnaire and scoring system for usein intervention studies
hoping to improve eHealth readiness and reduce eHealth
inequalities.

Methods

PERQ Stages

The Patient eHealth Readiness Questionnaire (PERQ) and
related scores have been developed in two stages. First, four
domains (1) provision (from the digital divide literature), (2)
personal (from the eHealth literacy literature), (3) support, and
(4) economic were used to draft a self-completed questionnaire
and take it through three stages of piloting (January-March
2012). Second, a cross-sectional population survey was carried
out (April-August 2012) and proposed scoring systems checked
and iteratively refined to ensure construct validity.

Physical

Although there are good national statistics on home Internet
access [55,75,76] that allow a check on face validity, similar
questions need to be included in patient-completed
guestionnaires to allow comparison before and after
interventions. Provision of eHealth servicesis more difficult to
assess as this will depend on the health conditions of interest
to respondents and will be country-specific. Nearly all British
respondents have a family doctor so asking about General
Practice (GP) website provision is applicable to al. Some
surveys have only asked about Internet “information” and
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respondents may not consider using the Internet to contact
people. PERQ, therefore, included questions about personal
contact.

Per sonal

The most frequently used [77-80] measure of personal skillsis
eHEALS [74], using eight items to assess eHealth literacy. A
Dutch trandation of eHEAL Swasfound reliable, but itsvalidity
questioned [81]. Van Deursen and Van Dijk [82] criticized
eHEALS because respondents were not aways accurate at
estimating their real levels of skill [83]. Others have noted that
self-efficacy may not accurately reflect ability. For example,
nursing students’ self-efficacy in numeracy decreased if they
had previously been asked to carry out an actual drug calculation
[84], and patients with long-term conditions may be confident
in what they do on the Internet, but lack a sense of adventure
totry new things[22]. Van Deursen suggested that incorporation
of basic Internet skills is needed to measure al aspects of
eHedlth literacy [85]. However, having to “test” whole
populations to produce a measure of eHealth literacy is not
feasible.

Prior to the Dutch studies [81,82,85], Hargittai [86] examined
survey measures of Web-oriented digital literacy to serve as
proxies for observed skill measures. They studied both
observations and survey questions, and recommended measures
as survey proxies of observed web-use skills. Their results
suggested some composite variables of survey knowledgeitems
were better predictors of peopl€e's actual digital literacy based
on performance tests than the usual method of asking users
self-perceived abilities. Hargittai’'s approach seemed a
reasonable compromise towards the gold standard of Van
Deursen. Thefirst version of PERQ included theeight eHEALS
guestions and a single self-efficacy question, [22] based on [87],
both “grounded” by using questions based on self-assessment
(Hargittai’s approach) of the skills identified by Van Deursen
and Van Dijk.

I nterper sonal and Economic M easures

Although interpersonal support to help people start using the
Internet was a major component of the Race Online 2012
campaign [88], no “measure”’ of support in using the Internet
was identified. Simple questions about who is available to
support participants and if there are barriers (eg, of disclosure,
or “being abother”) can be used. Similarly, although economic
differences in being able to use eHealth are clearly important,
there did not appear to be any standard measures. To ground
guestions about the perception of cost of Internet access, PERQ
included comparative questions about cost of access to health
services and the perceived cost of Internet provision.

M oder ators

Whether or not someone uses the Internet for their health
depends on whether they are motivated to do so [89]. So if
patient eHealth readiness is to be an indicator of digital
divisions, it needs to be “standardized” for mativation, similar
to the distinction between digital choice and digital exclusion
[90].
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PERQ Development and I nitial Piloting

Three pilots (PERQ1-3) including repeatability were followed
by a baseline survey. (PERQ4):

1. The first had 15 people (work colleagues and friends).
Questions from eHEALS [74] were initialy included
following the four skills questions [85] and followed by a
single self-efficacy question [22]. eHEALS score and the
single self-efficacy rating showed quite good agreement
(rho=0.61, P=.02), the single question showed good face
validity (see Multimedia Appendix 1), and eHEALS was
not well understood by one older person. Given the need
to shorten the questionnaire, the eHEAL S questions were
subsequently omitted and the single self-efficacy question,
following the four skills questions, retained.

2. The second had 20 friends and family of a research
assistant; 17 of these were subsequently asked to complete
PERQ4 to assess repeatability (reported below).

3. The third had a convenience sample of 103 houses likely
to have a high proportion of more elderly residents. This
was used to test the survey method, response rate,
completeness of data, and that non-Internet users would
respond. The response rate was 44% and data were
reasonably complete. It was found that 5 out of 43 (12%)
respondents had not used the Internet.

After each stage, revised questionnaires were circulated among
colleagues to check readability (see Multimedia Appendix 1).
The questionnaire was reviewed and approved by the university
ethics committee between pilots two and three.

Baseline Population Survey

As one intended use of PERQ was in a geographically based
cluster randomized controlled trial (RCT), it was appropriate
to test that mode of use. The aim was to use a sample
representative of urban, suburban, and semirural postcodes and
different levels of affluence to pilot the questionnaire, its
distribution, and methods for construction of eHealth readiness
and inequality scores. The 2001 census included 14,279
postcodes for the PL postcode area, with atotal population of
510,223. There were seven postcodes (total population 3243)
with very high populations (being either military camps or
university halls of residence) that were excluded. Theremaining
postcodes were “ordered” by population and a 1% systematic
sample (142 postcodes) was taken. Each postcode was “looked
up” onthefree Zooplawebsite service giving estimated property
values to find current average property values and number of
propertiesin each postcode. To achieve a“practical” sample of
just fewer than 1000 properties, all postcodes further than 12
miles from Plymouth University were excluded, leaving 79
postcodes. These 79 postcodes were again ordered by Zoopla
average property values, and a further systematic sample of
53/79 postcodes was taken with atotal of 975 properties.

The final sample therefore comprised 53 postcodes within 12
miles of Plymouth University, with a total of 975 properties,
population of 2126, and an average of 2.18 people per house.
Average property prices (January 2012) per postcode ranged
from British £78,163 to £459,360. The sample was
representative of the range of property prices. Number of
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properties per postcode (a crude measure of rurality) varied
from 1 to 53.

We attempted to deliver questionnaires by hand to al 975
propertiesin April 2012. There were thirty houses no longer in
use, leaving 945 occupied houses as our sample. The research
assistant called at each house and if someone answered, she
explained the purpose of the survey and if possible handed the
resident a questionnaire and covering letter (24 refused to take
the questionnaire). If there was no response at the house, the
guestionnaire and covering letter were posted through the
letterbox. In June 2012, reminders were posted through the
letterbox of 658 who had not responded. The instructions on
the questionnaire, and explained by the research assistant, were
for the person with the next birthday in the house to complete
the questionnaire.

Analysis and Refinement of Scoring Systems

Survey data were used to assess the ability of PERQ to collect
good quality data, and used to develop and iterate a scoring
system suitable for use in intervention studies, particularly
RCTs. Thisrequired that only questions that contributed to the
score were included, collected data were complete, consistent,
and valid, scalesmust not have floor or ceiling effects, and must
reflect meaningful changes.

Scalesthat combineanumber of “Likert style” attitude questions
normally assess reliability using Cronbach alpha. In this study,
the construction of the eHealth readiness scale relied on
pragmatic combinations of factual questionswith someratings,
S0 assessing scale properties such as repeatability, face, and
construct validity, was also pragmatic. Questions were cross
checked for consistency and reviewed for their contribution to
eHealth readiness scores, face validation against other
information sources, or description of sample demographics.
Comparisons of scores between subgroups were made using
Mann Whitney U tests for groups less than 100 and t tests for
groups of 100 or more.

The contribution of each question was checked. Not al questions
made direct contributionsto scores, some were asked to ground
respondents to give them the “right frame of mind” for
subsequent questions. Other questions were used as consistency
checks.

Scores for each constructed variable were essentially arbitrary,
but to have some way of measuring change before and after
interventions, an overall score is needed that is at least ordinal,
and if possible approximates to a cardina scale. Similarly,
overall scores need to combine component variablesinasensible
manner. A pragmatic and iterative approach was taken to
examine construct validity of scores by examining the scores
of sampled individual respondentswith arange of scores. If the
order and differencein scores between individual s did not match
with an understanding of the barriers to adopting eHealth, the
weights of scores were adjusted.

Scoring was also adjusted after examining the repeatability of
scores and to cope with occasiona missing values. This process
of tuning scoring weights continued until all components seemed
internally consistent. Various methods of combining the four
subscales to produce an overall readiness scale were tried,
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checking for construct validity by examining differences
between Internet users and non-Internet users.

Questionnaire Review

Once the scoring system was finalized, questionnaires and
dataset were again reviewed to check that all questions and
answers were useful ether as contributors to the score, as
“grounding” for other questions, or as consistency checks (see
Multimedia Appendix 1).

M odeling of Performancein Measuring Change

Finally, data from the survey were used to model possible
changes to participants “states’ and to check the ability of the
scoring system to measure those changes. Comparisons of scores
between subgroups were made using Wilcoxon Signed Rank
tests for groups less than 100 and t tests for groups of 100 or
more.

This provided a further check that the subscores and weights
seemed sensible, and to allow an assessment of methods of
analysis and estimation of sample size for possible RCTs.

Results

Dataset

The anonymized dataset from the cross-sectional survey is
available from the author.

Response Rate and Possible Biases

Figure 1 shows by August 2012, 344 (36.4%) of the 945
occupied houses in the sample had returned completed
guestionnaires. Those 323/945 (34.2%) houses where the
research assistant was able to speak to someone were more
likely to have returned questionnaires (56% versus 27%)

(x?4=90.4; P<.001). The 344 houses providing respondents had

higher estimated val ues than those with no respondent (£176,998
versus £142,019; tg:=-6.2; P<.001).

Data Completeness, Consistency, and Contribution

Despite care in design and three stages of piloting, PERQ still
had missing and some inconsistent data (see Multimedia
Appendix 1), for example 29/344 (8.4%) people did not
completetheir age and 6/344 (1.7%) their gender. All questions
contributed (see Multimedia Appendix 1).

Sample

Figure 1 shows the sample was disproportionately female
(231/344 ,67.2% women; 107/344, 31.1% men; 6/344, 1.7%
gender unknown), and older (mean age 55) than the Plymouth
population.

Constructed Variables

Figure 2 shows the eight sections of the questionnaire (A-H).
Non-Internet users answered A, B, C, G, and H and Internet
users A, B, and D-H. There were six sets of variables created
by scoring or combining responses to questions (1) Need, (2)
Internet-Use including range of uses and the four subscales of
“eHealth readiness,” (3) Provisionincluding physical provision
of Internet and provision of health on Internet, (4) Personal (ie,
the individual’s capability to use the Internet for health), (5)
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Interpersonal Support, and (6) Economic. A “short score” (of half the score) was used in some comparisons and figures.

Figure 1. Sample response and characteristics.

53 postcodes sampled

975 houses sampled

945 houses occupied

42 (4.4%) : 559 (59.2%]) no
refused response

344 (36.4%)

responded

271 (78.8%)
Internet-user

71 (20.6%) non-user
2 (0.6%) ?

231 F (67.2%)
107 M (31.1%)
67 (1.7%)

Figure 2. Personal eHealth readiness questionnaire and scale.

Personal e-health readiness questionnaire sections and
questions

A About you and health information

Gender;, Age; Health information used in last three months.

B Internet use for any purpose
Used Internet last 3 months? How often used? What used for?
Where accessed?

C For people who have not used Internet in last 3 months

Overall scales

{then goes to G) Subscales
Ewver used? Relevant long-term disability? Home Internet —
connected? Meighbors connected? Anyone used Internet for you? Provision
With help would you “have a go?” Someone who could help? m_g]

Consider home Internet? Consider using Internet elsewhere?

D Access to Internet Services

Good enough home connection? GP website? Can you order P I
repeat prescriptions online? Can you see medical records online? ersona
Tried to find health information? Tried to contact someone for (0-9)

(oppartunity and capability to use
e-health)

heath online?

E Personal skills and confidence in using Internet for health
Relevant long-term disability ? Four skills questions: book tickets
online, Google search, order new passport, compare
cost/corvenience of holidays. How confident using Internet for
health?

F Support from another person in using Intem et for health
Health professional given information to help use Internet? Could
you find help? Times when help useful? Friend/family to help? Feel

e-health readiness =
Provision (0-9)

+ Personal & Support (0-10.5)
+ Economic (0-5).

Total scaled to (0-9)

!

OK asking? Would use helpline?

e-health inequality =
8D (e-health readiness)

Support
G Economic considerations in using Internet w_g]
Cost of home Internet a concern? Mabiles expensive? Getting to
ibrary to use Internet inexpensive? Cost much to see GP? Cost
much to visit hospital?
H Overall views about using the Intemet for health Economic

Mo need for health information; Mo interest in Internet; Need better w_g]

connection; Don't understand Internet: Need help; Cost concern;
Mo barriers?
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Scores (0-10) representing “need for health information and
support” were constructed from one multi-part factual question
(A3), by adding 2 points for each professional contact and
health-information seeking behavior in the last three months.
Scores had face validity, for example, women had higher Need
scores than men. Need was used as a modifier of Provision
Sscores.

Internet Use

Personal use of the Internet in the last three months was similar
to national figures (271/342, 79.2% versus 77% from Office
for National Statistics, ONS) [91]. Asexpected, younger people
and those from more affluent areas were more likely to use the
Internet. Nearly half used it for health (mainly to search for
information), but few used discussion forums or social media
for health purposes. Most Internet users (262/271, 96.7%) used
the Internet at home, at work (94/271, 34.7%), or on mobile
(93/271, 34.3%). This section (B) was used for subsegquent
guestionnaire section choice, face validity check, and as a
consistency check with other parts of the questionnaire.

Provision

For Internet users, provision scores comprised two parts (section
D) (1) Genera Internet Provision (4 points) ascertained by
guestions about what opportunities there are to access the
Internet, and (2) Health Internet Provision (5 points) ascertained
by questions on GP website (3.5 points), and Internet condition
specific information and support (1.5 points). Provision of online
information and support may vary by condition (eg, there are
many resources for breast cancer, but fewer for stroke).
However, not everyone has a need for health information or
support and so may never have had reason to look for their GP
website or for health information. So the Need score was used
to moderate Provision; more was added to Health Internet
Provision if Need was equal to zero (see Multimedia A ppendix
1).

Figure 3 shows the mean Provision score for Internet users was
4.5. Therewere 18 Internet userswho had relatively low General
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Internet Provision (<1.5/3.5 max) including those who used the
Internet only in places other than the home. Individual records
were checked for participants with extreme scores and appeared
to have face and construct validity (see Multimedia Appendix
1).

Component questions showed that nearly half (30/71) of
non-Internet users had an I nternet connected computer at home.
Of 271 Internet users, 249 people had used it at home, but 3
said they had no home I nternet connection, of these, 2 had used
amobile deviceand so it ispossiblethat questions about “ home
Internet use” need to be clarified. There were 3 other people
who had accessed the Internet at home, but did not apparently
know if they had an Internet connection, may have not known
about the “speed” of their home Internet, so some clarification
may be needed for that question. A substantial minority
(33/243,13.6%) thought their home I nternet connection was not
fast enough, a third of these said it was because they would
need to pay more, athird because their provider did not offer a
faster connection, and athird did not know.

Of 271 Internet users 89/271 (32.8%) had looked at their GP's
website, 51/271 (18.8%) thought their GP had a website, but
had not seen it, 7/271 (2.6%) thought their GP did not have a
website, and nearly half (122/271, 45.0%) did not know. Of the
89 who had looked at their GP's website, 64 knew they could
order repeat prescriptions online, 6 said their GP did not offer
this service, and 14 did not know. Only 1 person knew they
could see their medical record online, 20 knew they could not,
but 66 did not know. Half (143/271, 52.8%) of Internet users
had tried to find information on health topics with all but 9
having found what they wanted, but only 27/271 (10.0%) people
had tried to contact an organization or forum or other people
online connected with health.

Theinternal consistency of Provision scores was addressed by
comparison of answers to sections B (where people had used
the Internet) and D (home Internet provision and usefor health).
Figure 3 shows that no one had a short score of 5, so there was
room for improvement and no ceiling effect.
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Figure 3. Four sub-scales of Provision, Personal, Support, and Economic presented as "short scales' of 0-5, showing Internet-users and non-Internet-users,

including mean and standard deviation (SD) for full (0-9) scales.

