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Abstract

Scholars are increasingly citing electronic “web references’ which are not preserved in libraries or full text archives. WebCiteis
a new standard for citing web references. To “webcite” a document involves archiving the cited Web page through
www.webcitation.org and citing the WebCite permalink instead of (or in addition to) the unstable live Web page. This journal
has amended its“instructionsfor authors’ accordingly, asking authorsto archive cited Web pages before submitting a manuscript.
Almost 200 other journals are already using the system. We discuss the rationale for WebCite, its technology, and how scholars,
editors, and publishers can benefit from the service. Citing scholars initiate an archiving process of all cited Web references,
ideally before they submit a manuscript. Authors of online documents and websites which are expected to be cited by others can
ensurethat their work is permanently available by creating an archived copy using WebCite and providing the citation information
including the WebCite link on their Web document(s). Editors should ask their authorsto cache all cited Web addresses (Uniform
Resource Locators, or URLS) “prospectively” before submitting their manuscriptsto their journal. Editors and publishers should
also instruct their copyeditors to cache cited Web material if the author has not done so already. Finally, WebCite can process
publisher submitted “citing articles’ (submitted for example aseXtensible Markup Language [ XML] documents) to automatically
archiveall cited Web pages shortly before or on publication. Finally, WebCite can act asafocussed crawler, caching retrospectively
references of already published articles. Copyright issues are addressed by honouring respective Internet standards (robot exclusion
files, no-cache and no-archive tags). Long-term preservation is ensured by agreements with libraries and digital preservation
organizations. The resulting WebCite Index may also have applications for research assessment exercises, being able to measure
the impact of Web services and published Web documents through access and Web citation metrics.

(J Med Internet Res 2005;7(5):e60) doi:10.2196/jmir.7.5.e60
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replicable and falsifiable, and readers should have accessto the

Going, Going, Gone: Lost Internet
References as a Growing Problem

Authorsof scholarly publicationsincreasingly cite (non-journal)
Web pages and other Web-accessible documentsintheir articles.
These cited materials may include for example descriptions of
organizations on websites, “grey” research reports which have
been published as Web page or Portable Document Format
(PDF) filesonthe Web, online questionnaires, or even datafiles
accessible for example through national statistics websites. As
a genera rule, published research should be transparent,

http://www.jmir.org/2005/5/e60/

cited materials, ideally seeing exactly the version authors saw
when they cited the material. Yet, cited Web documents are at
risk to be changed or even to disappear overnight, being
unavailable for future generations of scholars. The unstable
nature of Web referencesisincreasingly recognized asaproblem
within the scientific community, and has been the subject of
recent research and science policy discussions[1-8]. It also has
beenreferredto asanissue“calling for animmediate response”
by publishersand authors[7]. While services such asthe I nternet
Archive or Google offer archiving (caching) of Internet
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documents, thisis done randomly, does not focus on academic
references, and cannot be initiated by authors, editors, or
publishers wanting to cache a specific Web reference.

Injournalslike IMIR, where authors refer to Web services and
online information perhaps more often than in other journals,
the problem of “link rot” (“broken” links) in the referencesis
particularly pertinent.

The Solution: Archiving Cited References
With WebCite

To prevent “link rot” in scholarly references, IMIR is now
among the first journals to adopt a new technology called
WebCite (http://www.webcitation.org), which is designed to
permanently archive and retrieve cited Internet references. This
tool can be used by authors, readers, editors and publishers. It
is free of charge for individual scholars (authors and readers),
with participating publishers ultimately carrying the operating
coststhrough amembership fee, similar to the CrossRef model,
which is a not-for-profit consortium of publishers working on
crosslinking between “traditional” journal references which
carry aDigital Object Identifier (DOI). The WebCite consortium
complements the CrossRef system as it caters to
“non-traditional” cited material which does not carry a DOI,
and which is therefore typically not permanently preserved in
libraries or systems like the LOCKSS (Lots of Copies Keep
Stuff Save) project at Stanford University [9].

The following briefly outlines how different groups of
stakeholders such as scholars, editors and publishers can use
WebCite. IMIR has amended its “Instructions for Authors’
accordingly, asking itsauthorsto archive (“cache”) cited URLs
preferably before submitting a manuscript [10]. This ensures
that peer-reviewers and readers have permanent access to the
same version of the cited URL asthe author. Thus, thefollowing
section entitled “Using WebCite as a * Citing Author’” is most
pertinent for IMIR authors. If IMIR authors fail to cache cited
URLSs, archiving will be done later in the article production
process, as described below under “Using WebCite asan Editor
or Publisher”. However, in these cases the captured version of
the cited page may differ from the version the author intended
to cite if it has changed between the original access date and
the article's processing date, thus authors are urged to
prospectively cache cited Web material as early as possible, for
example when they create a record in their bibliographic
reference management software such as Reference Manager.

Using WebCite as a Citing Author

On the first level, the caching process can be initiated by the
author of a manuscript wishing to cite a Web page (authors
should note that it is usually not necessary to cache electronic
journal articles if they have a DOI, as it can be assumed that
these are permanently preserved in libraries. However, free
articles from e-journals which appear not to be available in
libraries, those without an | SSN and/or aDOI should be archived
in case they vanish).

To initiate the process, the author goes to webcitation.org and
submitsthe cited URL for archiving beforeciting it. This process
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iscalled to “WebCite®” a Web page or website. The WebCite
tool takes a snapshot of the cited Web page and returns a
“permalink” (permanent link), which the author should citein
the references section instead of (or in addition to) the unstable
livelink.

Alternatively, authors may also use a WebCite bookmarklet. A
bookmarklet is a small JavaScript program that can be stored
asaURL within abookmark in most popular web browsers, or
within hyperlinks on a Web page. The WebCite bookmarklet
can be downloaded from the WebCite server and saved to the
bookmarks (“favourites’) folder of any Web browser, so that
the author can take a snapshot by selecting the bookmarklet
whenever he encounters aWeb page he might later want to cite.

Other third-party vendors may develop further tools such as
browser plug-ins or add-onsto reference management software.

Authors may aso cache multiple URLs by initiating a
“combing” of amanuscript for URLs(currently thisonly works
for HTML manuscripts). A request to comb the outbound links
from a given HTML manuscript leads the WebCite server to
present a checklist of outbound links from a manuscript to the
user, who can then choose to archive the content of any of the
outgoing links. This method is intended to be used during the
prepublishing phase of manuscript preparation, in order to
capture the content of cited Web pages which the author may
have not archived with WebCite during their primary Internet
search and writing up of the article. Thismethod is deficient in
that the captured version of the cited page may differ from the
version the author intended to cite if it has changed between
the origina access date and the article's processing date.
However, in cases where the original author did not include
WebCite backed links for their references, this is nonetheless
a better approach than simply not caching references at all.

Using WebCite as a Cited (Web)Author

Authors of online documents and websites which are expected
to be cited by others can ensure that their work is permanently
available by creating an archived copy using WebCite and
providing the citation information including the WebCite link
on the Web document(s). They may also put the WebCite
bookmarklet as alink on the page(s) they expect to be cited. In
the future, cited authors will also be able to retrieve WebCite
statistics as an impact measure from webcitation.org.

Using WebCite as a Reader

Once the page(s) in question have been cached by WebCite,
they can be accessed by users and publishers through the
webcitation.org server, usualy —if implemented by the publisher
- just by clicking on a WebCite link next to the reference in
question (see references [9] and [10] of this article for
examples).

Depending on the information a user has at hand, items cached
by WebCite can be queried based on one of three methods: By
explicit WebCite 1D, by URL and citing article (DQOI), or by
URL and date.

Retrieval of a cached document by explicit WebCite ID
(snapshot I1D) isthe preferred way to retrieve aspecific snapshot.
Every item added to the WebCite database (including Web
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pages, PDFfiles, and included images or stylesheets) isassigned
aunigue numeric ID. These IDs are unique, unambiguous and
idempotent, and thus represent theideal way of querying agiven
resource cached by WebCite. However, the use of this method
requires knowing the ID for a given resource, and so it can not
be used without premeditation. Upon completion of an archiving
request, WebCite sends an email to the user who requested the
archiving operation (or, in the case of an FTP uploaded file, to
the prearranged technical contact for the DOI prefix of the citing
article) containing the WebCite link with the unique ID.

Also possible is retrieval by URL and date. When queried in
this manner, WebCite finds all cached versions of the given
URL, and sorts them by proximity to the given date. Although
thisallowsfor acertain “fudge factor” with timestamps, it also
means that these types of queries areinherently ambiguous, and
are not guaranteed to be idempotent across queries. As such,
these queries are intended to be used when the user has no
information in hand other than the URL to query, and possibly
the approximate date of the snapshot they would like to see.

The last option, by URL and citing article (identified through
its DQI), isthe preferred way many publishers may implement
a WebCite link. This method allows for publishers which use
WebCite as part of their (pre-)publishing workflow to easily
create WebCite queriesfor their cached referenceswith minimal
coordination with WebCite before publishing. Publishers submit
the citing articles (as XML) shortly before, on or after
publication to WebCite, which automatically cachescited URLSs.
These queries are unambiguous, but are not necessarily
guaranteed to be idempotent (the content of the URL may be
recached by multiple submissions of agiven pagefor combing).

Using WebCite as an Editor or Publisher

Journal editorsand publishers can use WebCite at three different
stages: At the (pre-)submission stage, the copyediting stage,
and the publication stage. Ideally, an editor or publisher works
with WebCite at all three stages.

On the first level, editors should ask their authors to cache all
cited URLs" prospectively” before submitting their manuscripts
tothejournal, by adding arespective noteto their “Instructions
for authors” (seethisjournal [10] for an example).

Onthe second level, editors and publishers should instruct their
copyeditors or “technical” editors (who are in charge of
preparing the accepted document for publication) to cache cited
Web material if the author has not done so already.

On the third level (aprocessthat is currently tested with IMIR
and BioMed Central as early adopters), publishers can submit
the raw citing article to WebCite for processing. Ideally, this
submission is done viafile transfer protocol (FTP), and uses a
well defined (preferably XML based) schema for article data.
The exact dialect used for this purpose should be agreed on
ahead of time by the publisher and WebCite. Currently, WebCite
supports (X)HTML documents, NLM Journal Publishing DTD
documents, and BioMed Central Article DTD documents.
Adding new document types to this list is a straightforward
process, and can be undertaken on apublisher by publisher basis
by providing WebCite with a document DTD and sample
document for testing.

http://www.jmir.org/2005/5/e60/
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While the first two levels are currently free of charge for
publishers, the third level requires that the publisher becomes
amember of the WebCite consortium.

A fourth option on how a publisher can use WebCite is
retrospective archiving. WebCite also works as a focused
crawler, and can — in collaboration with publishers -
automatically comb citing articles “retrospectively” for cited
URLs. The focused crawler can also be pointed to domains
hosting academic journals, which have previously not asked
authors to “WebCite” references before submission.
Retrospective archiving has the obvious limitation that by the
time references are being “WebCite archived” they may have
disappeared aready.

In a pilot test of the WebCite focussed crawler, WebCite
analyzed 280752 references from 8381 articles published in all
BioMed Central journals from August 1997 to April 5, 2005.
6627 (2.4%) of thesereferenceswere“pure” URL citations (i.e.
not aURL of ajournal article etc.), of which 4919 were unique.
1571 cited an entire domain (i.e. a website as opposed to a
specific webpage). 2938 cited a HTML page, 222 a PDF file,
and 15 txt/doc files. Obeying a variety of robot-exclusion
standards and “ no-archive’ /" no-cache” metatags or copyright
restrictions, WebCite succeeded to archive 3198/4919 (65%)
Web pages. 500 were not cached due to robot exclusions, but
only 8 had a no-archive and 7 had no-cache restrictions. The
remaining Web pages could not be cached because they were
already inaccessible or had disappeared.

Due to the limitations of retrospective caching, prospective
archiving of cited references by authorsor publishersat thetime
the manuscript is written or published is the preferred way to
solve the problem of unstable and dynamically changing Web
citations. Since its official launch in October 2005, almost 200
journals are already using WebCite on aroutine basis.

Copyright and Long-Term Preservation
Issues

Two of the most frequently asked questions about WebCite
concern copyright issues and long-term preservation issues.

First, how does WebCite deal with copyright? Caching and
archiving Web pages is widely done (e.g. by Google, Internet
Archive etc.), and is not considered a copyright infringement,
as long as the copyright owner has the ability to remove the
archived material and to opt out. In order to opt out, certain
machine readable Internet standards are in use, such as robot
exclusion standards, as well as no-cache and no-archive tags,
which are all honoured by WebCite. Thus, Web authors of
copyrighted material who do not want their work cached or
permanently preserved can explicitly exclude it from being
archived ssmply by including these standard tags. In addition
to honouring the respective Internet standards, copyright owners
of an archived Web page also may request manual removal. In
the vast majority of jurisdictions, caching Web pages would
also considered “fair use”, in particular because 1) usually only
one Web page as part of alarger collection (awebsite) isquoted,
2) because the webcited document is usually “unpublished” in
traditional venues, hence thereis no economic impact, with the

JMed Internet Res 2005 | vol. 7 | iss. 5 |e60 | p.5
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

vast majority of cited authors actually benefiting from the
citation, 3) because the webcitation is used in the context of
research.

Despite these arguments it has to be acknowledged that
copyright legislation and jurisdiction in this area are complex
and in a state of flux, and part of afuture iteration of WebCite
may include a comprehensive licensing management system,
allowing to pay royaltiesto authors of archived material, should
they wish so.

Secondly, how can scholars and publishers who opt to use
WebCite be sure that the webcitation permalinks themselves
will never be broken, that webcitation.org will never disappear?
The answer is threefold: First, through the largest possible
degree of “openness’: All WebCite code is Open Source, and
all documentation islicensed under Creative Commonsl|icenses.
Secondly, through collaborations with libraries and consortia
interested in preservation of digital material, who may act asa
curator, custodian or trustee for the WebCite project. These
long-term preservation partners may have agreed to hold
backups of the service and to legally assume the domain name,
al intellectual property such as trademarks, and the service
itself, should for any reason the original WebCite service go
out of business. Thirdly, the WebCite consortium will eventually
be owned by (or through a membership scheme run by)

Eysenbach & Trudel

publishers, who all have avested interest in keeping the service
alive.