200

Provision

150

100

507

Personal
. Not used Internet

. Used Internet

200

Support

150

100

5071

Per sonal

Personal scores comprised moderated confidence scores for
Internet users (section E) and the willingness to try using the
Internet for non-Internet users. Internet users rated their skills
on four tasks from which skills scores (0-12) were constructed.
Users then rated their overall Internet confidence (0-10). This
seguence of questions aimed to ground their confidence rating
inthereality of their ability and to provide a consistency check
on their confidence rating. Skills scores correlated with
confidence self-ratings (Spearman’s Correlation=0.60, P<.001)
with some outliers; four people rated their skills low, but
confidence high and 13 people rated their skills high, but
confidence low (see Multimedia Appendix 1). However, to
produce more consistent Personal scores, “moderated”
confidence scores of skills*original confidence score/12 were
calculated.
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Component questions showed that just under half of non-Internet
users said they would try using the Internet if they had help,
would have a home Internet connection if they had help and it
was cheap, and would use the Internet for health at some other
place (most frequent choice public library). Questionnaires
asked about disabilities. Six non-Internet users and six Internet
users said they had disabilities (including arthritis, eye problems,
hearing impairment, learning difficulty, and dyslexia) that made
using computers difficult, but this information was not used in
Personal score cal culations on the assumption that respondents
would themsel ves make that adjustment.

The face validity of Personal scores was assessed by exploring
associations with frequency, range, and ubiquity of Internet use.
As expected there were strong associations between frequency
of use and moderated confidence (X°,=81, P<.001).
Nevertheless there were outliers, one person who was very
confident despite using the Internet less than once a week and
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four people who used the Internet many times daily, but had
low confidence. The latter is more believable as they may use
it for limited purposes. Similarly, as would be expected, there
were strong associations between range of use and moderated

confidence (x212:61.5, P<.001), but similarly there were some

“outliers” Personal scores had a strong association with
“ubiquity,” [ie, the places where people accessed the Internet
(x%16=81, P<.001)]. Some might argue that range of health uses
should be the outcome measure of any intervention, but this
will be dependent on someone's need for health information.
So overal PERQ scores include moderated confidence as
Personal score, being a“cleaner concept,” but will additionally
report range of health uses.

Figure 3 shows there were some ceiling effects on Personal
score. Figure 3 also shows that despite grounding the estimates
of confidence by asking about skills, there was still a large
minority (51/200, 25.5%) of the sample with maximum scores,
being able to do al four Internet tasks and being totally
confident in their use of the Internet. This means that these
people would not be ableto increase their Personal score during
the course of a study. This suggests that some “harder” tasks
should be included in the skills question, and to focus the
guestionnaire better on eHealth, this should perhaps include
some health-focused questions.

Support

Support scores were largely based on factual questions. There
were 22 out of 271 Internet users that did not complete the
section on support, half of these (10/22) said (H1) that they had
no barriers to Internet use and were confident in using the
Internet for health (E3).

Component questions showed that among Internet users, only
58/271 (21.4%) had been given information by health
professionals to help them use the Internet. Just under half
(117/271, 43.2%) knew where they could find help locally in
using the Internet; many of these (78) cited their local library.
A quarter (68/243, 28.0%) said there had been timeswhen help
would have been useful, and of these, 50 had someone they
could ask, of which 47/50 could ask about health. Nearly
three-quarters (49/71, 73%) of non-Internet users had someone
use the Internet for them. There were 40/71 (65%) that had
someonethat could helpif they wanted to try using the Internet.

That Support scores were less differentiated between Internet
users and non-Internet users “made sense” in the way that
questionswere asked and answered. Exploration of how Support
and Personal scores were associated led to a pragmatic
combination, using the Personal score to moderate the Support
score in the overall Readiness score (see below). There were
no ceiling effects on Support.

Economic

The Economic subscale was constructed slightly differently to
the other three subscales, relying on comparison of perceptions
of the cost of using the Internet compared to other health
activities such as visiting their GP or local hospital. Internet
users and non-Internet users answered the same questions.
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Considering the component questions, there were significant
differences on the two Internet questions and on the cost of
visiting the hospital between Internet users and non-Internet
users. For thetwo I nternet questions, thiswas dominated by the
“don't knows’ among non-Internet users; 45% (29/64) of
non-Internet users did not know about the cost of home access
and 57% (35/61) about the cost of mobile access compared to
4.8% (13/269) and 32.8% (87/265) of Internet users. There was
no difference between Internet users and non-Internet usersin
perceptions of cost in getting to the local library or GP. Most
(195/325, 60.0%) did not think it cost much to get to a public
library, but alarge minority (95/325, 29.2%) did not know. The
vast majority (317/337, 94.1%) agreed that visiting their GP
cost nothing or very little. Non-Internet users were more likely
to think that visiting their nearest hospital cost nothing or little

(55/67, 82% versus 185/268, 69.0%; x%=15.7; P=.003); this
may be because more had free bus passes and may be an
important reason why the Internet appears relatively more
expensive to older non-Internet users.

Figure 3 shows that overall, non-Internet users were likely to
have lower Economic scores indicating more barriers to using

the Internet (x%=39; P<.001). There were no ceiling effects so
improvements could be measured.

Overall View on Using the Internet for Health

Question H1 sought to identify the most important issuein using
or not using the Internet for health. The original intention was
to use this question to weight subscale scores in their
combination to produce an overall readiness score. This idea
was abandoned when it was realized that there was a close
relationship between the Support and Personal subscales and
an alternative combination method was developed. However,
H1 remained auseful consistency check on the subscale scores.
Table 1 shows that most Internet users (185/271, 70%) thought
they had no real barriersto using the Internet for health. Among
non-Internet users, 61% (40/66) said they had no interest in
using the Internet.

Further breakdown of the groups in Table 1 show the range of
different situations and attitudes. Of the 52 with “no interest in
using the Internet,” 12 had used it in the last three months, 11
had home Internet access and had not used it personally, but
most had someone else use it for them. Relatively few chose
connectivity, economic reasons, or need for support asthe main
barrier to Internet use for health.

Totest the construct validity of subscales, constructed variables
were compared to answers to question H1 (Table 1). All but
two answers, “would use Internet more if could get a better
connection” and “would use Internet moreif could get someone
tohelp” showed significant differences on the expected variable.
Short scores were compared between Internet users and
non-Internet users and examples of where non-Internet users
had higher scores or the same scores as Internet users were
selected and reviewed. These showed construct validity.
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Combining the Four Subscalesintoan Overall eHealth
Readiness Score

The initial intention was to create an overall eHealth readiness
score by taking the mean of the four subscales, that is (Provision
+ Personal + Support + Economic)/4. However, exploration of
the data led to recognition that Support was much more
important for non-Internet users. Those who were aready
competent Internet users for health needed little support and
scored low on Support. This reduced their overall eHealth
readiness score and was misleading. Support was therefore
added to eHealth readinessin inverse proportion to that person’s
Personal score, (ie, peoplewith ahigher Personal score had less
weight given to their Support score). Through a process of
iteration considering whether the impact on overall eHealth

Jones

readiness made sense, the term 3* Support/(Personal +Support)
wasadded asa“Modified Support” term. This M odified Support
score can range from O to 3 and the sum of Persona and
Modified Support can rangefrom 0to 10.5. The Economic score
also seemed less important in being “eHealth ready” than
Personal and Provision scores, so the short score (range 0-5)
was used as the contribution to eHesalth readiness. So,

eHealth readiness= Provision (0-9) + (Persona + Modified
Support) (0-10.5) + Short economic (0-5)

It was then multiplied by 9/24.5to scaleto therange 0-9. Figure
3 shows in this sample scores ranged from 0-7 with mean 4.1
(SD 1.79). Non-Internet users had, as expected, lower scores
than Internet users.

Table 1. Numbers choosing statements (in section H) that best summarized their view of using the Internet for health and Mann Whitney U or t
independent sample tests to assess correspondence between those statements and appropriate constructed scores. (15 missing values).

Overall View Non-Internet user

Homeac- No home

Internet user Total

“Nearest” variable Mean score for those who
chosethisitem versusrest (t

test)
cess access
(H11) No need for health information. 1 3 34 38 NEED 1.8 versus 3.3
U=3336, P<.001
(H12) No interest in using the Internet. 11 29 12 52 PERSONAL 1.1 versus 6.2
U=774, P<.001
(H13) Would use the Internet more for health 0 2 3 5 PROVISION 2.8 versus 3.8
if could get agood Internet connection. nsd
(H14) Don't understand the Internet that much. 9 4 17 30 PERSONAL 2.7 versus 5.7
U=1710, P<.001
(H15) Would use the Internet more for health 0 0 10 10 SUPPORT 2.1versus2.1
if could get someone to help. nd
(H16) Would use the Internet more for health 1 2 2 5 ECONOMIC 0.8 versus 2.5
if money were no object. U=353, P=.024
(H17) Usesor would usethe Internet for health 4 0 185 189 PERSONAL 7.2 versus 3.2
and have no real barriersto that use. t=16.8, P<.001
ECONOMIC 3.0versus1.9
t=6.3, P<.001
PROVISION 4.0versus 1.9
t=13.7, P<.001
SUPPORT 3.1lversus2.3
t=4.6, P<.001
READINESS 4.4 versus 2.3
t=16.1, P<.001
Total 26 40 263 329

3U=Mann Whitney U
Pnso=no statisti cally significant difference P>.05

Repeatability and Change of Scores Over Time

Seventeen of the 20 people who completed the second-stage
pilot (January 2012) completed PERQ4 in September 2012. Of
these, four non-Internet users were excluded as the questions
in section C had changed too much between the earlier and later
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version of PERQ to be comparable. For 13 Internet users their
January data was converted to the September version of the
guestionnaire to alow a comparison and some assessment of
“repeatability” and change over time. Each pair of questionnaires
was examined for changes to answers and the impact on the
scoring system to seeif it made sense and if the scoring system

Med 2.0 2013 | vol. 2 |iss. 2 |e9 | p.83
(page number not for citation purposes)


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

MEDICINE 2.0

was appropriate. This check resulted in some changes to the
scoring system. With the final scoring system there was
reasonable consistency in scores between January and September
2012 (see Multimedia Appendix 1) with changes in scores
making sense with known changes in personal circumstances
for those respondents.

Is PERQ Suitableto Assess | nterventions?

Figure 4 showsthat PERQ did not have floor or ceiling effects.
PERQ produces two scores, eHealth readiness and eHealth
inequalities (SD of readiness). The aim of interventions would
be to improve overall eHealth readiness (ie, increase the mean
score) while keeping variation (SD) the same or reduced. With
this sample, the mean eHealth readiness score was 4.24 with
standard deviation 1.73, (4.9 for Internet users versus 1.6 for
non-Internet  users;, t,,4;73=-25.8, P<.001). Statistically
significant changes in mean scores must represent practically
(clinically) significant changes. To assess whether this scoring
system can measure an attainable and useful improvement in
eHealth readiness and what this would mean in terms of
individual changes, changes were modelled using the dataset.

Table 2 showsfour feasible changes resulting from interventions
or further development in Internet use, modelled using the
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dataset. The first showsthat if 20 non-Internet users get online
and access health information there is a substantial increasein
score for subgroup and whole sample as well asareduction in
inequality (SD of readiness). While the decrease in SD is not
statistically significant (confidence intervals are 1.73-6.38 and
1.50-5.53) [92] the decrease is at least “heading in the right
direction.” The second shows the impact of existing Internet
users gaining more routes to access via mobile and learning
about patient access to their GP record. Mean readiness is
increased, but again, although not statistically significant, it is
tending to increase inequality. The third scenario might result
from better Internet provision, such as the implementation of
faster broadband as is happening in Cornwall. If the level of
statistical significance is set at P=.05, then the increase in
readiness is significant, but policy makers may consider the
actual change of just 20 people getting faster access relatively
unimportant. With this sample size it appears relatively easy to
achieve a statistically significant change in mean PERQ. The
fourth scenario shows the possible impact of GPs in the area
starting to engage more in recommending websites to their
patients, as has been the case with “information prescription”
projects [93-99]. PERQ therefore appears to be sufficiently
sensitive to change.

Table 2. Modelled results of interventions, showing impact on subgroup and whole sample on eHealth readiness score and eHealth inequality and

Wilcoxon signed ranks test (z statistic) or paired t test with original data.

Assumed changes

Impact on sub group mean
readiness score

Impact on whole sample

Mean readiness score Inequality (standard

deviation of readi-
ness)
20 non-Internet users are supported in getting online. They  Increase 1.8t0 5.0 Increase 4.24 to 4.44 Decrease
have not looked at the GP website, but have found other z=4.0: P<.001 t=4.48: P<.001 1.73t0 1.61
health information online.
n=20 n=333
20 Internet users who previously used computer at home  Increase 4.9t0 6.2 z=4.1; Increase 4.24 t0 4.32 Increase
and at work got mobile access and became awareof GP P<.001 t=4.34; P<.001 1.73t0 1.79
services including patient access to records. n=20
n=333
20 Internet users who said their Internet connectionwas  Increase 4.2 to 4.6 Increase 4.24 t0 4.27 No change
too slow who got afaster connection and many of who z=2.8: P=.005 t=2.86: P=.005 1.73
used it to contact someone about health.
n=20 n=333
80 Internet users who previously had not had advice on Increase 4.5t0 4.7 Increase 4.24 t0 4.29 No change
using Internet from HCP, recommended websitesby GP. -4 - p<.001 t=4.09; P<.001 173
n=80 n=333
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Figure 4. Distribution of eHealth readiness scores on possible scale 0-9 showing Internet-users and non-Internet-users.
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Discussion

Questionnaire and Scoring

A questionnaire (PERQ) and scoring system has been devel oped
comprising four components of patient eHealth readiness (1)
provision of Internet and Internet for health, (2) personal
capacity to use it, (3) support in using it, and (4) economic
barriers to use. The scoring system appears consistent, to have
face and construct validity, and to produce a score that can be
used to assessinterventionsthat improve eHealth readiness. By
examining the standard deviation of scores, eHealth inequalities
can be reviewed to ensure that interventions have not worsened
inequalities. The questionnaire is being used in two studies
locally [24,100].

Although national cross-sectional datafrom the ONSand Oxford
Internet Survey (OIS) show the uptake of the Internet, and
sometimesinclude questions on health, thereisaneed for atool
to measure the impact of interventionsin the context of RCTSs.
Although there are widely used measures of eHealth literacy,
these were not sufficiently comprehensive in their scope; in
particular they only “worked” for Internet users. Initially the
eHEAL Squestionnaire on eHealth literacy wasincluded within
the PERQ questionnaire, but was then dropped as the single
self-efficacy question seemed adequate and took less space.
There was a need for a measure that covered the full range of
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individuals from non-1nternet usersthrough to frequent Internet
users.

Limitationsin Scoring System

This pragmatic scoring system has many limitations, but is
published with full details and data so that others can refine or
continue to develop it. One problem with any measure of
eHealth readiness is continually changing technology such as
the current shift to smart phones [101]. If measures are to be
used for any length of time they need to cope with changing
technol ogy. One solution may beto have aframework of generic
guestions that remain the same over time, but “situate” these
by inserting questions related to the “state of the technology.”
These questions will change over time as technology changes.
The first stage of using a measure of eHealth inequality for a
study would be to gain consensus on the current “State of
Technology.” This has not been achieved in the development
of this questionnaire and scoring system, but remains a future
goal.

Second, the scale and scoring rely on self-report. Although one
dimension of the proposed scaleisprovision of eHealth services,
and although this could be measured fairly objectively [15,18],
to have a method consistent with the other dimensions, thisis
best measured by asking patients (ie, the pragmatic solution of
“perception of provision.)” Self-reported measures, such as
self-efficacy, as discussed earlier, may not be good predictors
of actual ability. PERQ tries to compensate by using
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“grounding” questions and by pragmatic “constructs’ such as
“modified confidence.”

Third, having four dimensions makes having one summative
number for eHealth readiness difficult. Asdescribed, the original
plan to make the four components additive either in equal
proportion or, using the ideas of Paterson et al [102-105] in
measures of quality of life, by asking respondents to nominate
what is most important. However, when the close connection
between the Personal and Support terms was noted, this
determined how the four terms should be combined. The final
scoring system appears to have face and construct validity, but
is nevertheless arbitrary. Others may wish to explore
alternatives.

Fourth, the eHealth readiness scale is at best ordinal and not
cardinal. Thiscomparesto, for example, adifferencein mortality
that can be expressed asadifferencein years of life. While some
may argue that 10 years of life at age 20 is “worth more” than
10yearsof lifeat age 70, “yearsof life” isessentialy acardinal
scale. Self-reported questions used to construct an ordinal scale
will always have limitations and should be used cautiously.

Fifth, the weights used for individual items were arbitrary. For
example, Internet Health Provision included questions about
whether patients could access their medical records (weighted
1.5) and could order repeat prescriptions online (weighted 1.0).
These weights reflect the judgements of the author in the
“difficulty” or “sophistication” of provision. Clearly other
weights could be used and the dataset and analysis syntax are
provided for others to explore, but this pragmatic approach
seemsto provide away of scoring and measuring change.

Sixth, people whose opportunities to use the Internet are less
because of limited English will not be identified by this
approach, using an English language questionnaire.

Lastly, itisnot possibleto directly measure eHealth inequalities,
but instead to examine the spread of eHealth readiness scores.
Those implementing eHealth interventions are interested in
improvementsin mean score (eHealth readiness) over time, but
should also consider the standard deviation of scores (eHealth
inequality). In other fields, for example, income inequality,
measures such as the Gini coefficient directly measure
inequality. Hedlth inequalities are typicaly measured by
differences in mortality, expressed in absolute numbers of life
expectancy at birth or some other age between two groups. In
this case, we hope that an intervention will improve eHealth
readiness, but also reduce the standard deviation. It was
important therefore in the construction of this score that a
reduction in standard deviation was not artificially induced by
a “celling effect” on the score. Given the natural progression
of the Internet we are unlikely to see eHealth readiness reduce,
so “floor effects’ arelessimportant. The modelling of possible
interventions suggests that the eHealth readiness score is quite
sensitiveto relatively modest changesin Internet usefor health.
In determining sample size and setting significance levels,
therefore, it issuggested that P<.001 isappropriate. On the other
hand, achieving a statistically significant reduction in eHealth
inequality may be difficult, but researchers’ and policy makers
may be able to decide that interventions are at least not making
inequality worse.

http://www.medicine20.com/2013/2/e9/

Jones

Social Deter minants

Clarity isneeded about therole of socia determinantsof eHealth
inequalities. Should associations between eHealth use and
demographic and social variables be explored, or should the
focus be on the immediate “cause” of eHealth inequality?
Demographics are clearly important in use of the Internet [76].
Answers to questions on the personal and interpersonal
components of a measure may be predicted by social
determinants and act as a test of face validity, but should not
be part of any eHealth readiness scoring system.

Representativeness of the Sample

That the nonrespondersin the baseline survey were morelikely
to live in lower value houses will have biased this sample
towards I nternet users[76]. On the other hand, using households
as the sampling unit biased the sample towards older people
and females (asthere are more single, ol der, femal e househol ds),
so biasing the sample towards non-Internet users. Lower
response rates from younger people, particularly from student
households, will aso bias the sample towards older people and
non-Internet users. Overall, the baseline survey overrepresented
ol der people. Asthe purpose of the sampling wasto have a“test
bed” for the questionnaire and to develop the scoring system,
this may have been an advantage rather than disadvantage. The
selection of households and respondents for this survey was
pragmatic using easily available open data sources, but was
similar in principle to the methods used in the OIS. The OIS
used 175 randomly selected “ Output Areas’ in England, within
which 10 addresses were selected at random from the Postal
AddressFile. Interviewsaimed to interview the person with the
next birthday.

The baseline survey response rate was fairly poor (36%)
compared to the 59% achieved by ONS [55] and to the OIS
(49% successful interviews for 4160 houses visited) [76]. But,
with bigger budgets, the data for both were collected by
interview (rather than returned self-completed questionnaire)
and allowed multiple visitsto find arespondent at home. Inthis
survey, the response rate for houses where the research assistant
was able to speak to the resident before leaving a questionnaire
for self-completion and return was 56%. Greater variation in
time of calling/delivery and abudget allowing more persistence
should achieve a better response rate.

“Diagnostic” Usesof PERQ

More detailed analysis of PERQ results could indicate the most
appropriate interventions for individuals or subgroups. For
exampl e, groups that would most benefit from faster access, or
support, or for whom economics was the main barrier could
have interventions chosen appropriately. It is possible that a
“stages of change” approach to classifying individuals might
be useful, athough the different dimensions (personal, provision,
economic, support) need to be taken into account.

Further Work

The support section of the questionnaire wasthe least successful.
This had proved difficult throughout piloting. In particular, we
had sought ways of getting those people who had never needed
or sought help to answer the questions by wording the questions
about “people in general,” and by stressing that we wanted
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everyone to answer this section. Nevertheless, 21/271 (7.8%)
Internet users failed to answer this section. The second part of
the “support section” (F) of PERQ probably did not collect
particularly useful information, and given the desire to shorten
the questionnaire, could possibly be dropped in further
developments.

Conclusions

Therewas previously no measure of personal eHealth readiness
or eHealth inequalities. The concept of a patient eHealth
readiness based on provision, personal ability, support, and
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deviation seemsto “work” and be acceptablein a British context.
The scores produced appear valid and sufficiently sensitive to
enable assessment of the effectiveness of interventions to
improve eHealth readiness and reduce eHealth inequalities.
With suggested modifications PERQ is now being used in two
other local studies. It could also be used to help identify
interventions addressing eHeal th readiness. Such methods need
continued evolution; full documentation and data have been
published to alow others to develop the tool further. In
particular with changesto the“ provision section,” PERQ might
be adapted for use in nonBritish settings.

economic considerationswith eHealth inequality asthe standard
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Abstract

Background: The demand for careisincreasing, whereas in the near future the number of people working in professional care
will not match with the demand for care. eHealth technology can help to meet the growing demand for care. Despite the apparent
positive effects of eHealth technology, there are still barriers to technology adoption related to the absence of a composite set of
knowledge and skills among health care professionals regarding the use of eHealth technology.

Objective: The objective of this paper is to discuss the competencies required by health care professionals working in home
care, with eHealth technologies such as remote telecare and ambient assisted living (AAL), mobile health, and fall detection
systems.

Methods: A two-day collaborative workshop was undertaken with academics across multiple disciplines with experience in
working on funded research regarding the application and development of technologies to support older people.

Results: Thefindings revealed that health care professionals working in home care require a subset of composite skills as well
as technol ogy-specific competencies to develop the necessary aptitude in eHealth care. This paper argues that eHealth care
technology skills must be instilled in health care professionals to ensure that technol ogies becomeintegral components of future
care delivery, especialy to support older adults to age in place. Educating health care professionals with the necessary skill
training in eHealth care will improve service delivery and optimise the eHealth care potential to reduce costs by improving
efficiency. Moreover, embedding eHealth care competencies within training and education for health care professionals ensures
that the benefits of new technologies are realized by casting them in the context of the larger system of care. These care
improvements will potentially support the independent living of older persons at home.

Conclusions: This paper describes the health care professionals’ competencies and requirements needed for the use of eHealth
technologies to support elderly adults to age in place. In addition, this paper underscores the need for further discussion of the
changing role of health care professional s working in home care within the context of emerging eHealth care technologies. The
findingsare of valueto local and central government, health care professionals, service delivery organizations, and commissioners
of careto usethis paper as aframework to conduct and develop competencies for health care professional s working with eHealth
technologies.
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Introduction

Background

The world population continues to age [1], and the prevalence
of chronic diseases is increasing [2], introducing complex
societal challenges about how best to provide care to seniors.
Onein 5 workerswill be employed in the health care sector by
2025, to meet the care demands of an aging population while
supporting the independence, autonomy, and quality of life of
older adults living at home [3,4]. To compensate for the
anticipated shortfall in trained health care professionals,
policymakers have advocated for the development and
application of eHealth technol ogies asapotential tool toimprove
efficiencies in care [5]. While the application and deployment
of eHealth technology has continued at a rapid pace, this has
outstripped discussions on the skills and competencies that
health care professionalsare required to possess to successfully
utilize the technology to support workplace practices.

eHealth involves the use of electronic communication and
information technology to improve the access, efficiency,
effectiveness, and quality of clinical and business processes
utilized by health care organizations, health care professionals,
and patients[6]. Theterm “eHealth” encompasses abroad range
of technologies, including electronic/personal health records,
telehealth, telecare, telemedicine, patient self-monitoring,
ambient assisted living (AAL), and smart systems[6,7].

This paper focuses on health care skills and competencies
required to utilize those technologies that support older adults
aging in place: remote telecare and AAL, mobile health, and
fall detection systems. This paper does not focus on health
information technology (HIT) such astelemedicine or electronic
health records. Whilethere are differing occupations subsumed
under the term “health care professional”, this paper refers to
those who are future nurses (students) and current nurses. All
types of nurses fall into this category including certified nurse
assistants, licensed vocational/practical nurses, and registered
nurses as key actors who will interface with eHealth in the
future.

Advantages of eHealth

Research indicates that eHealth technologies can vyield
substantial benefits for older people seeking to age-in-place by
promoting independence and well-being while promoting
efficiency and cost savings by reducing unnecessary hospital
visitsand delaying admission to long-term care[8,9]. Telehealth
technologies, for example, facilitate remote patient consultations
and monitoring of chronic health conditions at a distance [10].
Remote tel ecare technol ogies offer the potential to monitor and
assist older adults with routine tasks and everyday home
activities while enhancing their independence and autonomy
[11]. As an example, simple automated reminders help and
encourage older people to take medications or follow exercise
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programmes[12]. Other assistive and monitoring technol ogies,
such as mobile health, environmental and body area networks
in home, and health and activity monitoring, permit frequent
serial patient observations of conditions or behaviorsthat assist
caregiversby providing amore complete picture of patient status
[13]. Technologiesthat facilitate the delivery of carein the home
remove 3 barriers—stigma, access, and cost, which may prevent
older people from presenting themselves to hesalth care
professionals [14,15].

eHealth interventions have the potential to alleviate the burden
on health care professionals who have patients with complex
care requirements or who currently manage high casel oads by
providing the opportunity to monitor the condition of an older
person remotely [16]. eHealth technol ogies have demonstrated
success in allowing health care professionals to telemonitor
blood pressure, pulserate, and blood sugar levels, obviating the
need for personal visits[17,18].

Education and Training: Competencies

The advantages of eHealth technologies for hedth care
professionals stem from asystem that coordinates the collection,
use and sharing of information to support health care delivery,
known as hedth informatics [19]. Health informatics has
developed rapidly in the last decade, becoming increasingly
complex as technological advances and mechanisms for
generating and sharing information have transformed clinical
service delivery [20]. To ensure that these advances are
transl ated into a service context, health care organi zations must
educate and train health care professionals in the latest tools
and methodsto accel erate the evol ution of health care and affirm
the acceptance of technology.

The “Diffusion of Innovations’ theory seeks to explain why,
and how fast new ideas and technol ogy spread through cultures
[21]. The model introduces 4 key elements that influence the
adoption of anew idea: (1) the innovation, (2) communication
channels, (3) time, and (4) socia system. Diffusionisthe process
by which an innovation is communicated through certain
channels over time among the members of a social system.
Rogers explained that individual s progress through 5 stages of
adopting new technology: knowledge, persuasion, decision,
implementation, and confirmation. Thefirst step in the process
of adaptation to and acceptance of technology is to enhance
professionals’ knowledge about eHealth in their everyday work.
Knowledge can be categorized according to minimum
competencies that health care professionals are required to
possess prior to applying eHealth technologies. The typology
of skills adopted by the CanMEDS Physician Competency
Framework presents 6 key rolesfor professiona swhen engaging
in health care delivery, including advocate, communicator,
collaborator, manager, scholar, and professional [22]. Figure 1
illustrates the central role of the medical expert and its
interconnectedness with the other CanMEDS framework roles.
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This competency framework has been applied across different
countries [23]; in the Netherlands, the CanMEDS framework
iswidely used in nursing education. The CanMEDS describes
the compositerolesrequired of health care professionalswithin
generalized care delivery only and is not specific to eHealth.
This highlights a potential disconnect between the increasing
complexity of eHealth technology and the need to establish the
composite skills required of health care professionals to make
the best use of technology within a care context.

Figurel. The CanMEDS framework.

Barakat et al

A systematic review indicated that end users HIT competencies
and skillsrepresent implementation barriersto eHealth [24]. In
the Netherlands, competencies and skills have been identified
asfacilitators for the implementation of remote telecare to best
support frontline nurses in the workplace context [25]. A
description of competencies would ensure uniform quality of
remotetel ecare service delivery with the potential to apply these
skillsto abroad range of health care decision-makers, including
nurses, professions allied with medicine, social workers, health
care managers, and caregivers.

THE

CANMEDS

ROLES

Early Research

Inthe Netherlands, van Merwijk [26] has described Information
Communication Technology (ICT) asafundamental component
of remote nursing care delivery. However, eHealth training is
not a core component for care professionals [27], athough
severa studies have suggested that eHealth instruction should
be integral to nursing education, with the responsibility for
implementation falling on university educators, placement
supervisors, and regulators [28,29].

Thereisalong history of development of competenciesin the
areaof health informatics, nursing informatics, and (bio)medical
informatics [30-34]. Peterson and Gerdin-Jelger [34] started in
1988 with the recommendations of the international medical
informatics, which has been recently updated to accommodate
the current devel opments on education in biomedical and health
informatics [31]. Hasman and Albert [30] succeeded in
suggesting a guideline for the European curricula in health
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informatics that apply to heath care professionals and
administrative staff. In the Netherlands, on-going work on
competencies address nursing education and nursing informatics
more specificaly [35,36]. However, there is still little or no
education for health care professionalsin the use of technology
to support older adults to age in place such as remote telecare,
patient self-monitoring, and AAL. We contend that the current
competencies must be adjusted to fully realize the benefits of
eHealth.

Edirippulige et al [37] and Dattakumar et al [38] identified the
absence of systematic nursing education and training in eHealth
care as the reason for the emergence of under-skilled and
ill-equipped eHealth practitioners. Other studies suggest that
the skills gap has undermined confidence among nurses in
eHealth technologies, with many stating they are not in a
position to use these technol ogies effectively within the scope
of their work [39,40].
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The Aim

In discussing the competencies of health care professionals
working at home care organizations, 2 questions arise. First,
which eHealth competencies are required for heath care
professional's to support older adults to age in place? Second,
what is the nature of the supportive framework required to
develop eHealth competencies? The goal of this paper is to
present findings from a collaborative workshop tasked with
exploring the basic eHealth competencies required of health
care professionals working in home care, with eHedth
technologies such as remote telecare, AAL, mobile health, and
fal detection systems. In addition, we present a supportive
framework that is required to establish these competencies in
the field. Thisframework is an adapted framework to that used
for HIT competencies.

Methods

Collaborative Wor kshops

In March 2012, the Department of Rehabilitation and Mental
Health Counselling at the University of South Florida (USF)
hosted an international group of academics in a set of
collaborative workshops to discuss and explore eHealth
competencies. Group discussion has been practiced extensively
in participatory research to facilitate active dialog among
individuals or groups to achieve the cross-fertilization of ideas
[41]. Feldman [42] argued that engaging in collaborative dialog
provided an opportunity to share and reflect upon experiences
and to situate them within their broader context and meaning.
Collaborative discussion allows for the transfer of knowledge,
thoughts, and feelings about atopic of interest through a process
of cooperative inquiry that enables new understandings to
emerge (ie, adialectical process). The workshops were funded
as part of the Expanding eHealth Knowledge (iKOP) project,
which investigates eHealth systems for their ability to support
older adultsliving independently at homefor aslong as possible.
The main research question of the iKOP project was “What
criteriamust eHealth fulfil to be understandabl e to professionals
and to be used by older adults to reduce the burden of care and
to reinforceindependent living?’ The workshopswere designed
to partly address the professional component of this question.

Research Question
The aims of the collaborative workshops were as follows:

« Thefirst aim is to share knowledge and expertise in the
application of eHealth technologies with health care
professional s through a process of collaborative learning.

« The second aim is to engage in collaborative discussion
regarding the competencies reguired of hedth care
professionalsin the use of eHealth technologies.

« Thethird amisto propose aset of skillsand requirements
for health care professionalsto adopt eHealth technologies
within their everyday working practices.

Stakeholders

To develop thetransdisciplinary dialog, 11 academics spanning
the domains of biology, nursing, psychology, sociology,
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engineering, gerontology, and health management engaged in
the collaborative workshops.

The participants were drawn from 3 academic ingtitutions. First,
academics from the USF included the chair and an associate
professor of the Department of Rehabilitation and Mental Health
and the interim dean of the College of Behavioral and
Community Sciences (representing medical educators).
Participants from USF also included a professor at the College
of Nursing (representing medical educators and nurses), a
research associate professor of the Department of Rehabilitation
and Mental Health Counselling, and a courtesy professor at the
School of Aging Studies (representing academics, professionals,
and older adults). Second, academics from Utrecht University
of Applied Sciences included a full professor and chair of the
research group Demand Driven Care, Department of Health
care, Research Centre Innovation Health Care, and a PhD
candidate (representing older adults, professionals, home care
settings, and academics). Third, academicsfrom the Gerontology
Research Centre at Simon Fraser University included aresearch
fellow and a professor (representing professionals, home care
settings, and academics).