Beyond Archiving: The WebCite Index as
a Retrieval and Impact Evaluation Tool

Widespread adoption of the WebCite technology among
scholars, editors and publisherswill not only solve the problem
of inaccessible cited documents, but also open up further
possibilities, such as the building — in analogy to the "Science
Citation Index" (SCI) — a global “WebCite Index” which has
been proposed as early asin 1998 [11]. Such an index can be
used as atool to evaluate electronic publications and websites
which are published outside of the traditional peer-reviewed
journal publishing route. Currently, websites and electronic
documents, even if they are cited heavily, contribute little to a
researchers career or ingtitutions reputation, as they are
inadequately captured in the Science Citation Index and in
traditional research assessment exercises. Data stored in the
WebCite Index can the basisto cal culate Web impact measures
(the number of times Web documents are cited or accessed
provides quality indicators of their importance), activity
measures (indicators of research and development activity in
the subject areas) and linkage measures (indicators of intellectual
linkages between authors/organi zations and knowledge linkage
between their subject areas).
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Abstract

Background: Youth are often disenfranchised in their communities and may feel they have little voice. Since computers are
an important aspect of youth culture, they may offer solutions to increasing youth participation in communities.

Objective: This qualitative case study investigated the perceptions of 19 (predominantly female) inner-city school youth about
their use of computers and the Internet in a school-based community development project.

Methods:  Youth working with public health nurses in a school-based community development project communicated with
local community members using computer-mediated communication, surveyed peersonline, built websites, searched for information
online, and prepared project materials using computers and the Internet. Participant observation, semistructured interviews,
analysis of online messages, and online- and paper-based surveys were used to gather data about youth’s and adults’ perceptions
and use of the technologies. Constant comparison method and between-method triangulation were used in the analysis to satisfy
the existence of themes.

Results:  Not al youth were interested in working with computers. Some electronic messages from adults were perceived to
becritical, and writing to adults was intimidating for some youth. In addition, technical problemswere experienced. Despite these
barriers, most youth perceived that using computers and the I nternet reduced their anxiety concerning communication with adults,
increased their control when dealing with adults, raised their perception of their social status, increased participation within the
community, supported reflective thought, increased efficiency, and improved their access to resources.

Conclusions:  Overall, youth perceived computers and the Internet to be empowering tools, and they should be encouraged to
use such technology to support them in community initiatives.

(J Med I nternet Res 2005;7(5):€51)  doi:10.2196/jmir.7.5.651
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Youth are among the disenfranchised groups. Adults typically
view youth as the cause of community deterioration rather than
as a community asset [9,10]. Youth often fed they have little
voiceintheir communities[11,12]. Youth participation in their
communities can positively influence programs so that they are
more responsive to youth’'s needs [3] and can help support
youth's sense of self-determination from a community and
individual perspective [4,5], thereby promoting their health.
Increasing youth community participation, however, has been
problematic. Since computers are an important aspect of youth
culture, they may offer solutions to increasing and supporting
community participation.

Introduction

The use of computers and the Internet can aid communities by
supporting communication and access to information, thereby
building social capital and community capacity [1,2]. Using
computers can assist the community planning process [3],
community participation, and information sharing [4-6].
Computer-mediated communication can build community
awareness, encourage local decision making and dialogue
between groups, and support disadvantaged communities. Status
barriers can be reduced [7], and online communication with
disenfranchised groups, such as women, people of color, and
those with disabilities, can be promoted [§].
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Youth have used computer technology to support various
community projects [6-19]. Websites are seen as potential
vehicles to support community building among groups that
confront prejudice and domination [20]. Hart [21] argues that
electronic publishing has the potential to broaden the reach of
children’s voices and provide instant feedback. Cockburn [22]
supportsthat children can use information and communication
technologiesto increase their participation in public life through
better access to information, collective action, a more level
political playing field, and the ability to include their viewsin
decision making. Despite the claims of the benefitsand barriers
of computer technology, no research was found that addressed
its use in community development work with youth.

The purpose of thisqualitative case study wasto explore youth’s
use and perceptions of computers and the Internet as tools to
support them in aschool-based community devel opment project.
Objectives were to examine how youth used these tools and to
explore youth's perceptions of how the use of these tools
affected participation within  their community and
communication with community members.

Methods

Study Design

This case study was conducted in a Southwestern Ontario
inner-city school. Nurse facilitators (the school public health
nurse, 2 senior nursing students, and the author) worked with
19 well-functioning grade seven and eight studentsfor 12 weeks
on aschool-based community development project. Criteriafor
eligibility included demonstrated responsibility and the ability
to manage academically by missing a 50-minute school period
three times per week. The principal saw the community
development project as an enrichment program for youth who
could benefit from the challenge. To increase project
sustainability, it was decided to include grade seven students
who could carry on in the following school year. The principal
selected a group of 35 students in grades seven and eight in
consultation with teaching staff. Of the 35 who were selected,
23 consented to participate, and of these, 19 completed the
project. Parental consent was also obtained. Participants were
primarily female (79%, n = 15) and were evenly distributed
between grade seven (n = 13) and eight (n = 12), including 6
participants who were visible minorities and 13 who were on
the school honor roll. Many of the selected youth held other
dutiesin the school, such as office and lunch hour supervision.
A number of them came from single parent families. Initially,

Textbox 1. Letter composed by a youth participant
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the youth generally felt that they had little voice in their
community and were not trusted by adults[12].

Over 12 weeks, facilitators and youth met during school hours,
three days per week, for one and a half hours each day. Youth
identified needs and assets of their school and neighboring
community, prioritized problems, and planned and implemented
actions to improve their environment. Community assessment
activities included mapping where youth live, work, learn and
play; conducting aneighborhood wal kabout; and photographing
images to illustrate community needs and assets. The youth
participated in avisioning session, interviewed key community
members, conducted face-to-faceinterviews, and surveyed peers
online about their views. Small groups of 4 to 8 youth worked
on specific tasks with at least one adult facilitator. Large group
onswere a so held to define community boundaries, decide
on group goals, and share updates. Occasionally, a group of 7
youth met independently to refine computer and Internet skills
and work on computer-based activities to support the project.

Participants identified many health issues, such as violence,
drugs and alcohol, pollution, and smoking. They eventually
chose to work on “do-able” school improvements. They
enhanced the school’s general appearance by removing graffiti
from school wallsand beauttified the school environment through
a small greening project. They lobbied for improvements in
washrooms and prepared two proposals: to establish a
student-run school store and student council. Factors that
enabled and constrained the community development process
for youth are described elsewhere [23].

Youth accessed 6 computersin the library that were used to (1)
construct websites containing their community assessment
findings, (2) survey peers online, (3) create documents, (4)
access information and resources through the Internet, and (5)
communicate with each other, project facilitators, school staff,
and community members using a computer-mediated
communication system (FirstClass). This system, hosted by the
local university, was used because it provided a private
password-protected communication space for project
participants. Participants could write private email messages or
post messages to the group’s bulletin board, which could be
viewed by all project participants. Community members, who
weretrained and given accessto the system, could post and read
all existing notes. This provided auseful archive of al messages.
An example of oneyouth’s message enlisting help from an adult
can be found in Textbox 1.

Hello. This is a message from the XXX School Community Development project. Hopefully, you [have received] this message [that was] sent to
XXX Park. We have written this message to you in hopes that you will view our web site and give us ideas on how to improve our school with our
“Greening and Cleaning” project to beautify our school. We could use any form of help from you. Maybe some people who work there or volunteer
could visit XXX School and accompany us with some of the work. We are planning to start planting a small garden this spring. Maybe you could be
able to help us plant and plan a long-term garden. Please e-mail us back, and if you can find any time please visit our web site at

http://www.learnlink.mcmaster.ca/ POWer.
Sincerely,
XXXX
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Resear ch M ethodology

This qualitative case study used multiple methods of data
collection, including participant

observation, field notes, youth interviews (conducted
individually, in pairs, or in agroup of 3), facilitator interviews

Table 1. Data collection methods and purpose, in chronological order
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(conducted individually), online- and paper-based surveys, and
guantitative analysis of computer-mediated communication
notes. Interviews were transcribed, reviewed, and edited as
needed. Table 1 outlines the timeline, method, and purpose of
each data collection method. Ethics approval was obtained from
the University of Toronto, Research Ethics Board.

Time Data Collection Method Purpose

Week 4 Open-ended, paper-based anonymous survey To explore youth's general feelings about the use of computersin

the project

Week 9 Open-ended, online survey in the computer-mediated commu-  To explore youth's perceptions about the community development
nication system project and computers

Weeks 1-13 Participant observation and raw field notes To obtain adetailed description of all project meetings, events, and
(Reflective notes were also added to the field notes) communications with project participants

(Reflective notes provided an audit trail.)

Weeks 14,15  One-hour youth interviews (singly, in pairs, and, inone case, To explore youth's perceptions about the use of computersin the
with agroup of 3) project
(All interviews were taped, transcribed, checked, and edited
for accuracy in transcription.)

Weeks 14, 15 One-hour adult facilitator interviews To enhance the author’s interpretation, adult facilitators were inter-
(All interviews were taped, transcribed, checked, and edited ~ Viewed about their impressions of youth's perceptions of computers
for accuracy in transcription.) in the project.

End of study Quantitative analysis of notes To investigate youth's involvement with online notes and to deter-

mine who wrote and opened notes

Richards and Richards suggest “working up from the data’ and
later reflecting and exploring it to form impressions and
summaries [24] (p. 466). Qualitative coding of the interview
transcripts, field notes, and open-ended surveys was conducted
using this approach. The constant comparative method [25] was
used to support the development of themes using qualitative
analysis software (ATLAS.i, ATLASt Scientific Software
Development GmbH, Germany). Two types of triangulation
were used to build credibility of the qualitative findings [26].
One type used the constant comparison method, where themes
were identified repeatedly, thus satisfying the existence of the
theme. The second form was between-method triangulation.
Interviews, participant observation, paper-based and online
surveys as well as analysis of computer-mediated
communication notes were used to gain an in-depth
understanding of the phenomenon in question. Data can
convergeto asingle proposition or demonstrate inconsistencies
or contradictions. These differing outcomesin the analysis are
valuable to consider to “construct meaningful propositions’ or
explanations about the data [27] (p. 15). The paper presents
emergent themes, as well as inconsistencies uncovered in the
analysis.

http://www.jmir.org/2005/5/e51/

Results

The first section briefly reports on technology use by youth.
Following this, themes are presented related to youth’s
perceptions. Quotes from male youth are marked as such.

Use of Technology

Youth worked with computer technology in varying degrees:
18 (94.7%) youth developed Web pages, and 10 (52.6%) youth
conducted an online survey of their peers opinions about
community needs and assets. Of the 177 notes that were posted
in the computer-mediated communi cation system, project youth
posted 117 (66.1%) notes, whereas adults posted 60 (33.9%)
notes. On average, youth created 6 notes (range 2-11, SD 2.4)
and opened 20 notes (range 3-62, SD 15.7).

Youth’s Perceptions of Technology

Four major themes describe youth’s perceptions of computer
and Internet technology used in the project: reduced social risk
factors, increased community participation, increased
opportunity for reflection, and increased resources (Textbox 2).
Inconsistencies are also presented.
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Textbox 2. Themes and subthemes of youth's perceptions of computer and Internet technology

1. Reduced Social Risk Factors
«  Reduced anxiety
o Increased control
e Increased socia status

2. Increased Participation in Community
«  Sharing youth’s views with the world
o  Getting others' opinions

«  Getting accessto influential people

3. Increased Opportunity for Reflection
4. Increased Resources
o Increasing efficiency
o Increased access to information and materials

«  Improved record of progress

Reduced Social Risk Factors

Three subthemes explain the major theme of reduced social risk
factors. Youth felt that using computers reduced their anxiety,
increased their control, and increased their socia status.

Reduced Anxiety

Youth wrote to adults online to get information and advice. For
example, youth emailed thelocal policeliaison officer for ideas
about vandalism prevention in the school and contacted the
local botanical gardensfor advice on plants suitable for aschool
greening project. Many youth felt that writing to adults viathe
Internet significantly lessened their anxiety compared to
face-to-face or phone discussions. Youth were asked how they
felt about constructing online messages to adults. SL (male)
thought that “you wouldn't stutter or have trouble saying what
you want” This was explored further in interviews. PF
explained, “ Usually people get choked up over the [phone] line.
If you writeit, it is easier to say things.” Two girls described
their experience:

[On the computer] it wasn't like when you're in
person. You're kind of nervous with adults. [LP]

You don't want to say the wrong thing. [CB]
They get mad at you or something. [LP]

Computer-mediated communication was seen as neutral ground
between youth and adults. YB (mae) said, “If you talk
face-to-face, it scaresyou.... Onthe Internet, it's okay. You don't
know them, they don't know you. You [get] along.” Two youth
who wrote to adult facilitators further explained the safe online
environment:

On the computer you can say whatever you want. But
when you are face-to-face you are afraid to tell
[adults] what you want to do.... They might laugh at
you. Laugh in your face. Tell you to get lost.... [CC]

If you go up to any person and just start telling them
you would probably feel shy.... [CP]

http://www.jmir.org/2005/5/e51/

The computer was easier. You can say whatever you
want. [CC]

Online communication provided a safe way to initiate
discussionswith adults. CP explained how it was easier to write
to the project facilitators at first. “We have to know the person
before. We didn't know you guys and we didn't start talking to
you guys at first.” AsNT (male) explained, “[I'd rather] write
[the police officer] an emalil first...because | never met the guy.”
TS composed notes to reduce her anxiety before telephoning
an agency. She preferred email because “1 don’'t have to talk.”

Increased Control

Some youth spoke about feeling morein control communicating
with  community members using computer-mediated
communication. Asdescribed by SL (male), it “givesyou more
of a backbone.” Two youth appreciated being able to prepare
their dialogue carefully for adults.

[When talking] you sound kiddish. If you don't write
anything like... [SL (male)]

Big words. [SG]

Yeah. | was ready to pull out a thesaurus and figure
out what to say. [SL (male)]

I think, umm, it was better on the computer than
talking because... [SG]

It's like, umm. Uhuhuh mmm. When you're talking.