In addition, two other organizations, the James A Haley Veterans
Administration Hospital Centre of Excellence (JAHVA) and
the Creative Action Limited Liability Company (CAL), were
involved. From the JAHVA, aresearch health science specialist
with interests in health disparities research and efficacy trias
of health care technologiesto inform trand ational research and
system-wide implementation represented professional s (nurses)
and academics. The Vice President of Research at CAL
represented the interests of older adults, trainers, and software
developers.

The participants had previous experience working with or
evaluating the impact of eHealth technologies across a broad
range of care contexts including home care and institutional
care settings. A number of the participants have experience of
developing technology with a focus on end user involvement
and working alongside hedlth care professionals to evaluate
their experience of using eHealth technologies.

Setting of the Workshops

The workshop consisted of two days of presentations and
collaborative discussions to clarify the role of health care
professionals in the application, development, and integration
of eHealth technologies to support older adults to age in place.
The presentationsincluded aliterature review on remotetelecare
competencies and requirements of health care professionals,
feedback on the application and development of eHealth
technologies in the homes of older people through funded
research, and improvement of clinical research through the use
of mobile technology. Three specific forms of eHedth
technologies were addressed within the workshops: remote
telecare and AAL, mobile health, and fall detection systems.
These were the specific areas of expertise for the group of
academics. Each presentation was followed by collaborative
discussion in the group concerning the roles of health care
professionalsin using and delivering care through these different
technologies and the specific competencies they might require.
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At theend of each day of the workshop, asummary of theissues
that were highlighted by all professionals was presented to the
group for agreement. At the beginning of the second day of the
workshop, a presentation was given about the key discussion
points from the prior workshop day to refresh the participants
memory. The competencies and requirements were selected by
voting and ranking in importance while considering the diffusion
of innovations theory by Everett Rogers and the CanMEDS
Physician Competency Framework concerning how the
competency or requirement aligns with new technology. The
two-day workshop concluded with a presentation summarizing
the workgroup’s recommended eHealth competencies and a
discussion of future research directions. A number of
participants kept written notes of the discussions, which were
analysed thematically and presented in the results section.

Results

Necessary Competencies

During the workshop, eHealth products and possible necessary
competencies were discussed. Participants agreed to structure
the discussion as follows: (1) the requirements for basic ICT,
proficiency, quantitative analysis, and interpretation skills, (2)
communication skills, (3) support and guidance for the patient
(both for care support, computer, and ICT use), (4) knowledge
of best practices, and (5) legal requirements concerning patient
privacy and confidentiality. Although health care professionals
are required to possess a number of these skills within their
current work role, the skills must be re-interpreted within the
eHealth care context. Table 1 summarizes the competencies
identified in the analysis of the workshop discussions.

ICT Attitudes and Skills

The concept of eHealth is predicated upon sharing and
communicating information through ICT technologies [6]. A
desirable prerequisitefor health care professionalsisan abiding
interest in the eHealth technology field. With little interest in
eHealth technology, there will be scant enthusiasm to learn and
adapt eHealth technologies for work roles or to apply learning
obtained through formal training. Venkatesh et a [43] and Davis
et a [44] showed in the technology acceptance model that
intension to use is highly correlated to actual use. Moreover,
aninterest in eHealth care promotes sharing and learning within
the workplace, establishing the foundation for positive cultural
attitudes to devel op toward the technol ogy.

A crucial competency for health care professionalsinvolvesthe
basic skillsfor using technology and hardware, such asaccessing
the Internet or using a personal computer or mobile device
[30,45]. Formal caregivers must have an aptitude for the devices
used to collate, store, and display patient information in their
new work routines [31]. Just as other researchers have found
that basic skillsin ICT are necessary [30,31], we agreed that
professionals must be adept in using the software application
to access patient information, to properly display and manipulate
patient data and to ensure that information is interpreted
correctly [30,31]. Developing competencies in using hardware
and software are integral to ensuring the usability and
acceptability of the device. Without these basic skills and
aptitudes, care workers are likely to continue to rely on the
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traditional mechanisms of observation and monitoring, which
they feel are more usable and familiar.

The key to developing trust in a specific system is for health
care professionals to know the how and why of what specific
technologies are designed to achieve within the homes of older
people. Smith [46] has shown that for a system to be
implemented successfully, it needs to yield benefits for the
users. For example, developments in the area of smart and
assistive technologies are increasingly reliant upon a suite of
sensors and alarms to monitor the older person. During the
workshop, we agreed that thereis aneed to trand ate the purpose
of these sensors into easily understood, jargon-free language
with the specific objective of understanding how a sensor
collects, shares, and distributesinformation and why it is useful
to the professional to know that information. For example, the
use of door sensors helps to monitor patient activity, which
informs the caregiver about how many bathroom visits the
person has performed. Thisisimportant for understanding how
technol ogies can support the health care professiona’s everyday
working practices. Another key area that can undermine the
acceptance of eHealth technologies is the reliability of the
technology [47]. Telephone technol ogy operateswith “Five 95
reliability; in other words, it is available 99.999% of the time,
with infrequent outages resulting from events such as severe
weather [48]. Computers and Internet-based technologies are
somewhat lessreliable, and Internet protocols are termed “ best
effort” service delivery functions. Best effort service is, by
definition, not perfect, nor should it expected to be. Information
packets can be dropped or delayed, resulting in an incomplete
delivery of eHealth services[49]. Mobiledevicesthat rely upon
the eHealth professional to properly charge the battery and
maintain the Internet service provider account may find that
access in agiven region is not accessible due to poor network
coverage or a discharged battery, meaning that the eHealth
technology does not function when it should. The competent
eHealth service provider must be cognizant that the failure of
technology is not an infrequent event and that its successful
resol ution hinges upon the professional exercising acombination
of tact, grace under fire, and patience. Technology failures
undermine the confidence of the patient and the professional
who uses them. With the expansion of maobile technol ogiesinto
theeveryday lives of citizens, wefind that the general population
has become somewhat more tolerant of service interruptions
dueto computer viruses, lack of cellular telephone service, and
incorrectly configured networks [50]. Nevertheless, the
willingness to use technology decreases if it is perceived as
being more trouble than it is worth.

Interpretation and Analysis of eHealth Solutions and
Data

It is necessary to ensure that health care professionals have the
skills to interpret patient information gathered with eHealth
technology. The presentation of information clearly, concisely,
and in an interpretable way is atechnological requirement, but
eHealth care may require a different instrument to interpret
information for health care professional's so that it makes sense
in the context in which it was generated. The type of data
generated through e-technologies may vary from longitudinal
monitoring data to more immediate observations of a patient’s
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condition, and the health care professional must competently
interpret the new data. Another skill required of the health care
professional istrand ating the datainto meaningful information
for effective clinical decision making by combining the data
with the professional’s knowledge of the patient’s health
condition and the health care domain to derive the most
appropriate, least burdensome, and most cost-effective
intervention.

Support and Guidance

If eHedlth isto produce efficiency savings through economies
of scale, then care will need to be increasingly delivered
remotely, through mobile consultations or networked care
delivery that obviatesthe need for direct contact. Given that the
caregiver will not have face-to-face contact with the older
person, good support and clear guidance to the patient will be
important to ensure that health problems can be effectively
diagnosed and treated at a distance [50].

Theprofessional caregiver will be required to provide on-going
support and guidance in the use of the technol ogy to the patient.
For example, where remote self-monitoring provides patients
with access to their own data, health care professionals must
educate users in the functionality of the system and in
interpreting the readings so that they feel empowered in the
decision-making process. In the expansion of e-telecare, the
role of the health care professional as an educator and facilitator
for the patient isimportant if eHealth technology is to become
accepted in the home environment. The empowering role of the
health care professional has been observed in the development
of the expert patient programme in the United Kingdom and
within the broader role of case management [51]. Evaluations
of AAL technologies have highlighted the importance of
community nurses in facilitating the benefits of technology
when making care-related decisions. Here, community nurses
possess tacit knowledge of the end user and their own expert
knowledgein health caredelivery and clinical decision making,
which, when combined with data generated through assistive
technol ogy, can improve the usefulness and usability of eHealth
careinterventions [52].

Communication Skills

eHealth Care

eHealth care has the potential to change the dynamics of care
and to bring about changes to the types and intensity of verbal
and nonverbal communication in the care dyad. In thefollowing
sections, adjustment and modification of the communication
between two caregivers or between the caregiver and the client
is described.

Communication Skills Between Health Care
Professionals and Clients

Effective communication skills are a current requirement for
health care professionals, but eHealth care technologies have
changed the traditional modes of interaction between caregivers
and clients. Different technol ogies present alternative ways for
health care professionals to project themselves into the care
setting, such as by email, telephone, mobile devices, or
teleconferencing. In doing so, health care professionals must
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be aware of how technology nuances their communications to
deliver the type of care and person-centred support the end user
requires.

The health care professional must ensure clear and transparent
communication between the professional and the user. Voice
intonation, listening skills, and clarity of two-way
communication are important when delivering messages via
technology because face-to-face prompts and supports are
absent. Asan example, remote telecare health care professionals
communicate synchronously via an audio/video connection.
Specific competenciesarerequired for remotetelecare, including
presenting aprofessional appearance, sensitivity to maintaining
eye contact with the client, adopting an engaging facial
expression, and having a well-developed ability to recognize
changes in client behaviors or environmental surroundings via
the telecommunications link. These aspects may be conveyed
differently through teleconferencing. It is worth noting that
colors may not be correctly translated by all video devicesin
usein telecare situations and that high ambient noiselevels may
cause the professional to miss subtle cuesthat might be present
in the individual’s voice. These environmental considerations
are classed broadly in the telecommunications as “ production
values’ and subtly affect the recipient of the communication.
When completing observations or encouraging patients to
undertake a task, the professional cannot support the client by
physically guiding them through the process but instead need
to rely primarily upon verba communication and nonverbal
gestures, such as nodding or facial expressions to express
satisfaction. The communication must be individually tailored
because some persons require more frequent contact depending
on their cognitive capacities and their specific social and
emotional support needs.

Communication Skills Between Health Care
Professionals

The health care professional may be required to engage other
health care professionals when making care-related decisions
and must ensure that patient health information is shared
responsibly [53-56]. eHealth technologies should be set up to
facilitate sharing information between and across organizations,
but professionals need to engage in regular communication to
facilitate joint working with other stakeholders who are
responsible for delivering care to the older person, such as
informal caregivers, health care delivery organizations, and
community and voluntary groups. Therefore, an adjusted version
of the health level 7 standards and the | SO 13606 could be used
to apply to specific eHealth technologies [53-56]. However,
health care professionals must be aware of the far-ranging
implications of eHealth solutions across the broader integrated
spectrum of care.

Privacy and Confidentiality

The sharing of patient information across an integrated eHealth
system rai ses questions about patient privacy and confidentiality
[57]. Health care professionals must be aware of the specific
ways in which eHealth technologies have the potential to
compromise the privacy and confidentiality of the patient and
of the rights of the patient to know how these data are shared
and viewed.
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Even though there are standards for dataand information sharing
[58,59], eHealth care changes the ways in which health care
professional s observe, view, and share information, leading to
unique requirements for how patient data are retained and kept
secure from otherswhen using mobile devices and onlinetools.
Moreover, if eHealth draws upon multiple professionals from

Table 1. Skills and competencies of health care professionals.

Barakat et al

various service providers, there is a need to be aware of who is
allowed accessto what information. Unfettered accessto patient
information is neither desirable nor, in some countries, legal,
but thereisaneed to ensure the effective sharing of information
across service providerswhile taking into account (inter)national
privacy law and legidlation rules.

Theme Competencies

Requirements

Skills

ICT attitudes and skills Competent in the use of neces-
sary telehealth technologiesand
software and adopts a positive
attitude toward their use in the

workplace

Interpretation and analysis
of eHealth data

Competent in interpreting end
user data and applying these
data to effective clinical deci-
sion making

Support and guidance Ability to provide on-going
support and guidance to end
usersto increase the acceptabil-
ity of eHealth technologies

Communication skills To communicate effectively
with both end users and formal

care providers

Be aware of the far-ranging implica-
tions of eHealth solutions across the
broader integrated spectrum of care

To maintain the privacy and
confidentiality of the end user

Privacy and confidentiality

Have an abiding interest in the eHealth
technology field

Knowledge of theclient’s health condi-
tion and the health care domain

Possesstacit knowledge of the end user
and their own expert knowledgein
health care delivery and clinical deci-
sion making

Have general communication skills

Be aware of the privacy and confiden-
tiaity rules of data exchange

Know specific skill setsin eHealth technolo-
gies being applied

Have basic skills for using technology and
hardware, such as accessing the Internet or us-
ing apersonal computer or mobile device

Have an aptitude for the devices used to col-
late, store, and display client information

Know and be able to transl ate the benefits of
eHealth technologies to end users

Ability to interpret output data generated by
eHealth care technologies

Trandlatethe data effectively within the context
of the client with a positive outcome

Educate end usersin the operation and function-
ality of the technology

Ability to diagnose and treat effectively at a
distance

Effectively combine clinical knowledge with
eHealth datain decision making

Ability to have clear and transparent communi-
cation between the professional and user, such
asvoiceintonation, listening skills, and clarity
of two-way communication

Ability to interpret verba and nonverbal cues,
such asnodding or facial expressions, ininter-
action with end users

Facilitate information sharing and transferral
across formal care providers

Need to secure all personal health datafor the
patient

Ensure that information transferral and ex-
change takes place within a secure platform;
apply the concept of least privileged accessto
other practitioners sharing confidential infor-
mation

Discussion

Principal Findings

In this paper, we described the competencies and reguirements
needed by health care professionals for the use of eHealth
technologiesto support older adultsto agein place. Theresults
of this paper are in good agreement with those of Kulikowski
et al [32], IMIA group [31], Hasman and Albert [30], Goossen
et a [35,36], and Ayres[45] with regard to general competencies
(ie, computer skills and informatics knowledge). We expanded
those competencies to extend to the more specific use of
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technologies such as remote telecare and AAL, mobile health,
and fall detection systems. Moreover, this paper proposes a
supportive framework required to establish these competencies,
other than the HIT competencies, in the field of professionals
working in health care to support older adults to age in place.
In addition to the described competencies, this paper highlights
anumber of barriersand facilitatorsto applying and developing
these competencies within the health care profession beyond
ensuring that they are a fundamental aspect of training and
education [21-24]. However, there are till a number of
strengths, weaknesses, opportunities, and threatsin theinternal
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and external work environment that must be mapped for the
adoption of eHealth technologies.

Strengths include those skills that health care professionals
currently possesswhen delivering careto clientsor patientsand
that can be capitalized upon in the integration of eHealth care,
including the ability to analyse and interpret datafrom existing
monitoring mechanisms, tacit knowledge of the client and the
home environment, and clear and transparent verbal and
nonverbal communication skillsto establish trust and reciprocity
with clients. In the Netherlands, based on the CanMEDS
systematic the seven following workplace skills for nurses are
described: clinical performance, communication, cooperation,
organization, socia performance, knowledge and science, and
professionalism[26]. With thisin mind, thetheme“ICT attitudes
and skills” as described in this paper can be seen as knowledge
and science skills, whereas skills described under the theme
“interpretation and analysis of eHealth data and support and
guidance” might be seen as clinical or socia performance.
Further, the themes “communication and privacy, and
confidentiality” can be seen as communication and
professionalism skills, respectively. Moreover, communication
skills have always been important in establishing rapport and
trust with patients, and these are equally important within the
context of eHealth care. These strengths can ensure that the
benefits of eHealth technologies can be maximized to bring
about improvementsto the delivery of care (positive outcomes)
and to realize efficienciesfor the health care professional (better
management of caseloads). All of these skills are integral to
ensuring that eHealth technologies become widely adopted
within the home environment. Existing skills, such asthe ability
to review paper-based patient case notes, can be transferred to
eHealth solutions by utilizing different instruments to collect
and display that information. A tacit understanding of the client
enables eHealth data to be interpreted within the context in
which they were generated, ensuring that interventions are
appropriate. This implies organizational skills. Ensuring
appropriate interventions has aready been achieved for health
information technology such as ICT and electronic public
records, however not yet realized for remote telecare and
assistive living technol ogy.

In recognizing the strengths that health care professionas
possess, there is also a heed to recognize the weaknesses that
must be addressed. eHealth technologies will bring about
changesto the health care profession. The very notion of eHealth
supporting or replacing tasks that the health care professional
traditionally undertakes may evoke hostility within the
profession slowing widespread adoption [25]. Interventions
need to be integrated in an appropriate and sensitive manner
and adapted to the existing workplace practices and workflow
of the health care professional [25]. Moreover, athough the
benefits of eHealth care technologies have been documented,
there is a dearth of large-scale evaluation studies of their
long-term impact. This lack of an evidence base undercuts the
argument that eHealth care technologies are necessary for the
health care professional .
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Opportunities

Despite these weaknesses, there are a number of opportunities
available to ensure that eHealth care becomes a fundamental
part of care delivery to support aging-in-place, and these
opportunitiesrequire anumber of changes at the organizational
level. Following Rogers model for adopting new technology,
we argue that first, although knowledge can be derived through
the training and education of health care professionals, there
must be systematic mechanismsin place for reviewing training
needs and requirements within the context of emerging and
changing technologies. Second, for persuasion, organizational
commitment is needed to ensure the development of a culture
of working with eHealth technol ogies, encouraging health care
professionals within organizations to share their experiences
with other professionals when using technologies. This will
help inidentifying and working through barrierswhile exploring
the unanticipated benefits of using technology within the
profession. Third, to support organizations in their decision of
using eHealth, organizations must demonstrate that eHealth
solutions are an essential part of delivering care in the future
and must instill thiswithin the cultural ethos of the organization,
which challenges the traditional approaches to delivering care.
Fourth, for a successful implementation, the benefits of using
eHealth solutions need to be mapped and trandated to
caregivers. If eHedth technologies can enable health care
professionals to accomplish their everyday tasks more
efficiently, and if professionals can see the benefits in terms of
assisting them in their roles, then professionals are more likely
to givetheir confirmation to use eHealth technology within their
everyday working practices.

Threats

A number of existing threats to the successful integration of
eHealth care prevent the strengths and opportunities of eHealth
care technologies from being realized. These include the
conservatism inherent in the care delivery system, existing ways
of commissioning care, traditional approachesto care delivery,
and a lack of flexibility within health care systems to
accommodate innovation and change. Care delivery iscomplex
and involves multiple providers at the local level, the
architecture of which differs across jurisdictions but involves
a number of health care professionals. eHealth technologies
must be sufficiently flexible to facilitate integration across
jurisdictions; otherwise, health care professionalswill be asked
to work within complex circumstances. Ultimately, eHealth
technology must be seen as part of the broader cultural system
of delivering care to ensure that eHealth care becomes part of
an integrated system of delivery.

An additional threat to theintegration of eHealth careisthelow
level of funding for eHealth-based care delivery [60] and the
lack of standardization in the field of eHealth. The ISO 13131,
Health Informatics-Quality criteriafor servicesand systemsfor
telehealth, focuses on establishing standards for eHealth,
allowing payment schemesto be defined [61].

Conclusion

Advances in eHealth technology have the potential to bring
about efficiency savings in terms of delivering care to older
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people and to support self-management by older adults. To
facilitate this scenario, there is aneed to ensure that the pace of
technology development is reflected in the abilities and skills
of health care professional sworking in home care organizations.
Inthe eHealth world, professionals are required to collate, share,
and manage multiple forms of information and to interact with
different types of technology in their everyday working
practices. This requires that the role of the health care
professional be revisited to examine the existing skills gap and
to identify professional development opportunities and
educational needs. Technologists and engineers have been
concerned with developing technological solutions to health
and social care problems, but much of the research so far has
been limited in terms of real-world products and services
[61,62]. A number of barriersto effectiveimplementation exist.
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Abstract

Background: The gradual but steady shift toward telemedicine during the past decadesis a clear response to important health
problems that most industrialized countries have been facing. The growing elderly population and changing dietary habits have
led to an increase in people with chronic diseases and overall health care expenditures. As more consumers use their mobile
device astheir preferred information and communication technology (ICT) device, mobile health monitoring has been receiving
increasing attention in recent years.

Objective: This study examines clinicians perception of factors determining mobile health monitoring acceptance in Japan
and Spain. The study proposes a causal model consisting of innovation seeking, new ICT attributes (perceived value, time-place
flexibility, and compatibility), and usage intention. In addition, cross-country differences are posited for the hypothesized
relationships among the proposed constructs.

Methods: A questionnaire survey was performed to test our research model and hypotheses. The sample consisted of clinicians
from various medical specialties. In total, 471 and 497 usable responses were obtained in Japan and Spain, respectively.

Results: In both countries, the collected data fit the model well with all the hypothesized paths among the constructs being
supported. Furthermore, the moderating effects of psychic distance were observed in most of the paths.

Conclusions: Our study demonstrates the importance of new ICT attributes, namely perceived value, time-place flexibility, and
compatibility, in the clinicians adoption of maobile health monitoring. In particular, our results clearly indicated that perceived
medical value and ubiquitous nature of the tool are the two main benefits clinicians are likely to perceive (and appreciate) in both
countries. Thistendency will be stronger for those with a greater propensity to seek innovation in ICT. In terms of cross-country
comparison, the strength of the path from innovation seeking to perceived value was greater in Japan than in Spain. Since the
number of clinicians per 10,000 residentsis substantially fewer in Japan compared with Spain, clinicianswith agreater propensity
to seek innovation in ICT may have perceived greater value in using mobile health monitoring to improve remote patient care.

(Med 2.0 2013;2(2):€11) doi:10.2196/med20.2874
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Introduction

As more consumers employ information and communication
technology (ICT) to manage their health and fitness, mobile
health monitoring has received much attention from the health
care industry [1]. Compared with other ICT tools, mobile
monitoring enables clinicians more personalized and flexible
control of patients’ health at a distance. One of the advantages
of this monitoring system for patients is the unobtrusive,
prolonged ambulatory monitoring, which allows for improved
quality of life and faster response in the case of emergencies
[2]. However, little attention has been paid to clinicians
perception on thistechnological breakthrough. In addition, itis
virtually unknown how mobile health monitoring has been
accepted across borders. To fulfill this research gap, this study
examines clinicians motivations to use mobile health
monitoring in two industrialized countries, Japan and Spain.

We propose a causal model consisting of clinicians innovation
seeking, new ICT attributes (perceived value, time-place
flexibility, and compatibility), and usage intention.

The model is based on Rogers [3] diffusion of innovation
theory, mainly focusing on rel ative advantage and compatibility.
We envisage the rel ative advantage of mobile health monitoring
astwo main factors, perceived value and time-place flexibility,
while retaining compatibility as a characteristic of a new ICT
that must fit not only clinicians' work routines, but also their
medical beliefs that remote control of chronic disease is
beneficial [4]. These new ICT attributes turn out to be the main
causes of usage intention. In addition, we posit full mediation
hypotheses of new ICT attributes, since Yi et a [5] found that
the impact of innovation seeking on intention to use a personal
digital assistant was hardly significant in the presence of the
new ICT attributesindicating full mediation. Several past studies
reported similar results on the importance of individual
propensity to seek innovation in directly determining user
perceptions of new ICT attributes [6]. We posit that psychic
distance between clinicians and patients would moderate the
relationships among these constructs.

Japan and Spain were chosen for two reasons. First, both
countries have developed a comprehensive public health care
system that fully covers basic medical costs, with very similar
medical expenditure as a percentage of gross domestic product
and per capita. Second, the number of clinicians per 10,000
residents or per hospital bed is notably greater in Span than in
Japan. By increasing health care costs, alack of clinicianswould
drive a serious need for |CT-based health care monitoring.

Methods

Overview

Professional marketing research firms recruited participantsin
Japan and Spain. In both countries, quota sampling was applied.
In an attempt to ensure a sample representative of the nation,
the respondents were collected from all geographical regions,
assigning a quota of clinicians per region. In Japan, 471
respondents were collected from 47 prefectures, and in Spain,
497 respondents were drawn from 17 autonomous communities.
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The sample consists of clinicians in diverse specialties, since
the number of those specialized in diabetics is rather limited.
The age ranged from 25 to 65 in Japan, and 25 to 80 in Spain.

Statistical Analysis

M easurement Assessment

Before proceeding with the estimation of the structural model,
we performed afull-sample confirmatory factor analysis (CFA)
with six latent constructs using AMOS 19.0 [7]. Time-place
flexibility was conceptualized as a second-order construct, thus
time flexibility and place flexibility were added as separate
first-order constructs. To take into account the recommendations
by Bagozzi and Yi [8] and Bollen [9], multiple indices were
used to assess the goodness of fit of the overal model:

X%54,=1883.75, comparative fit index (CFl)=.93, Tucker-Lewis

index (TLI1)=.92, and root mean square error of approximation
(RMSEA)=.084.

In a model with “good” fit, the chi-square statistic should not
be significant at the 5% level. However, the literature suggests
that thisindex becomestoo sensitivein larger sample sizes[10].
The values of the CFl and TLI indices should be close to 1,
although values between .90 and .95 are considered adequate
[8,9]. The RMSEA index should be closeto O [7]. Thus, all the
indices, except the chi-square statistic, were in an acceptable
range. In addition, all items exhibited highly standardized
loadings on their intended factors. Thus, convergent validity
was established.

Reliability and Validity

Based on the CFA results, we computed composite reliability
(CR) and average variance extracted (AVE) to assesstheinternal
consistency of the multiple measures [11]. As a benchmark,
researchers generally recommend .70 and .50 as an appropriate
level for the CR and AVE, respectively, in an exploratory study.
All the multiple reflective constructs exceeded these criteria.

Discriminant validity is the extent to which a construct truly
differs from neighboring constructs [10]. This was assessed
from the latent constructs correl ations matrix, where the square
roots of the AVE aong the diagonal are reported. The
correlations between the constructs are reported in the lower
|eft off-diagonal elementsin the matrix. Fornell and Lacker [11]
suggested that the average variance shared between a construct
and its measures should be greater than the variance shared
between the construct and other constructsin the model. Thus,
discriminant validity is satisfied when the diagonal elements
(squareroot of AVE) are greater than the off-diagonal elements
in the same row and column.

Invariance Structure

Given our comparative purpose for the path strengths between
Japan and Spain, we examined the measurement invariance
across the samples, following the procedure suggested by
Steenkamp and Baumgartner [12]. Wetested the invariant factor
loadings across the models, restricting factor loadings equally
across countries. The chi-square difference between the full
metric invariance model and the baseline model was significant
(P=.008), although the other fit indices were acceptable. Thus,
full metric variance was not achieved.
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Yet, prior research suggests that full metric invariance is rather
unrealistic and only partial invariance is required for
cross-country model comparison [13]. On this basis, we next
tested a series of partial measurement invariance models by
sequentially relaxing the factor loadings of the items. The
resulting model did not differ significantly from the baseline
model (P=.07). Therefore, we confirmed evidence of partial
metric invariance that enabled us to assess relations in the
structural model.

Results

Main Paths

Our structural model was examined for the full samplewith the
maximum likelihood method using AMOS 19.0 [7]. Most of
the indices indicated an adequate model fit, except for the
chi-square statistic. Asexplained before, the difficulty of passing
this stringent test has been noted elsewhere [9]. Thus, it was
judged that the multiple indices sufficiently justified the
adequacy of the model’s fit to the sample data. The resulting
fit indices were CFI=.93, TL1=.92, and RMSEA=.086. All the
hypothesized relationships between the proposed constructs
were statistically significant.

Moderation Analysis

To test moderating effects of the country, multigroup analyses
were performed using AMOS 19.0 with the maximum likelihood
method. The multigroup baseline model was estimated across
the two countries simultaneously, without placing any equality
constraints on the hypothesized paths. Their fit indices served
as initial points of comparison in addressing whether the
proposed structural relationships would hold in the same way
acrossthetwo groups. The chi-square value of the unconstrained
or baseline model was 2572.36 (P<.001), with 511 degrees of
freedom. In the equal path model, the path between innovation
seeking and perceived value was constrained to be equal in both
Spain and Japan. The difference in chi-sguare values between
the constrained and equal path models (x%,=3.12) suggests that
the direct path between innovation seeking and perceived value
was marginally greater for the Japanese sample, compared with
their Spanish counterpart. This test was repeated for the path
between innovation seeking and compatibility, and the one
between innovation seeking and time-place flexibility. Two out
of three paths were statistically greater in Japan than in Spain.
As for the path between perceived value and usage intention,
the difference was only marginaly significant; this path was
greater for the Japanese sample.

Discussion

Principal Results

Our structural equation modeling resultsindicate that, regardiess
of the country, innovation seeking is a strong determinant of
new ICT attributes of mobile health monitoring in terms of
perceived value, time-place flexibility, and compatibility. In
the comparison of the relationships among the constructs across
the countries, we found that Japanese clinicians, compared with
their Spanish counterparts, perceived the paths between
innovation seeking and perceived value and between innovation
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seeking and time-place flexibility. We believe that this may be,
at least partialy, due to the difference in psychic distance
between clinicians and patients, which is operationalized asthe
number of clinicians per 10,000 residents.

Limitations

We should recognize two important limitations. First, there may
be factors other than psychic distance that may have affected
the cross-country differences between Japan and Spain. For
example, the technology readiness may vary across countries
and may have affected clinicians perceptions on a new
monitoring tool. By the same token, this study did not takeinto
account negative factors, such as perceived risk or information
security. Second, most of the respondentsin both countries have
not used the system before, thus their responses were based on
their limited knowledge and experience.

Conclusions

Our study serves as an initial stepping-stone in research
exploring cross-country differences in clinicians' perceptions
on mobile health monitoring. Our results clearly demonstrated
the importance of new ICT attributes, namely perceived value,
time-place flexibility, and compatibility, in adopting mobile
health monitoring in both Japan and Spain. Our study
crystallized the importance of relative advantage in the
framework of the Rogers' diffusion of innovation theory [3].
Clinical value and time-place flexibility are the main benefits
clinicians may perceive and appreciate from this new tool.

With regard to the cross-country comparison, the path from
innovation seeking to perceived value was viewed more strongly
in Japan than in Spain. This could potentially be explained by
the smaller ratio of clinicians per 10,000 residents in Japan
compared with Spain. Clinicians with a greater propensity to
innovate ICT may have perceived greater value to use mobile
health monitoring to improve remote patient care. For the same
reason, the path from innovation seeking to time-place flexibility
was more accentuated in Japan than in Spain, probably because
Japanese clinicians are more willing to take advantage of the
most important utility in mobile health monitoring—the
ubiquitous nature of the device. On the other hand, there was
no differencein the paths between compatibility and innovation
seeking and between compatibility and usage intention.

Future Resear ch Suggestions

Future extension should not only overcome the limitations
recognized previously, but also address additional issuesdirectly
related to mobile health monitoring adoption. For example, the
concept of psychic distance between clinicians and patients has
seldom been documented in prior research. Perhaps the most
crucia issue hereistheindicator that would represent psychic
distance. The number of clinicians per bed could be a practical
measure but the concept needs to be developed further. In
addition to innovation seeking, there are other personal
characteristics that would affect new technology adoption. For
example, risk aversion, ease of use, usability, and design
aesthetics, might be important factors to be considered.
Furthermore, future research should examine more countries
so that the obtained results can be more generalizable.
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Abstract

Background: Thereisan increasing socia isolation among the elderly today. This will be an even larger issue in the future
with growing numbers of elderly and less resources, for example, in terms of economy and staff. Loneliness and social isolation
can, however, be addressed in several ways using different interactive eHealth services.

Objective: This case study investigated novel eHealth services for the elderly, and their usage of a socia interactive device
designed especially for them.

Methods: In thiswork, we used an innovative mobile communication device connected to the television (TV), which worked
as aremotely controlled large interactive screen. The device was tested by 8 volunteers who visited a senior center. They were
between 65 and 80 years of age and lived in their own homes. Throughout the 1.5 year-long project, 7 design workshops were
held with the seniors and the staff at the center. During these workshops, demands and preferences regarding existing and new
services were gathered. At the end of the project the participants’ experience of the device and of the services was elaborated in
3 workshops to get ideas for improved or new meaningful services. During the data analyses and development process, what
seniors thought would be useful in relation to what was feasible was prioritized by the development company.

Results: Regarding daily usage, the seniors reported that they mainly used the service for receiving information from the senior
center and for communication with other participants in the group or with younger relatives. They also read information about
events at the senior center and they liked to perform a weekly sent out workout exercise. Further, they played games such as
Memory and Sudoku using the device. The service development focused on three categories of services: cognitive activities,
social activities, and physical activities. A cognitive activity service that would be meaningful to develop wasagamefor practicing
working memory. In the social activities category, the seniors wanted different quizzes and multi-player games. For physical
activities, the seniors desired more workout exercises and suggestions for guided walking routes. A new category, “information
and news’, was suggested since they lacked services like senior-customized global and local news.