[SL (male)]

Yeah exactly, they can't see you [onling]. [SG]
Youth felt more prepared to talk to adults because they could
read their notesfirst. SL (male) stated, “It kind of givesyou an
idea of how they talk and how they think.” Writing on the
computer also allowed youth to better prepare their notes. As
MM noted, they could “ spell check...and make sure the grammar
isright” Having time to read other’s notes and prepare their
own gave youth a feeling of being more in control.
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Increased Social Status

Communicating via the Internet raised youth's perception of
their social status. Many youth felt that they were more
professional and were perceived as having “smartness’ (YB,
male). CB preferred communicating with adults online “ because
then people think you're smarter.” She later commented that
writing to the principal online promoted being heard: “It was
more professional.” A facilitator concurred that youth’'s image
was positively influenced through the use of technology: “I
think they would have been seen differently by the community
because they were using the technology.... [They] were seen as
a hit smarter, brighter” Youth and adults felt that youth's
credibility was aso enhanced.

[On the computer] adults know we're not just jokers

around that do whatever they want. [CP]

Yeah thisisn't just kidding. [CC]
A facilitator reflected that “1t certainly lent more credibility to
the students' perception of what they were doing and external
perceptions of what the students were doing within the school ”
MM corroborated this view: “ Sometimes they might not listen
to you, because they hear your voice or something. They will
actually read what you write.... They till know you'rejust akid
doing stuff. But they are more reading it, because you are not
actually there looking at them. They are actually going to read
it
Therefore using online communication raised youth's perception
of their socia status and professionalism, in turn, increasing
their credibility in the community.

Inconsistencies Regarding Increased Social Status

Ontwo occasions, youth interpreted online messages from adults
as negative and rude, leading to feelings of inferiority and low
social status.

You're telling us to write proper and good and stuff,
and then they come back and pretty much [call] us
stupid. [SG]

That'swhat | was thinking. [SL (male)]

Yeah, thanks for your support. We're retards! [SG]

In one incident, a school police liaison officer replied to a
youth's online question, “What would you change in the
community?’ The officer replied, “ Your first questionishuge!!
| need you to be more specific. | would change alot of things
if I had the authority to do so....” SL (male) interpreted this
communication negatively: “[1t] sounded like he was getting
rude on the thing. But it was just the way he was talking.
Sounded like he was saying...get smarter.” In another incident,
US (male) wroteto the school staff member asking, “What kind
of things do you think that this community needs?’ The school
staff member replied, “Isthisawish list?’ CP spoke about her
perception of this message:

Heis giving you these good ideas. And then after he
says, “ Is this a wish list or something?” He should
have put it down different. Not like that. When you
think of a wish list you think like, “ Oh, | want this, |
want that” Like you're being greedy.... You're not

http://www.jmir.org/2005/5/e51/

Valaitis

trying to be greedy. You are just trying to help out.
[CP]
The school staff member reflected on the incident:

You have to choose your words carefully because
words can be perceived differently. Soin general, I'm
quite careful with how | respond to email, and | read
everything over before | send it, just to make sure the
tone of it isthe way | want it to be. But | think | was
even alittle more careful with thekids.... [school staff
member]

Youth were careful writing to adults. Although communicating
online increased their sense of control, US (male) noted that,
“It's different writing to the principal because | have to use
proper grammar and stuff.... | was careful” SL also felt “kind
of nervous. [I held] back what | was going to [write]. Trying
not to offend them.” A few youth felt awkward writing to adults.
“1 was used to writing to [my peers]. It was hard to write to
someone older than | am” (BG). DC said, “l wasn't exactly
worried, but it was hard [because] | couldn't exactly think of
what to put down.” PF worried about the interpretation of her
notes: “1 don't know if they will like it, if they will understand
it...if it shows the whole concept.” Thus, writing to adults was
somewhat problematic for youth.

Although youth perceived themselves as smarter in the online
environment and felt less anxiety overall, the process of online
communication was not stressfree. To protect their anonymity,
cyber nameswere used, such as*“ Purrfection” and “ Hell okitty.”
This had the negative effect of reducing youth's credibility in
the eyes of community members. One community member was
contacted by phone when an email response was not
forthcoming; this community member considered the youth’s
email aprank. To build credibility, youth began to describe the
project in the body of their emails and referred to the project
website once it was launched. This solved the problem.

I ncreased Community Participation

Youth felt that technology helped to increase their participation
inthe community. Thisisexplained by three subthemes: sharing
youth's views with the community, getting other’s opinions,
and getting access to influential people.

Sharing Youth's Views With the Community

Youth felt strongly that they could share their thoughts about
their neighborhood through websites. Willing youth were taught
to construct a simple website containing ideas about their
neighborhood and photographs. The Web pages reported on
community problems, such as pollution, bullying, violence, and
smoking. Areas of pride, such astheir school, the local football
stadium, and recreation center, were also highlighted. Project
progresswas a so reported. Intheinterview, LP said, “We made
websites so we could show people what we have done so far in
the project.” NT (male) felt that the Internet helped youth share
their ideas: “ You can tell what we like and don't like about [our]
communities” MM felt that “more likely [youth] are going to
write out what they think on the computer. They are not just
going to come up and tell you.” Photographs augmented youth's
stories.
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Because, you have pictures and stuff so kids could
see. If there'sjust sentences and stuff it'slike... [LP)]

It's hard to imagine that in your head. [CB]

You might be thinking about something else but
they're not talking about that. It might just sound like
that. [LP]

Yes. | just think [the website] communicated it very
well. [CB]

Web pages hel ped youth extend their reach into the community.
CB explained, “People understood you better | guess.... If we
didn't have the computers we wouldn't be able to reach the
community that was the around us” Unfortunately, youth’'s
websiteswere not well publicized. They were disappointed that
only two school staff membersreported visiting the site. Despite
this, given another opportunity, all youth stated that they would
build Web pages again. “It took us a lot of time [to build
websiteq]. It'sworthit” (Y B). Youth highly valued the potential
global reach of their ideas, even if it had no impact on the
outcomes of the project itself. Onefacilitator felt thisitself was
empowering for youth:

[Working with computers] made themfeel part of the
bigger world. Whether or not they contributed to the
community...they were certainly communicating with
people out there, peopl e that they might not have ever
interviewed or connected with.... | think these kids
were empowered in the sense that they knew that their
work was displayed for the whole world to see, and
| think that was empowering alone.... [facilitator]

Getting Others Opinions

Youth gained peer input through the Internet, which helped
them identify and prioritize community needs. Studentsin grades
six to eight were asked to rate community problems and

strengths in an anonymous online survey. Youth visited the
classrooms and invited their peers to participate. LP wrote:

[Computers] helped us...figure out what we wanted
tofocuson. If we didn't have computersto do [onling]
surveys, we would probably take twice as long to
figure it out. And we could chat with people to find
out what they thought of what we have done” [LP]

Two youth debated benefits and limitations of online surveys.

[1 liked the online survey] because we got to get to
results. WWe got a chance to use the survey to see the
[opinions] of other people. [CP]

If we didn't have computers...we couldn't do as much
as we did. Because we couldn't get other people's
opinions unless they wrote us a letter or came
face-to-face and talked to us. [CC]

| think it would be better with [face-to-face]
interviews. You can get more answers. If you just give
them a choice out of 3...they might have more to say.
So on the computer, they can't write all their thoughts.
[CP]
Despite the limitations of forced choice surveys, the majority
of youth felt that computers hel ped them obtain other’s opinions
about their community. MM stated, “We learned to take

http://www.jmir.org/2005/5/e51/
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everyone into consideration no matter what they have to say.
We learned that everything anyone saysisagood idea, because
it is [their] idea” Clearly, youth valued their peer’s opinions
and successfully included them in the project using technol ogy.

Getting Accessto Influential People

Some youth indicated that computers and the I nternet provided
accesstoinfluentia people. DC wrote, “[I think computers have
helped us] because we can ask important people if they have
their own opinions on this community like [the police
officer]....” BG shared that “[computers allowed] us to get
important information from peopl e outside of the school to help
us with our project.” PF explained, “Without the computers,
we would have never gotten replies and such from the [Royal
Botanical Gardens] or people like that.” Through youth’s Web
pages, communication notes, and the online survey, youth
viewed computers and the Internet as effective means to
communicate with community members, including influential
adults, other youth, and the broader community.

I ncreased Opportunity for Reflection

As aresult of the asynchronous nature of computer-mediated
communication, writing thoughts online gave youth time to
reflect. A few youth felt that this helped clarify others' ideas.
LP explained:

We could look and then we could come on another
day and we could [write] to them about “ What did
you mean about that” [Then we could answer] “ |
think that's a good idea” or something. [LP]

MM agreed:

It's going to be the same thing as you are going to
say. But when you write it, you can think a lot more
about what you are going to write. You don't have to
worry about them being right there. You can go back
andread it.... [MM]

Facilitators observed that youth took their timeto communicate
to adults online. A facilitator shared in her interview that
“[computers] gave [youth] a chance to generate responses that
were more thoughtful.” CC noted that online polling provided
more time for reflection compared to face-to-face interviews:
“1 think the computer is easier because people get to think more.
If you'refacetoface...likeif you'rethinking along time, people
get might get bored of me” Technology provided more
opportunity to think before acting.

I ncreased Resources

Participants felt that computers increased resources. This is
explained by three subthemes: increased efficiency, increased
accessto informational and material supports, and a permanent
record of progress.

Increased Efficiency

Computers and the Internet increased youth's efficiency in
accessing resources. SL (male) felt that “ you can get information
faster and cheaper” CP explained, “The computer [online
survey] gave you faster results” MM felt that technology
provided areliable and efficient means to communicate:
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[By using computers] you know it's going to get to
them. If you just call and leave a message, you have
to worry about them calling you back. You can just
check your email to see if they emailed you back. No
waiting for them to call you back at a certain time.
[MM]

Increased efficiency was also noted in afacilitator’'s interview:

Email is quick and easy and accessible to everyone.
At least that's the perception | think most of these
students had.... [ Youth] were able to write emails as
soon as we found the sites that intrigued us or came
up with ideas, and it was a very quick way, again, to
start that dialogue.... They were able to do things
right away. [facilitator]
Youth, therefore, perceived a heightened sense of immediacy
and access to quick feedback.

Information and M aterial Resour ces

Participants felt that the Internet enhanced the group’s ability
to search for and access community agencies, information, and
material resources. Some youth searched for community
contacts, such asthe police and parks and recreation staff. They
gathered information about forming aschool council and starting
a school greening project. MM felt that “[the Internet] helped
with all our information that we needed to explore” Youth
successfully obtained material resources. LP stated, “[through
email we could] write to each other and to people [that] we
needed supplies from.” GC wrote, “1 think the computers have
helped to get donations from other people.” PF wrote, “If we
didn't have these computers, we would have never been ableto
email all those people that could help us” The project website
helped publicize their project goals, which resulted in accessto
free resources. For example, the Children's Museum staff
viewed the project website and then waived a room booking
fee for agroup function.

Permanent Record of Progress

Some youth felt that computer-mediated communication was
valuableto document and storeinformation. SL (male) identified
that “the program holds information, [and] you can |ose paper.”
Later, he commented online that “[computers] have helped us
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alot by storing information....” MM indicated that “we wrote
alot of our ideas on the computer, and with that we can come
back and read those ideas any time we want.... We will never
have to worry about forgetting them.” Thus, computer-mediated
communication maintained a permanent record of project
communications.

I nconsistencies Regar ding Computer sand thelnternet
as a Resource

A small number of participants generally disliked technology.
They felt that using technology was time-consuming. BM felt
“the logging in would take forever. And then you had all your
mail you had to check. And then you had to do what you had
to do, and it would take forever.” GG spoke about contacting
the local park: “[I would prefer] to phone because it will get
there quicker.” SM, who was very artistic, shared the following
in the interview:

| don't like computers. If | would just [have] written
it, it would have taken lesstime.... And it takesa long
time to get into the program and we had to cut and
paste it and all that stuff. | could have just written it
and put it on pretty paper. [SM]

Computers were not appealing to all youth. Many justifiably
complained about slow connections and the Internet frequently
being down.

Discussion

The major themes and subthemes that have been presented
closely paralledl a number of factors associated with
powerlessness and empowerment in Wallerstein’s Empowerment
Education Model [28]. Therefore, these themes are interpreted
using this model. Textbox 3 lists factors from the model that
appear congruent with the major themes. The model supports
the finding that youth perceived computers and the Internet to
(1) reduce certain social risk factors thought to be associated
with powerlessness and (2) to increase factorsthat are associated
with empowerment. Despite technol ogy limitations, computers
and the Internet generally appear to be empowering tools for
youth.

Textbox 3. Mgjor concepts from Wallerstein's empowerment education model [28] that parallel themes

o  Powerlessness
«  Social Risk Factors
«  High psychological demands
o  Low control

o Lowinhierarchy

«  Empower ment
«  Increased Participation in Decision making
o Critical Thinking/Conscientization

«  Resource Equity/Access
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Overcoming Threatsto Empower ment with Computers
and the Internet

The themes—reducing levels of anxiety, gaining control, and
increased socia status—were related to online communication
with adults. These themes parallel social risk factors in
Wallerstein’smodel [28], namely high psychological demands,
a feeling of low control, and being low in social hierarchy.
Reduction of these factors supports empowerment. Computers
and the Internet can, therefore, be viewed as supportive tools
for youth to overcome threats to empowerment. Youth felt more
confident, better prepared, and more knowledgeable about the
adults with whom they communicated online.

Others found similar benefits from working with technology.
Resnick et a [19] worked with youth in computer clubhouse
projects where design experiences supported learning by giving
youth a sense of control over the learning process. In this case
study, youth felt in control communicating to adults online since
they could manipulate the medium. They aso felt increased
status. Similarly, in an online nurse practitioner program,
students identified that the novelty of taking a computer-based
course and greater computer knowledge raised their status
among their colleagues and families [29]. Reductions of social
status differences have also been noted in computer-mediated
communication research with adultsin their work environments
[7]. Further research into the impact of technology on
communication processes between adults and youth is
warranted.