Conclusions: This study showed the importance of input from a group of seniors when designing new services for elderly
citizens. Besidesinput to interactive eHealth service development for seniors, this study showed theimportance of asocial context
around such work. The seniors were very engaged throughout the project and workshops were frequently visited and the seniors
became friends. The high amount of input from the seniors could be explained in terms of socia inclusion; they belonged to a
group and each member was considered important for the work. The friendly workshop atmosphere facilitated new ideas and
redesign of the services.
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Introduction

Background

There is increasing socia isolation among the elderly today.
Loneliness and social isolation can, however, be addressed in
several ways using different interactive eHealth services. One
of the most important issues in reducing social isolation isthe
existence of sociad networks [1]. The possibilities to
communicate with friends and rel atives through computers and
the Internet can increase the social network, and social isolation
can bereduced [1,2]. Severa studieshave shown theimportance
for older adultsto be able to communicate with family members
and friends enabled through new communication technology
[2,3]. Although it may seem different, the Internet usage pattern
does not differ between older and younger daily users; Internet
is mostly used for emailing, searching news, and gathering
practical information [3]. This technology also provides
opportunitiesfor older adultsto gain new knowledge from other
generations. The possibility to communicate with children and
grandchildren through the Internet and email, for example, is
important for older adults and has already become one of the
most important reasons for older adults to purchase acomputer
at the end of thelast century [4]. Older adults using the Internet
have a so reported that they experience a higher level of social
support [5]. Among many elderly, Internet has also become an
important source for getting medica information. This
opportunity increases the feeling of controlling the own health.

It empowers peopleinterms of being more educated in the area,
and having the possibility to share experiences with others [6].

The quick development in the area of mobile communication
in the last decade has provided many new possibilities for
communication and sharing our everyday life with each other.
Many new services and applications are also targeted towards
the elderly and have interfaces that are considered easy to use.
In Sweden, however, where Internet access is common and
accessible amost everywhere, daily usage decreased from
generation to generation as a function age (Table 1).

Table 1 clearly reveals that Internet use decreases with
increasing age. These data show aswell alongitudinal measure
of three user groups. Following a specific group of seniors
horizontally, it is noticeable that daily use of Internet increased
from 2009 to 2011. In 2011, the daily Internet use was 51% for
the age group 65-74 years old and 22% for those 75 years old
and up, which was the oldest measured group [7].

The low rate of usage at high ages could become a society
problem, where more and more public services are accessed via
different communication technology tools. This is also valid
for eHealth services, where for example, time booking and
contact information to care providers, as well as accessto own
health and social care dataisfound on the Internet and difficult
to access elsewhere. It is therefore imperative to devel op user-
and situation based eHealth services that are thoroughly tested
with and accepted by the intended users.

Table 1. Daily Internet usein Sweden during three years and displayed in three groups of users[7].

Age group 2009 2010 2011
55-64 years old, % 53 57 64
65-74 years old, % 37 43 51
75 years old and up, % 12 16 22
. Helix (society working closely with industry and academia) to
Objective ( y g y y )

This case study aimed to investigate novel eHealth servicesfor
elderly citizenstogether with seniors, using an interactive device
designed for seniors.

The Project: “Quadruple Helix”

Thisstudy was set for 1.5 years, financed by the Swedish agency
for innovation systems, Vinnova. The goal with the project was
to jointly develop a range of services that correspond to the
society’s need for new sustainable and quality assured services
in elderly care. The work in this project can be described as a
kind of innovation procurement in which municipalities raise
their competence, and where the Information Technology (1T)
development companies increase their knowledge of the end
users. By collaborating with researchers, the company gets a
chance to strengthen their methodological approaches. By
involving seniors, the project model israised frombeing aTriple

http://www.medicine20.com/2013/2/e12/

an even stronger quadruple helix model with the main
stakeholder actively involved as potential end users[8]. In this
environment, problem-owners, health informatics researchers,
elderly users, and developers of novel IT services worked
together in a user-centered and participatory design approach.

Resear ch Approach

Thisresearch study adheresto cooperative design[9,10], which
is a human-computer interaction (HCI) research theory that
regards system development with user participation and
considers designing a social process. From research literature,
we know that usability aspects should be brought in early in the
development process [9,11]. Previous research also presents
several methods to engage users in the future, for example,
future workshops [12]. Other methods to bring future needs
analysisinto system development are iterative prototyping and
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scenario-based design, preferably applied together with potential
usersin acollaborative approach [13,10].

The degree of user participation may vary. Regardless of activity
degree, in cooperative design devel opers and practitioners/users
are seen as actively cooperating partners. Together they aim to
reduce uncertainty and risk in the devel opment of novel systems,
where a detailed conception of exactly which future needs
should be supported, is often lacking [9,12]. Moreover, using
older people’s extensive experience when trying to meet their
needs can be more successful for promoting a new product or
service, rather than relying on interaction patterns based on the
computer paradigm [14]. This fact increased the interest to
further study how novel eHealth services could be designed to
reach a heterogeneoustarget group of elderly people, spreading
over an entire country, across different ages, education, health
status, and interests. This case study is one of four aiming to
extract new knowledge based on user experiences of different
older citizen groups using this device and testing itsinteractive
eHealth services [8]. It was conducted together with seniors
healthy enough to frequently visit a senior center.

Methods

Deviceand Test Participants

Research suggeststhat use of aTV asthe platform would reduce
new users uncertainty [15,2]. Based on this previous research,
the TV platform was believed to have arelative advantage over
computers and mobile phones in terms of users' self-reported
motivationsfor starting and continuing to use the system. Hence,
this study used an innovative mobile communication device
(Figure 1) connected to the TV, which worked as an interactive
large screen controlled remotely.

When the device was connected to an ordinary TV, the TV
could receive and send photos, videos, sounds, and text
messages from mobile phones and computers. The technology
behind this was based on the mobile phone network for
communication. Therewas a subscriber identity module (SIM)
card in the device, requiring the device to be placed within
global system for mobile communications (GSM) coverage. It
was also possible to send email through the device.

http://www.medicine20.com/2013/2/e12/
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The device was considered easy to install in the home. It was
plugged into the TV and to the power connector. When a
message has been received, the device flashed like an answering
machine. The message could be opened with one press on the
main button of the remote control. The user of the device could
answer the message by writing a text or by sending a voice
message. The device could be used for communication between
friends and relatives, but also for caregiving purposes, for
example to inform the senior which nurse from socia care
service was scheduled to come, the task to be performed, or
medication to be taken.

This prototype, not widely commercialized yet, has been
iteratively devel oped over thelast three years. The studied (and
latest) version consisted of three different user modes addressing
different user groups. User mode 1 aimed to address the basic
needs of the elderly without technology experience living at
nursing homes. User mode 2 was targeted to amore active user
group that still lived on their own, but with nursing or home
help support. Some of the most advanced functionalities had
been closed to make the device easy to use for people without
technology experience. Theaim with user mode 3 wasto provide
full possibilities for mobile communication (text messages,
email, sending pictures, etc) for acognitively active senior living
on their own, with or without support from the municipality.
These target groups were handled in different studies.

The participants were not randomly selected from the intended
user population. Instead, the recruitment process of the
participants of this study was handled by the senior center,
following the stated requirements: the seniors should be capable
of using the functionalities of a computer or a mobile phone,
but for different reasons not wanting to communicate through
these devices. Some technological skills and experiences were
required as this participant group was selected to provide the
development company with as much input as possible to the
design phase of new services. A total of 8 seniors volunteered
and fitted the description of user mode 3. They were between
65 and 80 years of age and lived alone in their own homes. The
seniorswere not acquainted, but they lived in the neighborhood
of the senior center and had visited the center previously, where
the advertisement for this project was posted. They all
volunteered to test the services and they consented to participate
in the study.
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Figure 1. The communication device, a prototype called ippi, connected to the TV-set.

The Study

Setup

The participants were recruited by the senior center where an
information booklet about the project and one device had been
placed. Interested seniors could read about the project and try
out the device before deciding to participate. Before the
participants were given a device to bring home, they were
offered introductory information and an education meeting
aiming to create comfort and curiosity of the device and its
services. Each participant was given a device, installed it at
home, and started to use it with full accessto all functionality.
There was aso one device at the senior center that was used
when the group met at the center. The staff at the senior center

http://www.medicine20.com/2013/2/e12/
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also used their device for communication with the senior user
group.

Most of the seniorsinstalled the device at home by themselves.
The ones that needed help had plugs on the TV set in places
that were difficult to reach. At the beginning, support was given
by staff from the senior center. Second line support was given
by the devel opment company during the entire project.

Throughout the 1.5 year-long project, 10 eval uation workshops
were held with the seniors and the staff at the center. Two
development workshops were held with the development
company and researchers. Formative qualitative evaluations
consisted of two parts:
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1. Design workshops (n=7) to evaluate existing services and
suggest improved functionality of the device and interaction
with the services.

2. Future workshops (n=3) to get user contributions for the
design of new meaningful services.

Part 1: Design Workshops

The seven design workshops were held approximately once a
month and lasted for two hours including a coffee break.
Seniors, researchers, staff from the senior center, and
representatives from the devel oping company participated. The
design workshopswere entirely user-centered and the main goal
was to gather the seniors’ demands for improved functionality
and interaction with respect to existing services. The seniors
and the staff were very active during the workshops, where a
large focus was placed on the participants' questions and
demands regarding the device and its services.

All workshop occasions started with a discussion where the
participants had the opportunity to ask questions about the
device and its usage. Feedback was given by the developers
both by explanations and on-site education of existing services
and by iteratively shown refinements in new demos of the
services. Improvements related to ease of use were accepted by
the senior group after individual hands-on testing.

The participants a so used questionnairesto describe daily usage
of the provided services. The questions covered topics such as
how they had used the device, who/how many people they
communicated with through the device and what they had
learned since last meeting. These questionswere walked through
during the workshop and all participants answered or
commented from their perspective. During the discussions, one
researcher took notes and wrote down the participants’ answers
and other issues that evolved in the discussion. At each
workshop, data gathered in the previous workshop was
discussed. The aim was to establish a correct understanding of
the participants’ ideas and issues. At the end of the design
sessions a longer questionnaire was filled in. It gathered
information about the participant’s present usage and bridged
to the desired future usage. The questionnaire also contained
guestions about how often/when they used the device, about
attitudes towards usage (eg, if it was fun to use the servicesand
why).

The main goa with the workshops was to gather user
information in order to improve the device and itsfunctionality.
Thediscussions did not contain sensitive or personal questions,
so we are rather persuaded that the participants shared their
thoughts with the only intention to improve the product. Many
suggestions for improvements were given, and it is not likely
that biases like the “Hawthorne effect” played amajor role. On
the contrary, the focus was on improvement of a novel device
and the users were aware of that their mistakes and
misunderstandings were valuable information for the devel opers.
The frequent meetings also contributed to an atmosphere were
the participants felt comfortable when being negative towards
the technol ogy.

The approach was qualitative and analyseswereinspired by the
constructivist grounded theory method [16]. The material was
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analyzed and coded based on gathered notes and written answers
from the participants. Conceptswereinterpreted and categorized
by the researchers and handed over as summarized improvement
opportunities to the devel opers.

Part 2: Future Workshops

Overview

In the last three workshops, the main focus was to move from
improvements of existing services to the design of new
communication or socia inclusion services.

The future workshops were conducted to cover the process from
user requirementsto prioritization of suggested services by the
seniors. They consisted of five phases, performed with different
participant groups, both with seniors and with the project
management group. To visualize new services for other users
than “myself” more easily, the seniorswere instructed to create
three “personas’ [17], which they later used as representations
of other types of seniors.

Phase 1: Future Workshop at the Senior Center

Thefirst phase consisted of a brainstorming session on how to
use the device in the future using post-it notes with seniors and
the project team. The only limitation of the exercise was that
the proposed services should fall within the following aress:
cognitive activities, social activities, and/or physical activities.

Phase 2: Categorization and Detailing of Future Workshop
Material

The material from phase one was categorized and subgroups of
services were created. Where needed, details were added to
concretize the services. The categorization was performed by
the project management team and led to over 50 proposals for
various new services based on the suggestions from the seniors.

Phase 3: Feasibility Prioritization
The third phase consisted of a project in-house seminar on

project priorities among suggested services with a focus on
feasibility, with respect to content and cost.

Phase 4: Future Services Prioritization Based on Potential
Value for the Seniors

The fourth phase regarded prioritization by the seniors. Based
on the 17 services that passed phase 3, the purpose was to let
seniors choose the services that they considered most valuable
to realize.

Phase 5: Concluding Validation Wor kshop

Asthe last phase of the future workshops, both participants of
the workshop series and other senior stakeholders were invited
to prioritize amongst the 17 services left. The results of this
concluding validation workshop are described below.

Results

Part 1: Design Workshops

Usage
The device itself was tuned during the workshop period, and

the users considered it “stepwise more easy to use’, both
regarding functionality of the device and the interaction with
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the services. Regarding daily usage, the seniors reported that
they mainly used the service of receiving and replying to
invitations of events from the senior center. The staff at the
center sent out a schedule for each week and the messages
provided a direct contact with the seniors. This also helped the
center to plan and improve publicly given events.

Furthermore, the partici pants used the device for communication
with other study participants or with younger relatives. They
also played games as Memory and Sudoku, and they liked to
answer quizzes. Finaly, the seniors enjoyed performing the
weekly-distributed workout exercises.

Both the weekly workout exercises and the quizzes were services
that were introduced and tested during the project. These
serviceswere developed in an iterative way based on suggestions
from the seniors, aiming to encourage individual physical and
cognitive wellness.

To Increase Future Usage

The seniors desired multiple servicesthat they found attractive,
inorder to usethe device more often. The hardware of thedevice
was criticized by some users as being too old-fashioned. The
text input mode was too cumbersome and the navigation within
and between the services could be made more explicit. Finally,
the participants pointed out the importance of keeping intact
the already existing possibilitiesto communicate with children,
grandchildren, and friends.

Table 2. Attitudes towards using the device and its services.

Scandurra & Sjolinder

Attitudes Towards Acceptance and Usage

One of the questionnaires regarded the seniors' attitudestowards
using the device and its services (Table 2). The questions were
inspired by factors known to contribute to acceptance of an
innovation [15]. The questionnaire used a numeric scale and
the results are presented in a descriptive statistical manner. The
generated results are not generalizable as such, instead they can
be regarded as indicators of how the device was accepted and
used by these novel users.

The results regarding attitudes towards acceptance and usage
showed that the seniors thought it was quite easy to use the
device and they managed to perform the actions they wanted
to do. However, this could to some extent be explained by the
frequent sessions at the senior center were they could get
support. Nevertheless, a positive result was that the device was
used and that the seniorsfelt that it fulfilled its purpose. Finally
there were questions regarding to which extent they talked to
others about the device and their usage. The aim with these
guestions was to understand whether the seniors were proud of
having this device. The answers here were highly rated (4 of 5)
and a conclusion could be that the seniors felt they had access
to something new and useful, and that being a part of this
development process was something they wanted to tell other
people about.

Question Scale: 1=low ; 5=high Rating
Degree of fun to use the device 1=Not fun at al; 5=Very fun 33
Degree of easy/hard to use the device 1=Very easy; 5=Very hard 17
Degree of successin doing what they wanted to dowiththedevice 1=Not at all; 5=To agreat extent 4.0
Degree of telling others that they had this device 1=not at all; 5=To agreat extent 4.0
Degree of telling others why/ how they used the device 1=not at al; 5=To agreat extent 33

Part 2: Future Workshops

The requirement list of new future services resulted in
improvements of three categories of services. cognitive, social,
and physical activities. Desired future services contained news
in general but in particular local news, about events to happen,
or recaps of happenings. Therefore the participantsalso invented

Table 3. High-priority proposals from the future workshops.

a new category “information and news’, since they lacked
senior-customized global and local news services, as well as
municipality information about local events like lectures or
cultural events, suitablefor seniors. The entire future workshop
process resulted in the high-priority proposals highlighted in
Table 3.

Category Details

Cognitive activities

Social activities

Memory matrix: agame for practicing the working memory

Quizzes with stepwise clues (like in magazines)

Different multi-player games: to compare yourself with other users’ results

Cooking tips: daily or weekly menus.

Physical activities

Low impact workout: gymnastic exercises for seniors/elderly (Figure 2)

Guided walking routes: discover your neighborhood

Information and news

Senior-customized news from the municipality (or other service providers)
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Figure 2. An example of a workout instruction for seniors; push-ups. This kind of illustration of the workout exercises (using a baby instead of an

adult) was appreciated by the seniors.