Supporting Empower ment With Computersand the
Internet

Wallerstein places emphasis on increasing participation in
decision making to support empowerment [28]. Youth felt an
increased sense of participation with their neighborhood and
school community through online communication. They aso
gained others perspectives using computer-mediated
communication and online polling and, moreimportantly, shared
their personal views on Web pages and in communication notes.
Youth considered their website to be the most valuable strategy
to express their ideas to the broader community. Resnick et a
indicated that designing computer projects “facilitated personal
connections to knowledge, because designers often develop a
special sense of ownership (and caring) for the products (and
ideas) that they design” [19] (p. 270). Perhaps this explains, in
part, the value that youth placed on this activity. Wong et al
[30] indicated that designing Web pages was a popular activity
in Michigan elementary school computer clubs. They attributed
thisto three factors: providing youth with an authentic learning
experience, increased participation with the broader community,
and an increased sense of achievement. Community practitioners
are thus encouraged to support youth in website creation.

This study supports websites as an effective narrative tool for
youth. Rees[31] sees benefits from youth telling their story, in
which aform of narrative therapy occurs and mutual education
and sharing between young people and adults begins. Similarly,
Schwab [32] reviewed community development initiatives and
found that when youth tell their story, they grow. Media tools
such asjournals, masks, and dramathat represent youth’s lives
were identified as valuable tools for self-expression and

http://www.jmir.org/2005/5/e51/
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advocacy. Other creative methods include murals [33], zines
(self-published magazines) [34], and videos [35]. Other
researchers [36-39] describe using photography as a voice for
community issues and as a method for participatory research
and community assessment.

Most youth reported showing their personal Web pagesto family
and friends at home or at the public library. Despite the
limitationsfor those without home I nternet access, the potential
for broad community reach through the websites and email was
empowering. Wallerstein [28] indicated that stronger social
networks support community empowerment. Networks can be
enhanced through websites and online communication. Newer
technologies such as Web conferencing and instant messaging
have this potential.

Computers and the Internet were viewed by most youth as
valuable resources. Wallerstein refers to a lack of resources,
such asfinances or accessto systems, asarisk factor related to
powerlessness, whereas access to resources supports community
empowerment [28]. CB reflected that “| have learned that you
can change your community if you have alot of resources and
alot of peopleto help.” Most youth felt that computersincreased
their efficiency; gave them more control; made information,
people, and materials more accessible; and were useful for
storing their ideas. Some youth commented that the time
afforded to think and construct responses on the computer was
beneficial. Bamberger [40] described work with youth in student
labs at the Massachusetts Institute of Technology, which
provided an environment for youth to “ catch up with their own
understandings—slowing down eventsand actions so asliterally
to grasp the *goings on’ of things and how they relate to ideas’
(p. 239).

Limitations of Computersand the Internet

Youth noted limitations in using technology that had the
potential to increase their feelings of powerlessness. Although
online communication generally increased youth's perception
of social status, at times, youth interpreted adults online
comments as “put downs” Community practitioners are
cautioned when working with youth to word their email
messages carefully. Care needs to be taken in selecting cyber
namesfor youth. Since youth partici pants selected creative cyber
names (eg, Sir Lancelot), their credibility wasweakened. Further
research into the impact of adults' different writing styles on
youth's perceptions, and vice versa, is needed. Although
synchronous communication was not used, one youth suggested
“chatting” with neighboring schools. There is significant
potential for synchronous communication to support community
networks. A Canadian study by Skinner et a [41] found that
the quality of Internet access for health information and
resources was affected by privacy, gate-keeping, timeliness,
and functionality. It would seem reasonable to consider these
factors when applying computers and the Internet as tools to
support future youth-driven community devel opment initiatives.

A few youth indicated disinterest in computersand rarely chose
to work with them other than to build Web pages; they were
also indifferent or negative about the impact of computer
technology on the project. Further research into what limits
youth's engagement with computers, how computers can be
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used to serve more authentic purposes in community
development, and how they can affect youth’s sense of
empowerment is needed.

Conclusions

Valaitis

potential to reach the broader community was empowering in
itself. Technology was viewed as a useful resource that
improved youth's efficiency, supported critical reflection, and
created a permanent record of their work. Despite the benefits,

technical problems, computer access issues, the potentia for
online miscommunication, and the potential to raise youth's
feelings of inadequacy were drawbacks of using technology.
This case study involved mostly femal e studentswho were high
academic achievers. Thus, transferability of these results is
limited to similar populations. It is unknown how results might
differ with students with lower academic achievement or with
adifferent gender mix.

Overall, youth perceived computers and the Internet to be
empowering tools in this community development project.
Youth felt better able to participate in the community. The
Internet provided a safe way to communicate with the
neighborhood and school community by supporting youth's
ability to obtain others views and share their own. By
communicating online, youth perceived themselves to have
higher socia status and increased credibility. The Internet’'s
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Abstract

Over the past decade, a rapidly expanding body of literature has demonstrated the existence of disparities in health and health
care. While consensus has not emerged regarding the causes of disparities, they are generally thought to be related to sociocultural,
behavioral, economic, environmental, biologic, or societal factors. To effectively address disparities, several authorities have
suggested the need for greater information technology research and investments. eHealth researchers may be able to make
significant contributions in this area through research and its applications. This paper begins with a historical overview of health
disparitiesin the United States and Europe. It then discusses the role that the Internet, and access to the Internet, may play in the
genesis of health disparities. Finaly, this paper closes with a discussion of the potential benefits of eHealth applications and the
possible contributions of the field to overcoming disparitiesin health and health care.
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International Origins

Over the past decade, a rapidly expanding body of scientific
evidence has been put forth documenting differences in health
status among US racial and ethnic groups. Evidence has aso
mounted suggesting that these differences may be related to
both medical and nonmedical determinants. Internationally,
however, neither the evidence nor the redization of a link
between nonmedical sociobehavioral factors and health
outcomes is new. The earliest reported observation of a
hypothesized association between socioenvironmental risk
factors and health outcomes occurred in Italy over three
centuries ago when Bernardino Ramazzini detailed an unusually
high frequency of breast cancer in Catholic nuns[1]. Not long
thereafter, in 1775, British surgeon Sir Percival Pott reported a
cluster of scrotal cancer cases among British chimney sweeps

(1].

By the mid 19th century, large-scale epidemiologic evidence
began to corroborate these early observations. In 1840, Edwin
Chadwick, British civil servant and statistician, demonstrated
mortality differentials between the social classes living in
Liverpool, England. Chadwick asserted that these differences

http://www.jmir.org/2005/5/e50/

were likely due to poverty and lifestyle factors common to the
poorer working classes[2]. German physician Rudolph Virchow
went a step further when, in 1849, he asserted that, because
diseases of the populace are traceable to defects in society, the
focus of medicine should shift from changing the individual to
that of changing the society [3]. Finally, in France, French
physician Louis Villerme recommended improving school and
working conditions as social interventions that would reduce
class differences in mortality [3]. Thus, in Europe, by the
beginning of the 20th century, the existence of class variations
in morbidity and mortality were clearly evident in the scientific
literature [2].

Throughout the 20th century, the study of socia class
differencesin health status continued across Europe, especially
in Britain were epidemiologists began using decennial census
data to evaluate national mortality trends. The insights gained
from these analyses enabled them to construct an occupational
social class grading system that correlated inversely with infant
mortality. It also was the basis of the clam made by the
Registrar General of Britain that at |east 40% of British infant
mortality was entirely preventable if the social conditions of
poor infants could be elevated to that of upper-classinfants[2].
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Two British researchers, Titmussand L ogan, eval uated regional
class-based mortality trends and documented that the disparity
ininfant mortality rates between upper- and lower-classinfants
continued to increase from 1910 to 1950 [2]. This data, along
with the Depression and World War |1, encouraged the British
government, in 1942, to respond by instituting the welfare state
and promoting several policy initiatives designed to addressthe
“five giants of Want, Disease, Ignorance, Squalor and Idleness’
[2,4]. Despite this government investment, however, problems
attributableto social inequalities and inadequate accessto health
care persisted. In fact, by the mid 1970s, some 30 years later,
the evidence seemed to indicate that the problems were till
increasing and that the health of British citizens was slipping
behind that of other industrialized nations [4]. Thus, in 1977,
the British government formed the Research Working Group
on Inequalities in Health and selected Sir Douglas Black asits
chair. The committee's report, issued three years later in 1980,
became known as the Black Report, and it represents the first
attempt by a national government to systematically study,
understand, and explain health inequalities [4]. In summary,
the health improvement recommendations of the report
emphasized the need to improve the physical and the social
environment in which the poor and lower classes lived [4].

Domestic Recognition

Across the Atlantic in the United States, scientific evidence
from several lines of inquiry examining outcomes and patterns
of health care delivered to defined populations began to
converge and suggest the importance of the socioenvironment
in determining health outcomes. Researchers using small area
analysis and geographic information systems anal ytic techniques
demonstrated that a significant amount of nonrandom practice
variability existed between clinical practices in different
geographic locales, despite treating clinically similar patients
[5,6]. As public awareness grew, the US government became
involved. In 1984, the US Department of Health and Human
Services released a report on the health of the nation, entitled
“Health, United States, 1983” [7]. The report documented that,
while the overall health of the nation showed significant
progress, major disparities existed in “the burden of death and
illness experienced by blacks and other minority Americans as
compared with the nation's population as awhole” [7].

In response to the disparities identified in the report, the
secretary of the Department of Health and Human Services
established atask force on black and minority health—thefirst
time that the US government formed a group of experts to
conduct a comprehensive study of minority health problems.
In 1985, release of the “Report of the Secretary’s Task Force
on Black and Minority Health” significantly raised awareness
of the disparate health of the country’s minority groups as
compared to the white majority population [8].

Large epidemiologic studies like the Harvard Medical Practice
Study emerged, documenting that a significant portion of
practice variability could be classified as substandard care and
that there was a correl ation between substandard care and health
care centers treating substantial numbers of poor and minority
patients [9-11].

http://www.jmir.org/2005/5/e50/
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The emerging problems of differential outcomes and health
status were not limited however to minorities and the poor. The
Whitehall studies of alarge cohort of British civil servants had
convincingly demonstrated that a social class-based health
gradient existed even among the well educated and employed
[12]. Additionally, it becameincreasingly recognized that certain
community and societal level factors, including stress[13,14],
early life experiences [15], socia capital [16], and income
inequality [17,18] seemed to exert significant effects on health
and disease outcomes independent of personal behavior [3,19].

Soon, major philanthropic and advocacy organizations, including
The Commonwealth Fund, The Kaiser Family Commission,
the Kellogg Foundation, the Robert Wood Johnson Foundation,
and The California Endowment began major initiatives designed
to address issues related to disparities and health care quality
[20].

By the late 1990s, the scientific evidence seemed to indicate
that issues of disparity, practice variation, substandard care, and
socioenvironmental determinants of health may all be related
to the quality of health care experienced by patients. Friscella
published his paper entitled “Inequality in Quality,” in which
he called attention to issues of health care quality and health
care disparities as related issues of health care organizational
capacity. Hefurther contended that national effortsto eliminate
racial and ethnic disparities in health care and national health
care quality improvement initiatives represented two inseparable
components of providing high-quality health carefor al citizens
[21].

Synthesizing the Scientific Evidence on
Health Disparities

Asthe domestic evidence for population differences continued
to accumulate, definitions of disparities were nonstandardized,
and racial categorizations became increasingly criticized as
being imprecise and biologically meaningless [22,23]. While
multiple definitions are still in current use, disparities are
generally held to be popul ation differencesin (1) environmental
exposures, (2) health care access, utilization, or quality, (3)
health status, or (4) health outcomes[24]. Asalluded to above,
within the US health care system these differences have most
convincingly been demonstrated across racial and ethnic lines
(whites vs minorities); however, disparities based on other
categorizations have al so been described, including geography
(urban vs rural) [25], gender (male vs female) [26,27],
socioeconomic status (poor vs nonpoor) [28,29], and age
(nonelderly vs elderly) [30].

Health disparities are generally thought to be related to the
health care system and other social factors. Severa lines of
investigation examining the socioenvironment and the clinical
encounter give evidence of differences in the quality of care
received by many racial and ethnic minorities. While these
factors have been described as “causes’ and are likely to be
important in the genesis of disparities, scientifically validated
evidence of definitive causal pathways and the underlying
biologic mechanismsis largely lacking [31].
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To help bring clarity to these issues, the Institute of Medicine
(IOM) released the first of several reports highlighting and
summarizing the scientific evidence concerning issues of
differential health status, culture, behavior, communication,
substandard care/medical errors, and health care quality [32-37].
The work of the IOM on disparity issues culminated with the
2003 release of a report entitted “Unequal Treatment:
Confronting Racial and Ethnic Disparitiesin Health Care” [38].
In this report, the IOM Committee on Understanding and
Eliminating Racial and Ethnic Disparities in Health Care was
charged with assessing the extent and potential sources of racial
and ethnic disparities in health care that are not otherwise
attributable to access to care, ability to pay, or insurance
coverage. The committee was al so to provide recommendations
regarding potential interventions to eliminate health care
disparities [38]. The committee found that, within the United
States, even among individual s with access to care, significant
racial and ethnic disparities indeed existed and were related to
historic and contemporary socia and economic inequality,
discrimination, and afragmented US system of health care[38].
While the release of this report has engendered significant
public, media, and academic interest, likely ensuring that efforts
to understand and eliminate disparities will continue at least
into the foreseeabl e future, the magnitude and intransigence of
the problem, the complexity of its causal pathways, and its
resistance to intervention efforts are only beginning to be
realized [32].

Digital Disparities

Since the mid-1990s when the World Wide Web became a
powerful part of America’'s communications and information
culture, there has been great concern that the nation’s racial
minorities would be further disadvantaged because Internet
access was not spreading as quickly in the African-American
community asit wasin the white community. Former Assistant
Secretary of Commerce Larry Irving said the following in his
introduction to “Falling Through the Net,” the 1999 Department
of Commerce Study on the digital divide (the divide between
those with access to new information technologies and those
without): “[Thedigital divide] isnow one of America’sleading
economic and civil rights issues’ [39]. This report found that,
although, overall, the number of Americans connected to the
nation’sinformation infrastructure was soaring, adigital divide
existed between whitesand African-Americansin termsof their
access to the Internet, and that, in many cases, the divide was
widening over time. A follow-up study reveal ed a persistent but
substantially narrowed gap, with large increases in computer
ownership and Internet use across most major demographic
populations [40]. The most recent survey, released in 2003,
indicated a significant slowing in the growth of the number of
Internet users since late 2001 [41]. Overal, 42% of surveyed
individuals did not use the Internet, and significant utilization
differences remained according to race, education, income, and
geography (urban vs rural) [41]. Generally, whites are more
connected than African-Americans and Hispanics. Even at
equivalent levels of income, African-Americans are less likely
to be online than whites or Hispanics. In fact, over the period
of this study (mid-2000 to mid-2002), the composition of the
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non-Internet user group did not change substantially [41].
Interestingly, 56% of nonusers said they did not ever planto go
online and cited the cost of computers or Internet access, fear
of fraud, credit card theft, or pornography as the major reasons
for avoiding Internet use [41].

Recently, there has been a significant increase in the public
availability of computers and Internet access at schools, public
libraries, and workplaces [42]. Thus, conclusions regarding the
extent of a digital disparity based on data considering only
home-based access may be limited. Despitethisreality, Internet
availability in the home is accepted as an important indicator
of equitable access among population groups[42]. In addition,
access in public settings may be problematic because of
computer monitoring in the workplace, privacy and
confidentiality concerns, and the facilities’ hours of operation.
Because of the potentially sensitive nature of health-related uses
of the Internet, access at home is thought to be essential [42].

Severa studies have shown that accessto the Internet correl ates
with income level and educational attainment [39-42]. Aswith
racial and ethnic differences, Internet utilization is increasing
in all income brackets. The largest increases are seen in the
higher income categories. All things considered, household
incomes above US$50000 are positively associated with Internet
utilization [41]. Beyond socioeconomic issues, someresearchers
have speculated that African-Americans have had less access
to the Internet because they participate to a greater degree in
entertainment-oriented technologieslike television, rather than
in information technologies. They argue that relatively high
proportions of African-Americans use radio and television, but
arelatively low proportion read newspapers[40]. As suggested
above, the primary reasons why some groups have less access
to information technology and resources are related to
geography, literacy, disability, local infrastructure requirements,
and cultural differences [43], some of which are not easily
overcome simply by increasing personal computer ownership.
Even if equity in personal computer and Internet access were
achieved, emerging evidence suggests that online habits may
vay by race and ethnicity. For example, online
African-Americans are more likely than online whites to have
(1) searched for information about major life issues such as
researching new jobs and finding places to live, (2) used
entertainment online, (3) used the Internet to obtain health
information, and (4) searched for religious or spiritual
information [40]. On the other hand, African-Americans with
accessto the Internet do not go online as often on atypical day
aswhitesdo, and they do not participate on adaily basisin most
Web activities at the same level as online whites [40].

As information technology plays an ever-increasing role in
Americans economic and socia lives, the potential health
implications of these findings heed to be more clearly evaluated
because the prospect that some people will be left behind in the
information age may have serious repercussions [44)]. Persistent
digital disparities in access or utilization could leave some
groups less able to take advantage of cutting edge innovations
in population health technologies that enhance disease
surveillance, environmental monitoring, food safety, emergency
planning, disaster management, and geographic information
systems—based tracking of environmental hazards [45].
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The Role of Information Technology in
Overcoming Health Disparities

One major domain of eHealth focuses on improving health
communication through the use of technology. This notion of
enhancing communication and understanding is a fundamental
component of addressing health disparities. Among other things,
the recommendations of the Institute of Medicine report call
for initiatives designed to enhance patient-provider
communication, trust, and cultural appropriateness of delivered
care [38]. Similar goals are the basis for the Healthy People
2010 objective to increase the number of individuals with
Internet accessin the home. Providers, health care organizations,
and public health agencies are increasingly using the Internet
as a man source of information dissemination and
communication [42]. This need for innovative improvements
in communication should represent a significant opportunity
for eHealth technologies, researchers, and interventionists, with
many important implicationsfor overcoming disparitiesin health
and health care. Given that eHealth is currently understood as
attempting to facilitate the utilization of information
technologies, the Internet, and communication technology in
order to facilitate behavior change, improve health care, and
enhance health outcomes[46], eHealth researchers may become
the catal ysts needed to spur the devel opment of transdisciplinary
interventions to effectively address disparities in health and
health care.

Recent advances in the computer sciences and information
technology fields have spawned several methodological
advances in the biological and molecular sciences (eg, DNA
chip technology and microarray analysis), enabled quantum
leaps in molecular and submolecular medicine, and catalyzed
the emergence of whole new fields of study such as proteomics,
phenomics, nutrigenomics, and pharmacogenetics. Perhaps, in
like manner, with the emergence of eHealth, the behavioral and
population sciences may be on the verge of asimilar information
technology—based scientific revolution. New eHealth solutions
may soon permit the real-time integrative utilization of vast
amounts of behavioral-, biological-, and community-level
information in ways not previously possible. Behavioral
algorithms and decision support tools for scientists could
facilitate the analysis and interpretation of population level data
to enable the development of “community (population) arrays’
or community-wide risk profiles, which in turn could form the
foundation of a new “populomics.” This population-level risk
characterization could potentially go beyond the limitations of
typical geographic analysesand yield insightsdistinctly different
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from risk stratification based on current methodologies.
Generically, these emerging technologies have been termed
population health technologies and are believed to offer
significant promise [45].

These assertions are not based on mere specul ation. Encouraging
early evidence suggests that multimedia health communication
and behavior change efforts that include the use of computers
and other eHealth technologies can improve health outcomes
[47]. Among other factors, the evidence suggests that
applications that are tailored to the individual, participatory,
personaly relevant, and contextually situated will be more likely
to promote behavior change [47]. On the other hand, the Internet
has been implicated in the causation or persistence of disparities
because of the relative lack of access of some groups and
because of its current inability to deliver content that is
dynamically tailored to meet the cultural, language, or literacy
needs of theindividua user [48]. This may be particularly true
of eHealth applications that are “Internet-enabled,” requiring
access to the Internet to provide the interventional content. It
isconceivably possible, however, to conceptually divide eHealth
applications into at least two genres: those that rely on the
Internet to deliver the interventional content directly to patients
(Internet-enabled), and those that only employ the Internet to
facilitate transfer and utilization of data for or about content
that isdelivered to patients by an aternate approach. The content
or interventions themselves can actually function without the
Internet, but when used in the context of the Internet, they are
potentially much more efficacious and far-reaching. Thesetypes
of technologies could be termed “Internet-enhanced” eHealth
solutions. Here the Internet would facilitate the transfer of data
and information, but the tailored content could be delivered by
trusted people from the users own culture or community. The
actual intervention could also be administered to patients by
print or multimedia applications. Thus, in terms of overcoming
health disparities, issues of guaranteeing Internet access for
every individual may proveto belessimportant than attempting
to address health disparities viainterventions and methodol ogies
that lack cultural relevance. Indeed, those interventions and
strategiesthat integrate behavioral interventions with emerging
information technologieswill likely betheinterventions capable
of cost-effectively enabling mass customization, interactivity,
and convenience. Ultimately, though, the health disparities
challenge for eHealth researchers remains to harness the
technical capabilities of emerging information technologiesin
ways that support the social and cultural realities in which
peoplework and live[47], while enhancing our ability to address
the health needs of every patient [49].
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Abstract

Obesity is often cited as the most prevalent chronic health condition and highest priority public health problem in the United
States. There is a limited but growing body of evidence suggesting that mobile eHealth behaviora interventions, if properly
designed, may be effective in promoting and sustaining successful weight loss and weight maintenance behavior changes. This
paper reviews the current literature on the successes and failures of public health, provider-administered, and self-managed
behavioral health interventionsfor weight loss. The prevailing theories of health behavior change are discussed from the perspective
of how this knowledge can serve as an evidence base to inform the design of mobile eHealth weight loss interventions. Tailored
informational interventions, which, in recent years, have proven to be the most effective form of conventional health behavior
intervention for weight loss, are discussed. L essons |earned from the success of conventional tailored informational interventions
and the early successes of desktop computer—assisted self-help weight management interventions are presented, as are design
principles suggested by Social Cognitive Theory and the Social Marketing Model. Relevant computing and communications
technology convergence trends are also discussed. The recent trends in rapid advancement, convergence, and public adoption of
Web-enabled cellular telephone and wireless personal digital assistant (PDA) devices provide timely opportunitiesto deliver the
mass customization capabilities, reach, and interactivity required for the devel opment, administration, and adoption of effective
population-level eHealth tailored informational interventions for obesity.
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Thereisalimited but growing body of evidence suggesting that

Introduction

Obesity is often cited as the most prevalent chronic health
condition and highest priority public health problem in the
United States, and it has also gained recognition as a global
public heath concern. The increasing prevalence of
obesity-related diseases such as type 2 diabetes and
cardiovascular disease has lead the medical and public health
communities to declare an obesity epidemic and to conclude
that more effective popul ation-oriented i nterventions are needed

(1.

http://www.jmir.org/2005/4/el/

eHealth interventions exhibit potential to address a variety of
chronic illnesses that can be effectively treated via behavior
modification [2]. Also, it appears that thereis a significant and
growing opportunity for eHealth obesity intervention designers
to leverage the widespread public adoption of rapidly converging
information and communication technologies—most notably
the World Wide Web, wireless PDAS, and cellular telephones.
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TheFailuresof Conventional Behavioral | nterventions

An Institute of Medicine report published in 2000 concluded
that “behavioral and socia interventions offer great promise to
reduce disease morbidity and mortality, but asyet their potential
toimprovethe public's health has been relatively poorly tapped”
[3].

Thisclaimisfurther validated by trends exhibited in US public
health data collected viathe Behavioral Risk Factor Surveillance
System (BRFSS) program of the Centers for Disease Control
and Prevention (CDC). The BRFSS is a cross-sectional
telephone survey program administered by the CDC in
conjunction with state health departments. Data collected from
each state are pooled to produce nationally representative
estimates of the prevalence of specific health behaviors that
affect risk for one or more of the ten leading causes of deathin
the United States. According to the results of the 2000 BRFSS,
which are based on responses from 184450 participants in 50
states, the prevalence of obesity was 19.8% among US adults,
representing a61% increase compared to the 1991 BRFSS data.
Also, 56.4% of 2000 BRFSS survey respondents were

overweight (body massindex = 25 kg/m?) compared to 45% in
1991 [4].

The 2000 BRFSS data also showed that 38.5% of US adults
reported that they were attempting to |ose weight, compared to
36.6%in 1991; 35.9% weretrying to maintain weight, compared
to 34.4% in 1991; and 25.6% were doing neither, compared to
29.0% in 1991 [5]. This would indicate that Americans are
collectively putting more effort into losing or maintaining
weight, or at |east perceive that they are putting more effort into
weight reduction or maintenance, yet as awhole are exhibiting
decreasing levels of success.

Provider-Delivered Health Behavior | nterventions

Behavior changesrelated to dietary intake and physical activity
might be effective in preventing and treating obesity. Studies
have shown that overweight and obese people are more likely
to attempt weight loss by adopting lifestyle changesif they are
advised to do so by a hedlth care professional [6], yet the 2000
BFRSS data showed that only 42.8% of the obese respondents
who had received a routine medical checkup in the past year
had been advised to lose weight by their providers [4].

An explanation isneeded for why 57.2% of American clinicians
are failing to advise their obese patients to lose weight during
routine medical checkups. Thisclinical window of opportunity
for engaging patientsin discussion about obesity and their health
is being missed. Various explanations are offered in the
literature, including lack of provider access to high-quality
information about effective patient intervention strategies, lack
of accessto appropriate support services, and alack of provider
motivation to work with obese and overweight patients [7]. A
compelling explanation is that the provider community is
skeptical of the efficacy of conventional provider-delivered
health behavior changeinterventions—an explanation supported
by a systematic review of the existing literature on
provider-delivered and health care organization—delivered
behavioral health interventions that was conducted in 2002 [8].
Inthisreview, Harvey et a concluded that relatively few obesity
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interventions have been evaluated rigorously, and “at present,
there arefew solid leads about improving obesity management.”
The recent systematic reviews of the literature on dietary and
physical activity counsdling, used to inform the
recommendations of the US Preventive Services Task Force,
have yielded similar results [9].

Conventional Population-Oriented Public Health
I nterventions

Health communi cation campaigns provide the traditional means
by which public health organizations have sought to promote
health behavior change. Conventional health communication
campaigns involve dissemination of messages from experts to
the public through mass media channels, with the intent of
motivating the public to adopt specific behaviorsthat have been
proven to reducetherisk of disease. However, thereisevidence
that traditional health communication interventions exhibit a
high rate of failure to promote behavior change [10] and that
traditional methods of health communication are particularly
ineffective at addressing wei ght-related health behavior change
[11].

Two examples of the failure of public health communication
interventions aimed at obesity are the Cdifornia Five-A-Day
for Better Health Campaign and the former Health Education
Authority (HEA) of England’s Active for Life campaign. The
Cdlifornia Five-A-Day Campaign was an intensive five-year
statewide intervention aimed at promoting dietary behavior
change by increasing the consumption of fresh fruits and
vegetables. Program evaluation showed that knowledge and
understanding of the importance of eating more fruits and
vegetables increased substantially among Californians as a
result, but thisdid not result in any measurable behavior change.
There was no increase in fruit and vegetable consumption in
any population group, and among Hispani ¢ adults, consumption
actually dropped by 18% [12].

Thelargest-scale public health intervention attempted in Europe
during the latter part of the 1990s was the Active for Life
campaign, a three-year intervention that aimed to promote
moderate-intensity physical activity as a part of everyday life.
The multi-faceted intervention ran from 1996 to 1999 and
included a variety of mass media communication components,
aswell asaprogram of support to health care and public health
professionals who worked to develop and promote localized
community-based physical activity programs. Evaluation
showed that, after three years, there was no evidence that the
campaign improved physical activity, either overal or in any
subgroup [13].

These studies highlight the need for the public health
practitioners and policy makers to explore alternative methods
of promoting health behavior change in the fight against the
obesity epidemic.