Discussion

Principal Findings

To summarize the results regarding daily usage, the seniors
reported that they used the service for communication with the
participants in the group or with younger relatives. Thisisin
line with previous results showing that the use of information
technology increases socia interaction [1,2]. The seniors also
reported that they used the service for receiving information
from the senior center, and to read information about events at
the senior center. Furthermore they liked to perform a
weekly-distributed workout exercise, and they played games
such as Memory and Sudoku using the device. The service
development focused on three categories of services: cognitive
activities, socia activities, and physical activities. The material
was prioritized based on the seniors’ ideas of usefulness and
the developers feasibility studies. A cognitive activity service,
found meaningful to develop, was a game for practicing the
working memory. In the social activities category the seniors
wanted different quizzes and multi-player games. For physical
activities the seniors desired more workout exercises and
suggestions for guided walking routes. A new category
“information and news’ was suggested since they lacked
services like senior-customized global and local news.

Reflections Regar ding the Study Setup

As dready mentioned, the participants iteratively filled in
questionnaires during the project. At the concluding workshop
the participants described their overall experiences, both with
respect to the latest version of the device and with respect to
the overall impressions about the project.

Hands-on work with innovations is never easy and often
time-consuming in the start of a user-centered project, but it
pays off in the long run if the user feedback is thoroughly
handled. The group format with the senior participants was a
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good method to learn about what worked and how to improve
the intervention. In each workshop the users’ reflections were
gathered and brought into the development process. Both this
study and other research [14,18] showed the importance and
the benefits of using older people’s knowledge and experience
in the development of new products.

Developers from the company participated in all workshops
with the seniors. When working closely with researchers and
users, the developers improved their understanding of the
potential users and the real usage context. In this case the
researchers work wasto support direct communication between
users and devel opers rather than gather material to hand over
to the non-present developers. If the developers would not be
present at the workshops, much explanation time would be
consumed and a rea understanding for the users needs and
preferences could be lost.

It is imperative to let the refining and detailing work of the
services take its time in the project management group
(developers and researchers) in order to avoid
misunderstandings, based on different views of what the seniors
actually desired. It isdifficult to put one’stechnical skillsaside
to fully understand the needs and wishes of so-called
non-technical users. Feedback from the seniors was necessary
to ensure that their needs were properly understood, as well as
the need of an iterative development method to handle
suggestions of improvements and new services. During the
project, new services such as workout exercises, memory
training, and quizzes were implemented thanks to the demands
from the seniors.

The seniors' usage of the device and the services were also
practical hands-on work. They had an own device at home and
access to the device at the senior center for learning purposes,
either together with the staff or with other participants in the
group. In short, the seniors had access to both the technology
any time they wanted at home, and several channels to get
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support. We are persuaded, that having accessto the technology
at any time, the possibility to get support easily, and frequent
sessions with the developers are most important aspects in
successful technology development.

Furthermore, it is crucial to have frequent access to the
technology to be able to integrate the usage in one'slife [15,5].
Only when the technology is used in a realistic way, based on
specific needs, will useful and correct feedback be given [18].
The frequent meetings also provided the possibility to get to
know each other and created an environment where all
participantsin the quadruple helix-team could suggest changes
freely. It was evident that this team was working hard together
towards a common goal to improve the device as much as
possible.

It was also evident that a novel device cannot be perfect from
the beginning. It hasto beiteratively refined, tested by relevant
user groups, and evaluated by future users. Often technology
can be rejected based on a tiny aspect. Good communication
with future users and usage observations makes it easier to
detect these aspects and remove potential problems. A benefit
of the work in a quadruple helix-constellation like this is that
the developers get a deeper understanding of why certain
changes need to be performed to reach good usability of a
product.

Social Inclusion

Thiswork provided input to the devel opment of different social
servicesand it showed increased social contacts, especially with
grandchildren. Besides input to the design of new services, for
example providing local information and support for physical
activity, this work showed the importance of a social context
around such astudy. The seniorswere very engaged throughout
the project. The amount of input from the seniors could be
explained in terms of social inclusion; they belonged to agroup
and each member was considered important for the work. The
friendly workshop atmosphere facilitated new ideas and the
work with redesigning the services.

Between the monthly held workshops, the seniors decided to
meet on their own for doing their “homework” and to share new
knowledge. The seniors appreciated that they could learn the
technology together with other participants who were at the
same level. The user group has also been welded together
socialy and, thanks to the project, they now socialize privately
and agree on having made new friends.

The perception among the seniors was that it was exciting to
participate in a process where new technology was designed
and developed. Participation also seems to have opened up the
participants' interest in technology beyond this device and its
services. One of the participants believed that she had become
more confident to handle the DVD to the TV, a spillover effect
of daring and learning new things within this project.

The importance of active participation in the society, even
without using acomputer, has also beenidentified in the project.
A senior got a job via the device because she had an email
address through which she was contacted. Using an email
address connected to the TV, non-computer users are aso
represented in the digital world. Regarding development of
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digital cultures, thereis a possibility to decrease the amount of
“socially and technically excluded” (no access available) or
“expelled” (forced to live without Internet) groups of people,
as defined by Wyatt [19], just by providing deviceslikethe one
tested in this study.

Future Work

In this project we gained insight on anumber of positive social
aspects. Some were planned for and others not. One future
interesting design aspect to be further investigated is how social
benefits (and other benefits) can be used in the design process
in amore structured way, and how the process itself can fulfill
human needs. This will in the end also lead to even more
engaged participants managing to provide improved input to
the design process.

We have earlier been working with similar settingsin other case
studies (eg, [13]) and again, we noticed how valuable the
researchers mediation is during communication between
different stakeholders. The translation or mediating activities
create amutual understanding. Aninteresting areato be further
investigated is how the direct communication between
participants and devel opers can be taken one step further.

We would also like to study how the method for prioritization
could be refined. In thiswork we had anumber of services that
the users rated on a usefulness scale and the developers on a
feasibility scale. The results were put in a diagram with two
axes. We believe that this processmethod could be further
developed towards an efficient tool for service development
and evaluation.

Another interesting task will be to ensure creation of win-win
situations in the beginning of a quadruple helix project. It is
evident when a project like this ends, that it has increased
knowledgein the various stakeholders’ organizations. However,
being ableto actually measure project goalsrelated to the benefit
and win-win situationsisrare asthat kind of project goals often
lack in aproject plan. Stated and measurable win-win situations
and explicit benefit would probably aid when spreading this
method further.

Thework performed in this study, together with the other three
studies in this project, tried to define potential users based on
specific user requirements for this novel device [8]. It would
beinteresting to test thisdevicein another context, for example,
in stroke patients' care and rehabilitation. In rehabilitation, it
is common that elderly patients' contacts with caregivers after
some time become less frequent. Both parties suffer when they
receivetoo littleinformation and consequently proper follow-ups
are missed [20]. New channels of receiving information and
new ways to communicate will probably increase the
possibilities for elderly to be more active in their own care and
rehabilitation.

Concluding Remarks

The aim with the project was to develop services and
functionalities that meet the needs among seniors, both today
and in the future. Throughout the project new services have
been introduced with the purpose of being useful for seniorsor
elderly people living in their own homes. Based on a
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user-centered approach and an iterative development process,
the services and the functionalities were aresult of this specific
context, with thisgroup of seniors, devel opers, and researchers.
The outcome was specific for this context and hence, theresults
are not generalizable. However, use of personas and a careful
recruitment process seeking to find representatives of potential
future usersisin linewith previousresearch [10,17]. Therefore
it isfair to claim that the results can be regarded as important
indicators of a useful development approach where the aim is
to develop technology that is of instant benefit for the user
group. The local recruitment of seniors that were interested in
the device a so placed afocus on the motivational aspects. One
explanation to the participants engagement is that they were
individuals that found thistask relevant and interesting. People
aredifferent and have different needs; we believeit isimportant
to devel op technol ogy with and for peoplethat find the services
meaningful rather than trying to devel op towards specific target
groups, without their engagement in the development process.
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Abstract

Background: Public universities in Saudi Arabia today are making substantial investments in e-learning as part of their
educational system, especially in the implementation of |earning management systems (LMS). To our knowledge, thisisthefirst
study conducted in Saudi Arabiaexploring medical students' experiencewith an LMS, particularly as part of amedical informatics
course.

Objective: This study investigates students’ use of various features of the LM'S embedded in a recently implemented medical
informatics course.

Methods: A mixed methodology approach was employed. Survey questionnaires were distributed to all third year medical
informatics students at the end of the course. In addition, two focus group sessions were conducted with twelve students. A
thematic analysis of the focus group was performed.

Results: A total of 265 third year medical student surveys (167/265, 63% male and 98/265, 37% female) were completed and
analyzed. Overall, 50.6% (134/265) of the students agreed that the course was well planned and up-to-date, had clearly stated
objectives and clear evaluation methods, appropriate course assignment, and that the LM S offered easy navigation. Most of the
students rated the course as good/fair overal. In general, females were 10.4% more likely to prefer the LMS, as revealed by
higher odd ratios (odds ratio [OR] 1.104, 95% CI 0.86-1.42) compared to males. Survey results showed that students’ useof LM S
toolsincreased after taking the course compared to before taking the course. The full model containing al itemswere statistically
significant (x225=69.52, P<.001, n=243), indicating that the model was able to distinguish between students who had positive
attitudes towards LM S and those who did not. The focus group, however, revealed that the students used social networking for
general use rather than learning purposes, but they were using other Internet resources and mobile devices for learning. Male
students showed a higher preference for using technology in general to enhance learning activities. Overall, medical student
attitudestowardsthe LM Swere generally positive. Students also wanted areminder and notification tool to help them stay updated
with course events. Interestingly, a subset of students had been running a parallel LMS of their own that has features worth
exploring and could be integrated with an official LM S in the future.

Conclusions: To our knowledge, thiswas thefirst time that an LM S was used in amedical informatics course. Students showed
interest in adapting various LMS tools to enhance their learning and gained more knowledge through familiarity with the tool.

http://www.medicine20.com/2013/2/e13/ Med 2.0 2013 | val. 2 | iss. 2 |e13 | p.120
(page number not for citation purposes)


mailto:nzakaria@ksu.edu.sa
http://www.w3.org/Style/XSL
http://www.renderx.com/

MEDICINE 2.0

Zakariaet a

Researching an official LMS also revealed the existence of a parallel student-created LMS. This could allow teacher-led and
student-led platforms to be integrated in the future for an enhanced student-centered experience.

(Med 2.0 2013;2(2):€13) doi:10.2196/med20.2735

KEYWORDS

medical education; medical informatics; learning management systems (LMYS)

Introduction

Around the world, medical schools are embracing e-learning
technology in their curriculum. In 2011, the forum “A 2020
Vision of Faculty Development across the Medical Education
Continuum” addressed how medical schools should preparefor
the changing role of medical education [1], and concluded that
a key focus should be the digital environment. This was based
on factors such asthe explosion of new information, digitization
of both medical knowledge and paper-based records, students
who are digital learners, and the emergence and proliferation
of instructional technologies[1].

The study of e-learning focuses on the use of computer and
communication technology to deliver teaching and foster
learning [2]. A learning management system (LMYS) is a type
of software that allows educators to provide course materials
and monitor, manage, and interact with students. An LMS can
increase the effectiveness and efficiency of teaching in medical
schools[1,3] through ease of access, better utilization of content,
increased retention rate [3], cost-effectiveness [2], and learner
satisfaction. In this study, it is not our intention to compare
traditional and online learning approaches; rather, we want to
emphasize thefact that the LM Sis complementary to traditional
face-to-face learning and is best used in a blended approach.

Inthe Kingdom of Saudi Arabia, public universitiesare making
substantial investmentsin e-learning as part of their educational
system. King Saud University (KSU) introduced the Deanship
of e-learning and Distance Learning in 2010 [4,5]. All courses
became available through the LMS via Blackboard (a
commercia LMS system) in the same year. Subsequently, the
College of Medicine established the medical informatics and
e-learning Unit (MIELU) [6] to introduce and promote the use
of e-learning among medical educators and students. Training
was conducted in stages, but therewas still alack of enthusiasm
among educators for full-fledged embedding of the LMS in
their courses. Although most courses do now use LM Sto upload
lecture notes, post announcements, and deliver test grades, most
do not take advantage of the other interactive tools offered by
LMS, such as conferencing facilities, chat rooms, discussion
boards, and evaluation tools for tests and surveys[6].

As such, our unit, MIELU, undertook an initiative to revamp
the Introduction to Medical Informatics course, a third year
compulsory course, in order to incorporate and exploit the full
range of tools offered by the LMS. The revised course applies
“blended learning”, meaning that it combines both face-to-face
and online learning [2]. We injected other LMS tools such as
online discussions and online quizzes to maximize thelearning
experience for students.

http://www.medicine20.com/2013/2/e13/

Despite the supportive environment, instructors found that
integrating an e-learning approach continued to pose various
challenges, despite medical students being assumed to be“digital
natives’. Thus, the other important aspect of our study was to
explore the extent to which Saudi students use digital
technologiesin their daily lives.

Prensky coined the term “digital native” to refer to people who
were born into the digital era and have been exposed to
computing technologies since childhood [7]. The digital native
works with and around technology almost constantly; this
generation may therefore be far more adaptable to e-learning
technol ogiesthan the“ digital immigrant,” which describes most
current instructors’ generation.

A study by Jhaveri et al showed that medical students who are
digital natives explore different search engines when doing
coursework, use various social media to stay current with
medical knowledge, and participate in blogging to promote
medical discussions [3]. There is also a support from recent
study among dental students that indicate they are using
smartphone and tabletsto learn [8]. Thereisan assumption that
all students are of this new generation of learners and so, as
they enter higher education, universities are employing online
learning technologies to meet the presumed needs and
expectations of these“digital natives’ and enhancetheir learning
experience [1].

Although in general there has been a shift towards e-learning
within this“ digital native” generation, Prensky further matured
his concept to “digital wisdom” [9], described as the ahility to
use digital technology to complement existing abilities and
decision-making. Today’s health care learners embrace online
learning due to convenience and usability factors [10]. Digital
wisdom de-emphasizes age and impliesthat it isaskill that can
be learned by anyone. Thisis a better match to our experience
in the medical informatics course, wherein students seemed to
demonstrate their mastery in informatics when they have
completed their final project in this course.

Implementing LM S tools in a medical informatics course is a
novel study in the Gulf region because only a few medical
schools here include medical informatics in their medical
curriculum. The medical education curriculum environment is
ever changing and evolves from year to year. Together with the
e-learning tools revolution, this makes the present study highly
relevant to the body of literature. The present study also clarifies
areas that should be targeted in order to further promote
embedding the LM S in the College of Medicine.

Inthis study, weinvestigated the use of an LM Samong medical
students on a medical informatics course and the issues and
challengesthey faced. To our knowledge, therewere no previous
evaluations of how well medical students are adapting to and
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using these tools. We also explore how our students use online
toolsintheir daily lifeto better understand their trandlation into
an educational environment.

Methods

Research Context: Medical | nfor matics Cour se

The introduction of medical informatics into the medical
curriculumisrelatively new inthe Gulf region. This coursewas
introduced as acompul sory coursefor medical studentsat KSU
two years ago. Itsgoalsare (1) to inform students about current
trends in medical informatics as it applies to health care, and
(2) to expand students awareness of the ways in which
information technology is used in day-to-day medical work.
Two factors made medical informaticsideal to incorporate the
LMS. The first is the nature of the medical informatics field
itself, which involves information and communication
technology; the second is that most of the instructors for this
course have astrong technical background and are experienced
with various e-learning tools.

The courseistaught through face-to-facelectures over 20 weeks.
We deliver one online lecture through Flash presentation. All
course materials, assignments, and quizzes are delivered viathe
LMS. TheLMSisaccessibleviaPC, laptop, and mobile devices
(Figure 1). It isalso available in both Arabic and English.

Interms of pedagogical approach, the course uses problem-based
and hands-on learning. Students participate in live and online
discussions, complete an article review assignment, conduct a
field study, and attend workshops. We distributed 5 discussion
guestions (scenario- and problem-based) and students conducted
small group discussions using the LMS. For one of these, the
group summarizes their discussion and posts in the common
forum area. Thisway, all groups can participate in discussions
without interrupting the small group dynamics. Using thevirtua
class space, students were able to critically discuss pertinent
topics by posting their writings, justifying their opinions, and
commenting on their classmates' ideasin a systematic manner
[11]. Article review assignments were also completed on an
individual basis. We posted 100 relevant medical informatics
papers and each student summarized and critically assessed an
article.