Prevailing Theories of Health Behavior Change and
I ntervention Models

Prevailing theories of health behavior change suggest severa
root causesfor thefailure of conventional obesity interventions.
These theories and their supporting empirics also imply key
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intervention design features that may increase their likelihood
of promoting and sustaining the desired behavior changes.

Several established theories and models of health-related
behavior haveinformed the design of successful health behavior
change communication interventions. These theoriesand models
are drawn mostly from the fields of psychology, sociology,
communication, and medicine, and they draw heavily on
research in persuasion, socia marketing, and relational
communication [14]. The most prevalent health behavior
theoriescited by intervention designersinclude the Health Belief
Model, the Theory of Reasoned Action, the Transtheoretical
(or Stages of Change) Model, Learning and Conditioning
Theory, Decision-Making Theory, and the Diffusion of
Innovations Model. These various theories and models share
the common objective of attempting to explain and predict
individual health-related behaviors, and they have formed the
basisfor the design, deployment, and eval uation of the majority
of health behavior interventions at the individual,
organizational/group, and population levels [15].

Of the dominant classic models, the Transtheoretical Model
and the Health Belief Model have been drawn on most heavily
in the design of tailored informational interventions, which, in
recent years, have generally proven to be the most effective
model of health behavior change intervention for a variety of
diseases [16,17]. In their 2002 systematic review, Ryan and
Lauver suggest that tailored informational interventions exhibit
four key defining characteristics that differentiate them from
other intervention types [16]. According to their definition,
tailored informational interventions include (1) an assessment
of key characteristics of each targeted person; (2) small units
of content prepared to match each of these key characteristics,
often stored in a message library; (3) adecision algorithm that
provides the matching logic; and (4) a designated information
delivery channel or mechanism (eg, print, email, telephone)
[16].

Tailored informational interventions are based on the premise
that the design of abehavioral communication intervention must
be modified or “tailored” to accommodate varying states of
readiness for behavior change among the targeted recipients.
Under this design paradigm, delivering the right message at the
right time often requires both multiple forms of communication
delivery and variation in the content of messages delivered.
They aretypically used to support individual provider-to-patient
intervention strategies and small-scale health promotion
programs, often involve the use of computer-generated content
construction, and are gaining broad acceptance as one of the
only forms of heath communication intervention that
successfully yields behavior change [16-18].

The Transtheoretical (or Stages of Change) Model is based on
the premise that people move across a continuum of readiness
to change, moving from “ pre-contemplation” (e.g., “1 suppose
that | should try to eat healthier and shed some pounds at some
point..."”) to “action” (e.g., “ Today | am purging my fridge and
cupboard of all junk food...”) to “maintenance” of a behavior
change (e.g., “1 have been planning my meals and buying only
healthy foodsfor the past eight months...”)of abehavior change.
Tailored informational  interventions leverage the
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Transtheoretical Model by designing incorporating
communication mechanisms and content specific to a targeted
individual’s state of readiness for change asindicated by his or
her position on this continuum [19].

The Hedlth Belief Model estimates a person’s likelihood of
adopting a healthy behavior based on his or her perceptions of
the risk of becoming ill, anticipated benefits to be gained, and
the barriers to adoption of the behavior change. Tailored
informational interventionsleveragethismodel primarily inthe
design of the content of the messages delivered [20].

These and most of the other classic theories and models of health
behavior change emphasizetheindividual asthe decision maker,
which drives intervention designers to focus on delivering
expert-driven, risk-based information to targeted at-risk
individuals. Targeted individuals are expected to use this
information to make rational decisions about discrete behavior
change and then act on these rational decisions by changing
their behaviors. Emmons cites this as a fundamental weakness
and argues that improving the effectiveness of health behavior
interventions will require models of behavior that account for
how mediating variables of behavior change are influenced by
sociocultural dynamics [21]. Growing agreement within the
public health community has lead to exploration of
interventional approaches that leverage Social Marketing
Theory, Social Cognitive Theory, and other behavioral science
and social epidemiology theoriesthat place a greater emphasis
on the social, institutional, and cultural contexts that impact an
individual's behaviors [22].

Social Cognitive Theory shares some attributes of both the
Transtheoretical Model and the Health Belief Model, but it
offers some unique and compelling contributionsin itsemphasis
on therole of personal empowerment in behavior change. This
theory suggests that individuals sense of “self-efficacy” or
agency about abehavior and their perceived ability to copewith
and control situations are core determinants of behavior change
[23].

Successful Health Behavior Interventions
for Obesity

In assessing the literature on behavioral obesity interventions,
careful consideration must be given to the magnitude and
duration of the primary outcomes. Many “successful” obesity
interventions produce significant weight loss that is difficult to
maintain or result in weight losses that are too small to yield a
substantial health gain. There is a paucity of compelling
evidence that any behavioral obesity interventions consistently
yield both clinically significant and sustainable weight loss.
Given this caveat, several studies nonetheless provide
encouraging insights into intervention characteristics that, if
considered in the design of eHealth obesity interventions, may
improve their likelihood of success.

In their systematic review of studies of health behavior
interventions aimed at increasing physical activity published
from 1983 to 1997, Marcus et a identified a total of 28
qualifying papers [11]. Seven described studies of traditional
mass media heal th communi cation campaigns conducted at the
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state or national level. None of these interventions were found
to have affected behavior change. However, inthis samereview,
the majority of the other 21 studies were found to have had
some positive impact on exercise-related behaviors. They were
all smaller-scale interventions using various forms and
combinations of print and/or telephone media. The majority of
theseinterventions exhibited design characteristics based heavily
on the Transtheoretical Model and/or Social Cognitive Theory,
and most could be classified as tailored informational
interventions. Three of these studies reported that adherence
rates were better for home-based exercise programs augmented
with telephone contacts than for structured programs entailing
face-to-face contact.

The findings of two systematic reviews conducted in 2002 and
2004 formed the foundation for physical activity intervention
recommendations offered by the CDC-sponsored Guide to
Community Preventive Services [24]. Both stressed the
importance of tailoring to individual and/or targeted population
characteristics.

Marcus and Heimendinger’'s randomized controlled trial of a
tailored informational intervention targeting dietary behavior
change demonstrated its effectiveness in improving eating
behaviors that significantly improved fruit and vegetable
consumption [25]. Further evidence of the promise offered by
tailored informational interventionsthat incorporate information
technologies is evident in Brug et a’s 1999 review of the
literature. The authors concluded that computer-tailored nutrition
education is more likely to be read, remembered, and
experienced as personally relevant compared to standard
materials. They aso found that interventions incorporating
computer-generated personalized nutrition education delivered
via tailored informational interventions are effective in
promoting desired dietary behavior changes[18]. Similar results
were published in 2001 by Bull et al, who found that tailored
health education materials were significantly more effective
than nontailored materials at changing dietary behaviors
associated with weight loss interventions [26].

O'Neil concluded that self-monitoring on an ongoing basis is
a key component of effective dietary behavior change, that
self-monitoring enhances weight loss outcomes, and that
information technology advances offer promise in improving
compliance and effectiveness of self-monitoring [27]. Similarly,
in their 2002 systematic review of tailored informational
intervention outcomes studies, Ryan et al concluded that they
are more effective when ipsative feedback (eg, comparing
current to past behavior) was included as a feature of the
intervention [16]. Brug et a reached similar conclusionsin their
1998 study of theimpact of computer-tailored iterative feedback
on fat, fruit, and vegetable consumption [28].

Further encouraging findings for eHealth interventions are
offered in Latner's 2001 review of obesity self-treatment
interventionsthat included studies of computer-assisted obesity
interventions [29]. Several interventions were identified that
described pilot intervention studies demonstrating the
effectiveness of computer-assisted self-monitoring of food intake
and exercise, goal setting, response-contingent feedback, and
regular auditory prompts reminding usersto enter self-reports.
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One study was identified that showed no significant difference
between the outcomes of computer-assisted self-therapy and a
conventional weight loss program using therapist-conducted
treatment. Although weight loss was modest in both groups,
this study may indicate the potential for substitution of
computer-assisted, self-therapy weight loss interventions for
more costly and inconvenient provider-delivered interventions.

Of particular interest to eHealth intervention designersworking
with cellular telephone platforms are Kreps et a’s conclusions
that conventional (land-line) telephone-delivered tailored
informational interventions are generally more effective at
promoting health behavior change than printed media
interventions [30]. Other studies have shown that tailored
informational interventions that utilize combinations of print
and telephone-delivered interventions can be highly effective
[31].

Alsoworth noting isthe recent trend among commercial weight
loss programs such as Weight Watchers and Jenny Craig to
incorporate Web-based, self-help tools into their programs
[32,33]. Although there are no evaluation studies of these tools
currently available in the published literature, there is limited
evidence that these commercial weight loss programs in their
totality may be effective in promoting behavior changes that
yield sustained weight loss among their enrollees [34].

L essonsL earned for eHealth I ntervention Development

The potential to leverage eHealth behavioral interventions to
improve weight management behaviors appearsto be significant.
The successes of both computer-assisted, self-help interventions
for obesity and tailored informational interventionsfor avariety
of health conditions provide a limited but valuable evidence
base that can be leveraged to inform the design of effective
eHealth obesity interventions.

Revere and Dunbar’'s 2000 systematic review of
computer-generated outpatient health behavior intervention
studies included 37 eligible studies that were published from
1996 to 1999. Of these 37 clinical trials, 34 (91.9%) reported
either statistically significant or improved outcomes, and 23
were classified as exhibiting the tailored informational
intervention design [2]. These findings would imply that the
tenets of conventiond tailored informational intervention design
translate well to the design of eHealth interventions.

Neuhauser and Kreps conducted an extensive review of the
literature on health behavior theory and conventional health
behavior intervention outcomes studies in 2003 [15]. Not
surprisingly, they found that tailored communication is more
effective than generic messages in promoting health behavior
change and that health communication is more effective when
it reaches people on an emotional as well as a rational level.
They cite both social influence theory (eg, Social Cognitive
Theory, Socia Marketing Model) and evidence from
intervention outcomes studies to build a compelling case that
interactivity may be the most important trait of effective health
behavior interventions and that the involvement of targeted
recipients in the design and engagement of the health
communication intervention increases the likelihood that they
will adopt the desired behaviors. They aso suggest that a
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combination of the effectiveness of interpersonal communication
and the reach of mass mediacommunication is needed to change
population behavior. This conclusion would appear to have
significant implications for eHealth intervention designers
working with cell phone and voice over Internet protocol (VolP)
technologies.

The concept of active construction of information bundles, while
not an established theory of health behavior change, is aso
worthy of consideration. Gorman et a’s 2001 paper [35]
discusses the relationships between individuals information
management activities and maintenance of situation awareness.
They assert that as people actively and consciously engage in
the creation and/or organization of information into “bundles’
to support specific tasks, the act of actively processing and
manipulating information improves their understanding and
situational awareness. They also cite additional studies[36,37]
that support the notion that “over automation” of dataentry and
information processing may diminish both the users’ situation
awareness and the usefulness of the information, lowering the
probability of achieving the desired outcomes. Applied to
eHealth intervention design, this concept would suggest that
some data entry and application configuration tasks that could
be automated should instead remain in the foreground and fully
visible to the end user. The acts of consciously entering and
organizing data (eg, estimating food portions, calculating and
entering nutritional values for foods eaten) may be just as (or
more?) relevant to promoting the desired behavior changesthan
retrospective use of the captured data.

Technology Adoption: Crossingthe Chasm or Finding
the Bridges?

Asprevioudy discussed, both conventional and eHealth tailored
informational interventions have proven to be successful for a
variety of health conditions when delivered as individual or
small-scale, provider-to-patient interventions. But the difficulties
of individual tailoring of message content and interactive
delivery have hindered their application to the design of
large-scale public hedlth interventions. However, the trend
toward rapid convergence of thesetechnologies[38,39] enables
awide variety of desirable eHealth intervention design features
that were previously not feasible. Three of the most significant
features are interactivity, self-configuration and customization,

Tufano & Karras

and mass customization of organizationally sponsored
informational interventions (eg, administered by public health
organizations, heath care providers, health maintenance
organizations, or commercia weight |oss programs).

Cell phones and networked PDAs enable interactive voice and
text communication. However, convergence trends have added
real- and near-time multimedia communication capabilities to
both. As these device technol ogies converge, voice-, text-, and
multimediacommunication modalities are supported in aunified
device. Furthermore, as the computing power and memory of
these devices increases, users are becoming more empowered
to self-configure applications. The content and timing of aerts,
reminders, and text memos can be easily customized, and users
are increasingly enabled to customize the look, feel, and
organization of the user interface of applications running on
their cell phones, PDAs, and desktop computers. This
technology convergence is an opportunity to deliver
organizationally sponsored eHealth obesity interventions.

Health behavior interventions must reach the public in order to
succeed in promoting and maintaining health behavior change
at the population level. eHealth behavioral interventions must
therefore be designed and deployed using existing technology
development and adoption trends rather than introducing new
devices/technologies. By thisline of reasoning, the widespread
public adoption of cellular telephones[40], wireless PDAs, and
use of the Web represent pervasive and rapidly expanding and
converging technology adoption trends that should be leveraged
in any popul ation-oriented eHeal th obesity intervention aiming
to reach beyond the desktop. Also, the same newly enabled
features of interactivity and self-configuration also provide
public health officials with easy facilities for developing and
administering flexible and tailored interventions to better meet
the needs of specific targeted populations. The trend toward
information technol ogy—enabl ed mass customization of service
design and delivery that revolutionized other industries during
the 1990s [41] is now possible in public health, medicine, and
the commercia weight lossindustry.

Table 1 demonstrates, through scenarios, how an eHealth obesity
intervention designer might employ the theories, empirical
evidence, and technology convergence trends we have discussed.

Table 1. Scenariosillustrating how an eHealth obesity intervention designer might employ the theories, empirical evidence, and technology convergence

trends discussed in this article

Convergence-Enabled Feature

Example Use Case

Interactivity

Self-Configuration and Customization

Mass Customization

Before eating ameal, a user borrows her friend’'s Blackberry to access her
Web diet journal. She checks the remaining balance in her daily calorie
budget, enters the number of calories she wishes to “spend” on the given
meal, and is then presented with a personalized list of her “favorite healthy
foods’ that fall within the range.

A user creates an alert to text message himself at 11:45 am daily with the
message “ drink your water before going to lunch.”

Weight Watchers clients enroll in a service that sends reminders and Web
forms to their smart phones. When opened, they are automatically localized
to the recipients’ language, food preferences, and FlexPoints targets based
on their unique configuration settings.
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Conclusions

One study published in 2004 estimated that by the end of 2003,
over 60% of all US adults owned an activated cellular telephone,
with this statistic growing at slightly over 5% annualy [42].
Thus, it would appear that cell phones would be the preferred
hardware platform for eHealth obesity interventionsfor reasons
of both enabling effective intervention design features and for
promoting rapid public adoption and acceptance.

In their 2000 systematic review of mobile eHealth intervention
studies, Revere and Dunbar concluded that “future studies need
to identify which [eHealth intervention] models are best suited
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to which health behavior, whether certain delivery devices are
more appropriate for different health behaviors, and how care
can benefit from patients’ use of portable devices’ [2]. We
conclude that the appropriate model for obesity and weight
management isthetailored informational intervention modified
according to design principles suggested by Social Cognitive
Theory and the Social Marketing Model. The health behaviors
to target are self-monitoring of diet and physical activity. The
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wireless PDAs. Given the lack of effectiveness of other
interventions to prevent or treat obesity in a sustainable matter,
trials of these persuasive, ubiquitous technologies are required
without delay.
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Abstract

Background: Intensive interventions targeting diet and physical activity are effective for weight reduction but are costly.
Tailored, computer-generated, step-count feedback may provide an intensive and affordable way to increase the physical activity
of people at high risk for cardiovascular disease.

Objective: The objectivewasto test the feasibility of adding tailored, computer-generated, step-count feedback to aface-to-face
nutritional counseling weight loss intervention.

Methods: We recruited 12 participants, 4 from each of three Department of Veterans Affairs medical centers. There were 11
male participants and 1 female participant. Each had a body mass index of 30 or greater and at least one of the following
cardiovascular diseaserisk factors: diabetes, hypertension, hypercholesterolemia, obesity, or coronary artery disease. Participants
attended one-on-one counseling sessions with aregistered dietitian for four sessions over three weeks. At theinitial session, each
participant received an enhanced pedometer to record time-stamped, step-count data. Participants wore the device daily throughout
the intervention. At the three follow-up sessions, the dietitian uploaded the computer data, reviewed a Web-based graphical
display of step-count feedback, and helped set new walking goals.

Results: All 12 participants completed the program (100% attendance). Initial mean weight was 255 |bs (SD = 49 Ibs), and
weight losswas just over 4 Ibs (n = 12, paired t test, P = .004). Mean daily step counts during the first week averaged 6019 steps
per day, increasing to an average of 7358 per day after the third week (average increase of 1339 steps per day, or 0.6 miles, or
12 minutes of walking, n = 10, paired t test, P = .04).

Conclusions: Enhanced pedometer feedback in conjunction with nutritional counseling is feasible and results in significant
weight loss and increased walking among individuals at high risk for cardiovascular disease.

(J Med Internet Res 2005;7(5):€56) doi:10.2196/jmir.7.5.56
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Introduction Methods
Being sedentary and eating a poor diet increases the risk of  Study Design

developing diabetes[1-3], heart disease [4-8], hypertension [9],
depression [10-12], and many other chronic diseases [13]. We
now know that with intensive monitoring, counseling, and
encouragement, individuals can change their diet and exercise
behaviorsand that such changesresult in dramatic improvements
in health outcomes. In the Diabetes Prevention Program study,
over 1000 individuals at high risk for devel oping diabetes who
were randomized to an intensive diet and physical activity
intervention decreased their risk of developing diabetes by
almost 60% over three years compared to individuals in the
usua care arm [2]. Unfortunately, brief clinical interventions
designed to help patients change their diet and physical activity
have not been effective [14]. The challenge is to find
cost-effective and feasible ways to integrate intensive diet and
exercise interventionsinto clinical practice.

One approach to decreasing the cost and increasing the intensity
of lifestyle interventionsis to automate the process of diet and
activity counseling using tailored I nternet-based systems. While
such systems have shown promise, low participant adherence
interms of returning to the website for reinforcement has proven
to be a major barrier [15-18]. Automated systems may work
better to augment existing relationships with heath care
providers rather than replacing the health care provider all
together.

Behavioral researchers have shown that people have poor recall
of daily walking duration, intensity, and frequency [19]. This
poor recall makes it difficult to set short-term, incremental
behavioral goals or to reward successes [16,20]. Clear and
objective feedback about daily walking patterns can be useful
in overcoming barriers, setting goals, and rewarding successes.
Pedometers are devices worn on the waist or belt that count
steps taken throughout the day. Walking interventions that use
pedometers and specific step-count goals are more effective
than walking interventions that use time-based goals. Hultquist
et a found that sedentary women who were given pedometers
and who were instructed to walk 10000 steps a day walked
almost 2000 steps per day more than women who were
instructed to go for a brisk 30-minute walk each day [21].

Unlike simple pedometers that keep a single running total of
step counts, enhanced pedometersrecord detailed, time-stamped,
step-count data. Once these data are uploaded to a computer,
they can be used to automatically generateindividually tailored
reports about the duration and intensity of walking bouts
throughout the day. Users can then review thetail ored step-count
feedback in graphical or numerical form.

In this study, we examine the feasibility of integrating an
Internet-based enhanced pedometer system into routine
nutritional counseling for individualswith cardiovascul ar disease
(CVD) risk factors. Our primary goal was to assess health
service delivery parameters, including required face-to-face
counseling time, participant satisfaction, and technical barriers
to delivering thistype of intervention. We also assessed weight
loss and increased walking among the participants.

http://www.jmir.org/2005/5/e56/

This was a multi-center intervention feasibility study with a
pre-post design. The intervention consisted of four individual
face-to-face nutritional counseling sessionsfor weight loss over
athree-week period. Dietitiansincorporated computer-generated,
tailored, step-count feedback and goa setting to increase
walking into each of thefour visits. Werecruited 12 participants,
4 from each of three different Veterans Affairs (VA) medical
centers to assess portability and feasibility of the intervention.
This study was approved by the Investigational Review Boards
at the participating sites and by the Ann Arbor Veterans Affairs
Medical Center. All eigible participants signed written informed
consent documents prior to enrollment.

Study Population

Participants were adult VA patients who werereferred by aVA
physician for outpatient nutritional counseling. Dietitians at
each site offered patients the opportunity to participate if they
were ambulatory, sedentary, overweight (body mass index
[BMI] > 28), and were at high risk for CVD. Patients were
considered ambulatory if they could comfortably walk one
block. Sedentary was defined as less than 150 minutes of
physical activity of at least moderate intensity each week by
self-report. Individuals were considered at high CVD risk if
they had one of the following diagnoses: (1) type 2 diabetes,
(2) hypertension, (3) hypercholesterolemia, (4) obesity (BMI
> 30), or (5) known coronary artery disease. CVD risk status
was assessed by self-report and confirmed by chart review.
Smoking was not included in thislist becausethereisrelatively
little evidence that physical activity reduces CVD risk in
smokers who have no other CVD risk factors. All participants
wereeither in the contempl ation or preparation stage for starting
awalking program [22,23].

Participants were not required to get medical clearance to
participatein this study. Because the study emphasized agradual
increase in walking at a moderate pace, the risk of adverse
cardiac events while walking was low. However, participants
who reported chest pain, shortness of breath, or lightheadedness
while walking, who had been advised by a physician not to
walk, or who were undergoing a cardiac work-up were excluded
from the study. Individuals who had been enrolled in another
nutritional counseling program within the past 28 days were
excluded. Participants were also excluded if they could not
comfortably communicate in English or if they were not
competent to give informed consent.

The Pedometer

All participants were given a SportBrain First Step enhanced
pedometer (www.sportbrain.com) to wear throughout the
intervention period. The device we used uploaded step counts
over aphonelineto acentral computer. The SportBrain website
then displayed individually tailored graphs of step countsaong
with motivational messages. Participants wore the pedometer
every day, all day, for approximately 22 days per participant (4
weekly sessions). While more recent versions of the enhanced
pedometers display the total daily step count on the pedometer
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itself, the First Step device used in this trial did not have a
display on the pedometer. The only way to review the step-count
feedback was to upload it to the computer and review it online.
Figure 1 showsasample of the Internet-based feedback provided
on the SportBrain website. A wide variety of graphs are
available on the website. The graph in Figure 1 showstime on
the x axis and miles per hour on the y axis for a period of high
activity on one day. Time stamping in the step-count dataallows
estimation of physical activity intensity and duration of activity
bouts. Figure 2 shows the SportBrain pedometer and upload
dock that we used in this intervention.

Intervention

Each participant met with a dietitian during four individual
face-to-face sessions for both diet and physical activity
counseling. The diet intervention was a structured nutritional
counseling intervention based on the American Dietetic
Association’s Medical Nutrition Therapy Weight Management
Protocol [24]. Thisisadetailed six-session program, which we
modified to a more feasible four-session protocol.

During the first session, which lasted approximately one hour,
the study was described, and patients who agreed to participate
and met eligibility criteriacompleted awritten informed consent
process. Participants were given a SportBrain First Step
pedometer and were taught how to position the pedometer on
their waistband, attach the safety clip to their belt or clothes,
and check to see if the pedometer was counting steps properly
using a 20-step test walk. Participants also completed a brief
nutritional assessment and received preliminary nutritional
counseling.

During visits 2 through 4, participants met individualy
face-to-face with their study dietitian for both nutritional
counseling and reinforcement of the walking program.
Participants reviewed step-count data on the computer with the
dietitian and negotiated new step-count goals for the upcoming
week. Step-count goalswere increased gradually. For example,
a participant who averaged 3000 steps a day during week one
might have set a new goal of 3500 steps per day for week two.
Dietitians then discussed nutritional counseling topics using
standardized handouts and set new nutritional goals for the
week. Finally, participantsfilled out abrief questionnaire about
attitudes toward the Internet-based step-count feedback,
problems using the enhanced pedometer, and self-efficacy for
achieving walking goals. Participants received US$10 for each
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of thefour visits attended. At the end of the session, participants
who returned the enhanced pedometers received a “Veterans
Walk for Health” T-shirt valued at US$10.

M easures

Feasibility Outcomes

The following components of feasibility were measured
explicitly:

1. Participant satisfaction with theintervention as measured
by responses to a brief satisfaction survey. This survey
included questions about overall satisfaction with the
intervention and about willingness to pay to continue to
have access to the intervention after the study was over.
Finally, participants were asked what they liked and did
not like about the enhanced pedometer component of the
intervention in a series of open-ended questions.

2. Participant adherence to the intervention was assessed
using three measures. (1) attendance at visits, (2) self-report
of the number of study days that pedometer was worn, and
(3) electronic step-count data indicating days that the
pedometer was worn.

3. Counsding time: Mean face-to-face dietitian counseling
timerequired to deliver the physical activity and nutritional
counseling components of the intervention was recorded
at each visit by the study dietitian on a study visit data
collection form.

4. Technical problemswith uploading the pedometer datato
the website were logged by the study dietitian on the study
visit data collection form at each visit.

I ntervention Outcomes

1. Participant weight: A singleclinical scale at each sitewas
designated as the study scale. Scales were zeroed before
each participant was weighed. Participants were weighed
without shoes, and weight was recorded at each visit.

2. Mean daily step count: During the final week of the
intervention, thiswas recorded electronically by uploading
the data to the website.

3. Participant self-efficacy for adhering to awalking program
as measured by participants response to asingle question:
"I am confident that | can reach my new step-count goals
next week." (possible responses were " Strongly Disagree”,
"Disagree”, "Neutral", "Agree", and "Strongly Agree").
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Figure 1. Sample graph and table from the SportBrain website
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Figure 2. The SportBrain First Step enhanced pedometer and Sportport interface
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Training for the dietitians who participated in the study took
place in two phases. After an introductory conference call, all
participating dietitians wore the pedometer for one week,
uploaded their own walking data at |east twice during thistrial
period, and learned to navigate around the SportBrain website
by viewing different formats for step-count feedback and
changing their step-count goals. After the trial period, we had
aseriesof conference callsto discuss and troubleshoot technical
problemswith the devices and to review counseling guidelines.

Sample Size

We did not power this feasibility study to be able to detect
clinicaly significant weight loss or increase in average daily
step counts. Instead, we intentionally kept the overall sample
sizesmall but recruited from three different VA medical centers
that were remote from the coordinating center. Recruiting from
multiple sites increased the complexity of the study in that we
were required to get human subjects committee approval from
four different medical centers, and we had to train six different
dietitians. However, recruiting from multiple sites increased
the power to examine potential barriers to implementation and
feasibility issues across multiple settings.

Data Analysis

Means and standard deviations were used to estimate time spent
in both the step-count and the nutritional counseling components
of theintervention. Mean participant satisfaction and percentage
of sessions attended were also calculated. For pre-post
comparisons, we used paired t tests. We compared mean daily
step counts for the first 7 days of the intervention with mean
daily step counts for the final 7 days of the intervention.
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Similarly, paired t tests were used to test for statistically
significant weight loss.

We anticipated that, as the participant became more familiar
with the pedometer and with the nutritional counseling
component of theintervention, thetimerequired for counseling
might decrease. To test this hypothesis, we compared the
counseling time difference between the second and fourth visits.
We did not use the initial session for time comparison because
of the substantial time required to enroll the participant in the
study and explain theintervention. Finally, participant comments
in responseto open-ended questions about the intervention were
tabulated and reviewed for common themes. All statistical
analyses were performed using Stata version 8 [25].