The LM S plagiarism checker tool was used to monitor the article
review assignment. Studentsreceived instant plagiarism results,
including links to similar texts found online. Online quizzes
were conducted, allowing students to take the quiz anywhere
within aprescribed date range and length of time. Studentsalso
had to conduct afield study project in groups. Each group visited
one department or organization that used informatics and they
conducted interviewsto gain insight into the usage of the system
and its challenges. The projects took the whole of the second
semester and at the end each group presented their work
formally to the instructors and invited panels from outside the
university for evaluation [11]. In addition, students attended
five compulsory workshops covering DxR Clinician, a
Web-based simulation software for medical education, picture
archiving and communication system (PACS), the hospital
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information system, and a mobile version of evidence based
medicine.

Survey and Statistical Analysis

We employed a mixed methodology approach, beginning with
a course-wide survey of al third year students studying at the
College of Medicine, KSU, Riyadh.

The survey was administered at the end of thefinal examination
in the medical informatics course. The instrument was a
structured questionnaire in English. We were not able to find
similar work on LM S and medical informatics courses; however,
we adapted some existing course evaluation forms. The survey
included the following sections: (1) general demographic and
academic information, (2) course rating, (3) perceptions about
the course, (4) e-learning (LMS-Blackboard) utilization, (5)
atitudes towards elearning, and (6) proficiency in
Internet/online tools. Each of the 6 sections contained 3 to 11
guestions using a 5-point Likert scale (strongly disagree to
strongly agree).

The survey data were collected and entered into a computer
using standardized entry codes. For all tests, statistical
significance was set at P<.05. Descriptive statistics were used
to generate means, standard deviations, and percentages. In
addition, t test (unpaired and paired) was employed to compare
group variables by gender. Variables were then re-categorized
into fewer groups to conduct further tests so that results could
be interpreted meaningfully. We assessed the relationships of
student attitudes towards e-learning using binary unconditional
multiple logistic regression analysis based on gender. All the
selected variables were converted into binary data
(disagree/agree).

For multiple variable analyses using logistic regression, we
constructed a dataset that contained only complete responses
(n=243) for all relevant variables, discarding any surveys that
had missing values for any of the variables involved in the
regression anaysis. This strategy was adopted to maintain
comparability between models so that they could be devel oped
from the same denominator. All analyseswere conducted using
SPSS version 21 (SPSS Inc, Chicago, IL). Logistic regression
models were presented in graphica form using
OpenMeta[analyst] version 4.24.13.

Focus Group

To complement the survey, in-depth focus group sessions were
conducted. Arrangements were made with student leaders to
recruit 10 to 16 students in two separate sessions. The purpose
of these was to investigate how students used the LMS in
medical informatics; the open format allowing participants to
debate the pros and cons. Focus groups also alowed us to
observe the interaction among group members [12,13].
Participants were encouraged to communicate freely with each
other, exchanging their experiences and commenting on each
other’sstories[12,13]. Kitzinger stated that the number of focus
groups can vary from 6 to 50 for a research study; however,
some studies conduct only afew focus groups [12,13].

In preparation, we created a topic guide for the focus group
moderator. Thefirst author, NZ, served as moderator. Thetopics
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for discussion included issues and challenges of using the LM S,
and how students overcame any struggles. We used a digital
recorder to capture the focus group sessions.

Thefocus group session began by asking participantsto fill out
aform containing three questions asking them whether LMS
can help achieve their educational goals, what the important
skillsrequired to use LM S are, and what challenges they faced
when using the LMS. The moderator then gave a briefing on

Zakariaet al

what was expected from the respondents during the focus group
discussions. Next, the students discussed various interactive
LM Sfeatures such asthe group discussion board, online quizzes,
plagiarism checker, and grade center. Students were encouraged
to discussthe challenges encountered with each component and
what steps they took to overcome the challenges. Thematic
analysis was employed to elicit important themes that would
represent the issues and challenges faced by medical students
when using LMS.

Figure 1. Top panels: A snapshot of LMS page for Medical Informatics course via laptop. Bottom panels: A snapshot of LMS page for Medical

Informatics course via mobile device.
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Results

Statistical Results

For this study, there were 265 third-year medical students who
participated (167/265, 63.0% male and 98/265, 37.0% female).
The mean age of al studentswas 20.3 years (SD 3.7), although
mean female age (mean 21.2, SD 0.66) was significantly higher
than mean male age (mean 20, SD 4.32) (Table 1). The average
score achieved in the medical informaticsfinal examination and
overall cumulative GPA were 15.58 (SD 2.25) and 4.37 (SD
0.43) respectively for both genders combined (Table 1). On the
other hand, female students had statistically significant higher
scores in the medical informatics course (P<.001) as well as
overall cumulative grade point average (Table 2). The student
ratings indicate that about, 84.9% (225/265) found the overall
courseis“fair” and above. When asked about the course content,
83.8% (222/265) students agreed the content is“fair” and above
(Figure 2). For the overall medical informatics course, only
14.0% (37/265) students said the course was “ poor” (Figure 2).
Overadll, amost half of the class (50.6%, 134/265) agreed the
course was well planned and up-to-date, course expectations
wereclearly stated, clear evaluation methods were used, course
assignment were appropriate, and navigation on the LM S was
easy (Figure 3-6).

Students in the present study did not show any significant
difference with regard to gender or uses of the LM S except in
downloading content and in sending email viathe LMS. These
features, however, were not frequently used (Tables 3 and 4).
The online quiz was the LMS feature most often used by the

Table 1. Student performance in medical informatics course.
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students, as it was compulsory. It can clearly be observed that
students LMS use and its incorporation into their learning
significantly increased after introduction of the medical
informatics course into the curriculum.

In order to understand the attitudes of medical studentstowards
LMS based on gender, we performed multiple logistic
regressions. The model contained 25 independent variables
(attitudes and digital natives section). Thefull model containing
all items were statistically significant (x,s=69.52, P<.001,
n=243), indicating that the model was able to distinguish
between students who had positive attitudes towards LM S and
those who did not and correctly classified 83.7% of cases. The
model is presented in Figure 7, and shows that, out of 25 items,
13 were more positively received (rated as highly agreeable)
by female students as compared to male students.

The highest agreement among female students was on “using
elearning”. Analysis found that e-learning (specificaly
LM S-Blackboard) was 6.27 times (odds ratio [OR] 6.27, 95%
Cl 1.75-22.40) more likely to be used by female students as
compared to male students. Similarly “course content” and
“course assignments’ were generally liked by female students.
Oneinteresting finding was that femal e students primarily used
the Internet to chat with friends and family and to learn new
activities other than medical education, while male students
used the Internet primarily for learning activities. Male students
also used Blackboard more for learning as compared to female
students. Male students' attitudes showed that they liked the
e-learning (LMS) aspects of the course and reported LMS as
beneficial (Figure 7).

Item Mean (SD) P value
Age 20.32(3.73) 012
Cumulative GPA 4.37 (0.43) <.001
Final score in medical informatics course 15.58 (2.25) <.001

Table 2. Student performance in medical informatics course by gender.

Item Male, mean (SD) Female, mean (SD)
Age 20.0 (4.32) 21.2 (0.66)
Cumulative GPA 4.25(0.47) 45(0.28)

Final score in medical informatics course 15.23 (5.3) 17.24 (1.63)

http://www.medicine20.com/2013/2/e13/

Med 2.0 2013 | vol. 2 |iss. 2 [e13 | p.124
(page number not for citation purposes)


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

MEDICINE 2.0 Zakariaet a

Table 3. Student use of LM S features after the medical informatics course.

Item Mean (SD) P value
Discussion board to ask questions 3.32 (1.37) 991
Discussion board to get answers 3.16(1.4) .653
Safe assign to check work 3.55(1.21) 291
Online quizzes 4.13(0.91) 533
Read announcements 3.39 (1.32) .202
Upload content (HW, Project, Papers) 3.89(1.19) 231
Download content (HW, Project, Papers) 3.72(1.19) .029
Play Flash presentation 2.35(1.41) .262
Send emails via Blackboard 1.77 (1.30) .042
Receive emails via Blackboard 1.71(1.3) 116
Overall 3.1(1.25) 340

Table 4. Student (by gender) use of LM S features after the medical informatics course.

Item Male, mean (SD) Female, mean (SD)
Discussion board to ask questions 3.33(1.45) 3.34(1.34)
Discussion board to get answers 3.12(15) 3.2(1.39)
Safe assign to check work 3.67 (1.27) 35(1.2)
Online quizzes 4.1(0.92) 4.16 (0.92)
Read announcements 3.55(1.3) 3.33(1.32)
Upload content (HW, Project, Papers) 4.01(1.16) 3.83(1.13)
Download content (HW, Project, Papers) 3.95(1.12) 3.61 (1.22)
Play Flash presentation 224 (1.49) 245 (1.14)
Send emails via Blackboard 1,57 (1.18) 1.91 (1.36)
Receive emails via Blackboard 157 (1.18) 1.91 (1.36)
Overall 3.11 (1.25) 312 (1.23)

Figure 2. Students' perception about the course.

B pPgor Mfgir SGood ®Excellent

50
" wa 40.4
389 385 '
Ed
§
The whaole course was ... Course content was ... Course organization was ... Owverall
http://www.medicine20.com/2013/2/e13/ Med 2.0 2013 | val. 2 |iss. 2 |e13 | p.125

(page number not for citation purposes)
XSL-FO

RenderX


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

MEDICINE 2.0

Figure 3. Course planning and uptodate, pertinent & comprehensiveness of content.
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Figure 6. Overall perception about the course.
H Strongly disagree B Disagree

35 1

30 7

25 1

Percent (%)

20 1

15 1

10 7

Overall

Zakariaet a

Normal H Agree B Strongly agree

Figure 7. Relationships between student attitudes towards LM S and their Internet proficiency (Logistic Regression model [OR 95% CI, N=243 full

case data only] modeling odds for female vs male).
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Focus Group Results

From the focus group, we found that most of the medical
students reported that they used multiple resourcesto help with
their learning. Referring to recommended textbookswas a core
resource, but they also reported using search engines such as
Googleto familiarize themsel ves with the course content. When
asked about the interactive tools on the LMS, the participants
said it allowed them to learn new computer skills and writing
skills. For computer skills, even though they reported being
used to computers, they discovered new and useful toolsin the
LMS. They learned on their own and sought help from peersto
resolve any technical issues.

In terms of writing skills, they felt that through the online
discussion group they were able to write on specific topics and
givecommentsto their peers. Studentsdid report sometechnical
issues when using the discussion tool, such as difficulties in
creating new threads for new discussions, visibility of group
members, and formatting of text in the discussion group posts.
Again, they found technical solutionsthrough their classmates.
Onemethod of getting help from their classmateswasto forward

http://www.medicine20.com/2013/2/e13/
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screenshots of the LMS site problem to their classmates via
email.

The students found the online quiz feature helped them to
appreciate the LMSin their studies. They felt that the freedom
to take the quiz anywhere and at any time within a particular
window made it less stressful and they felt less panicked about
taking quizzes. They liked the fact that there were no
disturbances (eg, no proctors reminding them about the time),
and reported that this helped them to complete their quizzes
with ease. They aso liked the fact that they were able to get
their results immediately after the quiz. However, even though
most of them preferred online quizzes to paper-based quizzes,
they also said that when they encountered technical difficulties
while taking the online quiz, they felt panicked. Another feature
they liked was the PowerPoint with audio (using Flash) whereby
they could view the dlides multiple times and at their
convenience to review the lecture content.

In general students said that after some time using the LMS,
they were able to cope with this new online environment. They
emphasized the importance of getting training on the system
early in the semester and of the course coordinator clarifying
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the expectations regarding online assignments. They expressed
the hope that all coursesin the College will eventualy use the
LMS so that they can continue to adapt it into their daily
academic lives. Some of them mentioned that they prefer
lecturer-student communication to be done within the LMS
email system so that they can better organize their learning in
a single place, while others prefer using their regular email
system. The one feature that they wanted was a notification
service that would inform them about updates and
announcements on the LMS.

Interestingly, it emerged through the focus group that some
students had been running a parallel LMS of their own. The
student representative would approach staff for the latest or
supplementary files to upload onto an independent
non-commercial server that was accessed by asubset of students
to support their learning.

Discussion

Principal Findings

The overall attitude towards the LMS was positive among
medical studentsinthisinstitution. A significant oddsratio was
found among the female students in regard to their preference
for using the LMS. Interestingly, male students also showed
high agreement in that they reported using LMS for their
learning. Students were clearly using more LMS interactive
tools (eg, taking online quizzes, uploading assignments,
participating in discussion boards, and reading announcements)
by the end of the course than before they took this course. These
positive findings agree with other studies that found that an
LMS was useful when introduced in medical education
[8,14,15].

Significantly, medical studentsin Saudi Arabia were found to
use mobile phones as much they were using PCs. This is
consistent with previous study results, which showed that this
population have accessto mobile phones and find them effective
for learning [15]. It also relates to the study of dental students
who showed to be engaged with e-learning software using
sophisticated high-end devices such as smartphones and tablets
[8]. However, the present study found that students were using
neither the LM Snor social networking for learning despite using
the Internet, PCs, and mobile phones for this purpose. Even
though these students gained digital wisdom through their use
of LMS tools, we found that they take time to adapt new
technologies to learning. Based on the focus group analysis,
students are not as engaged in the LM S because not all courses
in their medical curriculum are using the system. They would
like to see al courses embedded in LMS and officid
communications made more readily available. Some of the
students liked the idea of using email within LMS rather than
their personal email. They aso wanted a reminder and
notification service that would update them with any news
announcements, assignments and deadlines.

It is possible that the positive attitude of medical students in
embracing LM Swas dueto thefact that the course content itself
included various technologies that will help them in their
medical careers. For example, €l ectronic health records, clinical

http://www.medicine20.com/2013/2/e13/

Zakariaet a

decision support systems, and computerized physician order
entry, al of which are technologies that have been shown to
increase efficiencies in health care. In addition, during the
learning process, the instructors in this course (authors AJ and
NZ) applied various technologies such as Flash video and
e-voting to capture students’ attention to the subject matter.

The discovery of aparalléel student-run LMS is not surprising,
given the abilities of our digitally wiser students. Described as
“Edupunk”, using free technol ogy to address specific needs has
previously been incorporated into large university environments
[16]. In addition, prior studies also indicate that students prefer
to have online repositories for efficient access to learning
resources [10]. This is an exciting opportunity for further
research work to explore by us. Exploring which features
students are duplicated as well as identifying additional LMS
features will give more insight into their utility and student
preferences. The teacher-led and student-led LM Ss could also
be integrated in the future in order to better serve al students.
This would also enable the more digitally wise students to
contribute to the delivery of the course and expand their skills,
thus providing a more student-centered approach and
maximizing learning across students of varying ability.

Graz University in Austriapropose acombined Student Centered
e-Learning (Scel ) approach where students explore e-learning
tools by themselves in a supportive enviroment [17]. Through
this, students have been shown to gain “personal values’ such
as flexibility, self-confidence, and social skills. They present a
case study of a computer science course to highlight how both
students and teachers gain from Scel. The researchers
emphasize “personalization” and “ creativity” as the important
ingredientsfor the LM S. Personalization focuses on user needs
while creativity allows educators to explore new pedagogical
approaches [16].

Limitations

First, the study was conducted in only one medical college,
thoughitisawell-reputed medical collegeinthe middle-eastern
region and includes students from all of Saudi Arabia as well
as regiona students. This could be considered a limitation.
Second, due to the lack of related studies and standardized
surveys on this topic, we had to design our own questionnaire.
Since thisisthefirst time the questionnaire has been used, that
could also be considered a limitation. The questionnaire could
be expanded to yield a more precise evaluation of student
attitudes, perception, and feedback regarding e-learning and
LMS.

Another aspect that we did not explore in this research is the
extent to which students have been previously exposed to
technology [18]. We did not measure what other devices they
may be familiar with and how this impacts LMS usage.
Holzinger et al [18] describe how elderly users are ableto accept
new technology when they can relate to it through metaphors
and to technology they have previously been exposed to.

Conclusions

The present study's findings indicate that most of the students
found the medical informatics course to be organized and has
good content. Female students preferred this course more
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strongly than male students. Overall, we found students were  expect students will expand their use of the LMS when all
successful in adapting various learning technologies and medical courses are fully integrated in LMS. We intend to
continuously experimenting to make better utilization of the further investigate the student-led LM Sin order to optimizethe
LMSfor their learning. Thisincludes some studentsusing their  tools we offer our students and involve them in their delivery
own online tools to maintain a parallel LMS. In future, we for an enhanced student-centered experience.
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