Results

Quantitative Results

From September to December 2003, a total of 12 participants
(11 male and 1 female) were enrolled from three different VA
hospitals. Recruitment of four eligible and interested participants
was completed within one month at each of the three sites for
an average recruitment rate of one participant per week per site.
Though obesity was not a criterion for enrollment, al 12
participants had a BMI greater than 30. Participants weighed
an average of 255 pounds (SD = 49) at baseline. BMI averaged
37 (SD = 6.5). Ten of the 12 participants also had at least one
other CVD risk factor in addition to their obesity. The
participants were followed for an average of 21 days (range
18-27 days), including the initial day and last day. Table 1
provides details on the participants' baseline characteristics.
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Table 1. Participant baseline characteristics (N = 12)
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Chronic Conditions
Diabetes
Hypertension
Hypercholesterolemia
Obesity

Coronary artery disease

Height (inches)

Baseline weight (pounds)
Body mass index (kg/ m2)
Age (years)

Comfort with Computers (1 = not; 4 = very)

1
2
3
4

Initial Self-Efficacy to Increase Walking (1 = not; 5 = very)

ga A W N P

N (%)

2 (17%)

8 (67%)

6 (50%)

12 (100%)
1(8%)
Mean+SD
69.4+25
2549+ 49.4
37+6.5

52.7
Mean+SD or (%)
3.6+05
0

0

5 (41.7%)
7 (58.3%)
45+0.7
0

0
1(8.3%)
4(33.3%)
7 (58.3%)

All 12 pedometers were returned in working condition at the
end of the study. Of the 36 attempts to upload step-count data
(12 participants times 3 sessions), 32 were successful. During
4 (11%) of the sessions, there were problems with uploading
the data. Two of the upload attempts failed for administrative
reasons rel ated to access to the website, and one failed because
the Internet connection was down. The remaining session failed
because the pedometer was not recording steps properly.

Table 2 provides participant satisfaction measures as well as
face-to-face time per visit. All 12 participants attended each of
the four scheduled study visits for a 100% attendance rate and
a 100% follow-up rate. Electronic monitoring data show that
participants wore the pedometer for more days than they could
recall. Participants reported remembering to wear the pedometer

http://www.jmir.org/2005/5/e56/

for the whole day for 95% (243 of 257) of patient daysin the
study. According to el ectronically recorded step-count data, the
pedometers were worn at least part of the day for 99% (254 of
257) of patient days of the study.

Overall participant satisfaction at the final visit averaged 4.4
out of 5 on a5-point scale, in which 5 indicated very satisfied;
11 out of 12 were very satisfied or satisfied. Satisfaction was
also assessed by asking participantsif they would be willing to
pay for the enhanced pedometer. The cost participants were
willing to assume ranged from US$0 to $100 per year. The
average price a veteran was willing to pay for a year of
pedometer service was US$20.50. The average total time per
face-to-face counseling session was 33 minutes.
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Table 2. Mainresults
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Willingness to pay for service (US$)

Nutritional counselling session attendance, 4 total

Mean+SD or (%)
20.50 + 30.8
4+0

Participant satisfaction with intervention (1 = very unsatisfied; 5 = very satisfied)

1
2
3
4
5
Post-I ntervention Self-Efficacy to I ncrease Walking(1 = not; 5 = very)
1
2
3
4
5
Counsdling timefor nutrition (min)
Visit 1 (initial set-up)
Visit 2
Visit 3
Visit 4
Counseling time for step count (min)
Visit 1 (initial set-up)
Visit 2
Visit 3
Visit 4
Total counseling time for both (min)
Visit 1 (initial set-up)
Visit 2
Visit 3
Visit 4

1(8.3%)
0

0
3(25.0%)
8 (66.7%)

0
0
0
8 (66.7%)
4 (33.3%)

19.49 + 12.15
21.25+ 10.47
14.00 + 6.99
13.64 +8.97

13.92 +11.85
16.82 +9.02
18.64 + 8.09
14.09 + 6.64

3341
38.07
32.64
27.73

The average weight losswas 4.1 pounds over three weeks (n =
12, paired t test, P =.004); 11 out of 12 participantslost weight.
Weight loss ranged from —1.8 pounds to 9.7 pounds. Only one
of the 12 participants gained weight. By the last week of the
trial, participants significantly increased daily step counts. Mean
daily step counts during the first week averaged 6019 steps per
day, increasing to an average of 7358 per day after the third
week (average increase of 1339 steps per day, n = 10, paired t
test, P = .04). This increase trandlates into a daily increase of
0.6 miles, or 12 minutes of walking assuming that 2200 steps
isamile and that the average walking pace is 3 miles per hour.
There was no significant change in self-efficacy between the
first and final session. There were no major adverse eventsand,
in particular, no adverse cardiovascular events during the
intervention.

http://www.jmir.org/2005/5/e56/

Qualitative Results

The most common problem with the pedometer was difficulty
attaching it to the waistband or belt. Participants liked viewing
graphs of step counts because it documented their successes
and made it easy to see step-count targets or goals. One
participant commented that “it is a new way to look at my
walks...” and another liked “knowing what [he] accomplished
for the week.” Others liked seeing the relationship between
steps taken and calories burned, which is printed in a table on
thewebsite. Participantsalso liked being abl e to seethe number
of stepstaken during a particular activity, such as on a specific
walk or while shopping. In general, the participantsdid not like
seeing that they were not doing enough walking to meet their
step-count goals. Even participants who regularly met their
step-count goals were worried about how they would feel if
they failed.
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Discussion

Our study demonstrates the feasibility of incorporating enhanced
pedometers and Internet-based feedback into traditional
nutritional counseling programs to promote weight loss. We
were able to implement the enhanced pedometer intervention
in three different medical centers with minimal training and
technical support. While participants did have some trouble
wearing the pedometer, they did not have trouble understanding
the step-count feedback graphs, and satisfaction with the
intervention was high. Whilewe did not expect to see significant
changes in either weight or step counts in this small and brief
feasibility study, resultsfor weight loss and step-count increases
were both statistically and clinically significant.

Several recent studies have examined the effectiveness of
Internet-based weight loss programs without face-to-face
counseling [18,26,27]. Theinterventions tested in these studies
haverelied primarily on self-reported diet and physical activity
logs and text-based behavioral counseling. Our intervention
differs from these previously tested Internet-based weight loss
programs in several ways. First, the enhanced pedometer and
Internet-based, step-count feedback were used as an intensive
and objective monitoring tool and not as a substitute for
one-on-one counseling. By automating the process of uploading
step-count data, enhanced pedometers reduce respondent burden
involved in filling out logs and also increase the detail and
accuracy of the data. Secondly, our intervention had a balanced
approach, focusing on both diet and physical activity in
approximately equal parts. While the exact role of physical
activity in initial weight loss is still being debated, there is a
consensus that physical activity iscritical for long-term weight
control [28-30].

The theory of self-regulation suggests that helping individuals
learn how to more accurately and moreintensively self-monitor
the behavior they aretrying to change should result inimproved
outcomes[16,20]. At least one study has shown that consistent
self-monitoring of diet leads to better weight loss and control
[33]. Similarly, success with simple pedometer interventions
suggeststhat objective monitoring and step-count feedback can
increase walking [21,34,35]. Using the existing information
technol ogy to optimize self-monitoring of both physical activity
and diet in combination with one-on-one counseling, delivered
either face-to-face, by telephone, or by email, may prove to be
a cost-effective intervention for initially reducing weight and
for subsequently maintaining weight loss. Detailed step-count
feedback may augment the effect of face-to-face counseling
sessions and may reduce the face-to-face counseling time
required for effective behavior change interventions. More
research will be needed to determine the optimal frequency and
intensity of self-monitoring, group sessions, and one-on-one
contact to maximizelong-term maintenance of weight losswhile
keeping costs reasonable.
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The cost of enhanced pedometer systems is dropping rapidly.
When this feasibility study was conducted, the cost of a
SportBrain enhanced pedometer, a Sportport computer interface
dock, and a year-long subscription to the website was about
US$200. Currently, the new and improved version of the
SportBrain enhanced pedometer can be purchased for US$30
or less, adevice-specific interface port is no longer needed, and
basic Web accessisfree. There are anumber of other companies
on the market that are producing enhanced pedometers, and the
cost is likely to continue to drop.

Limitationsto this study include the small sample size, the short
duration of the intervention, and the lack of a control group.
Despite the small sample size and short duration, we did find
significant reductions in weight and increases in walking. In
addition, this study used enhanced pedometers with nutritional
counseling for all participants, and hence, we are unable to
estimate the component of weight loss that was attributable to
the enhanced pedometer system alone.

There are many advantages to having detailed time-stamped
data uploaded to a central computer rather than relying on the
participant to log daily step counts on a paper calendar or type
them into a Web page. The decreased respondent burden, the
ability to automate the creation of tailored motivational
messages based on previous step counts, as well as the ability
to examine detailed walking patterns throughout the day,
including duration and intensity data, may make enhanced
pedometers well worth the small increase in cost over simple
pedometers. The benefits of using an enhanced pedometer will
depend on our ability to create sophisticated, reliable, and
user-friendly, Web-based systems for clinical interventions.
This approach may be best suited to a health care system using
ateam approach of dietitian, patient, and physician combined
with Internet monitoring. Creating disease-specific walking
websites that give enhanced pedometer feedback or websites
that can tailor motivational messages and set goals based on
current disease state may further increase the value of such
interventions [36-38].

Advances in information technology have yielded low-cost,
user-friendly, intensive physical activity monitoring and
feedback systems. Results of this study demonstrate that
enhanced pedometerswith Web-based, step-count feedback can
be integrated into a nutritional counseling program focusing on
weight loss. Thisintervention is portable asit was successfully
implemented at three different medical centers. Participants|ost
weight and increased their daily walking during the brief
intervention. Further research and randomized controlled trials
with assessment of long-term outcomes are needed to test the
impact of incorporating enhanced pedometer step-count
feedback into routine medical care for high-risk individuals.
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Abstract

Background: Children with type 1 diabetes and their parents face rigorous procedures for blood glucose monitoring and
regulation. Mobile telecommunication systems show potential as an aid for families' self-management of diabetes.

Objective: A prototype designed to automatically transfer readings from a child’s blood glucose monitor to their parent’s mobile
phone was tested. In this formative stage of devel opment, we sought insights into the appropriateness of the concept, feasibility
of use, and ideas for further development and research.

Methods: During four months, a self-selected sample of 15 children (aged 9 to 15 years) with type 1 diabetes and their parents
(n = 30) used the prototype approximately three times daily. Parent and child experiences were collected through questionnaires
and through interviews with 9 of the parents.

Results: System use was easily integrated into everyday life, and parents valued the sense of reassurance offered by the system.
Parents’ ongoing struggle to balance control of their children with allowing independence was evident. For children who measured
regularly, use appeared to reduce parental intrusions. For those who measured irregularly, however, parental reminders (eg,
“nagging”) appeared to increase. Although increased reminders could be considered a positive outcome, they can potentially
increase parent-child conflict and thus also undermine proper metabolic control. Parents felt that system appropriateness tapered
off with the onset of adolescence, partly due to a potential sense of surveillance from the child’'s perspective that could fuel
oppositional behavior. Parental suggestions for further developments included similar alerts of irregular insulin dosages and
automatically generated dietary and insulin dosage advice.

Conclusions: User enthusiasm suggests that such systems might find a consumer market regardiess of whether or not they
ultimately improve health outcomes. Thus, more rigorous studies are warranted to inform guidelinesfor appropriate use. Potentially
fruitful approaches include integrating such systems with theory-based parenting interventions and approaches that can aid in
interpreting and responding to experiences of surveillance, virtual presence, and balances of power in e-mediated relationships.

(J Med Internet Res 2005;7(5):€57) doi:10.2196/jmir.7.5.e57

KEYWORDS

home blood glucose monitoring; diabetes; self-management; parent-child relations; wireless communication; mobile phones;
pediatric psychology

improved glycemic control [2], which is essential in the
prevention of serious, even life-threatening, complications of
Parents of children with type 1 diabetes are often involved in  the disease. “Constant vigilance” is found to be a primary
aspectsof their children’slivesthat they would ordinarily ignore  Pehavior strategy for parents coping with the responsibility of
[1]. Increased blood glucose monitoring is associated with ~Managing their child's disease [3]. They are faced with the
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difficult balancing act of helping their child learn and conform
to therigorous blood glucose monitoring (BGM) and regulatory
regimens, while at the same time allowing their child the trust
and independence necessary for developing their own sense of
autonomy and coping skills [4].

This challenge changes in character as children grow into
adolescence, and adol escents report parental worry and intrusive
behavior asamajor source of conflict [5]. Heightened levels of
conflict and low levels of family cohesion and support are
associated with poorer metabolic control [1,6], poorer quality
of life[7], and poorer adherence among adolescents[3,8]. Thus,
conflict reduction and management is a maor concern in
diabetes care. Facilitation of appropriate parent involvement is
also crucia sinceless parental involvement in diabetes care has
been associated with poorer diabetes outcomes[4]. Interventions
designed to enhance BGM but that inadvertently exacerbate
parent-child conflict or undermine parent involvement may thus
do more long-term harm than good.

Information and communication technologies (ICT) show
promise as a platform for facilitating evidence-based disease
prevention and self-management interventions[9]. Much of this
work has centered on Internet applications that facilitate
information, decision support, and socia support [10-12]. These
types of applications may be enhanced by adaptation to mobile
platforms. As cell phones increasingly approximate personal
computer (PC) functionality with Internet access, they become
a highly accessible platform for facilitating a wide range of
health interventions, some of which appear particularly
promising [13,14]. Cell phone—based text messaging has become
asocialy popular form of communication, particularly among
adolescents [15]. Cell phone usage is comparatively higher in
Norway (site for study) than other Western countries (eg, 96%
of Norwegians vs 60% of US population), with Norwegians
sending an average of 68 text messages per month [16].
However, since the dispersion of cell phones is expected to be
considerably higher than PCs, both in Western and developing
countries[17], the potential sfor dispersion of disease prevention
and management support through mobile devices are
considerable. Still, mobile technologies coupled with specific
behavioral health strategies have yet to be utilized effectively
[14].

Theworking hypothesisthat guided design of the prototype and
concept tested in this study was as follows: automatic transfer
of measuresfrom the child’sblood glucose meter to the parent’s
mobile phone could ease parental worries and tendencies to
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intrudein their children’slives by unnecessary reminders and/or
guestions. Potentially, thiscould, inturn, aid in decreasing levels
of conflict in parent-child interaction and thus also increase
adherence. While research into the psychosocial dynamics of
mobile communications among adolescent peers is increasing
[15], we are unaware of any studies that address theseissuesin
the context of family disease management. In light of the critical
role parent-child interactions play in the monitoring and
regulation of blood glucose, this issue warranted particular
attention in the formative stages of these applications. Asargued
by others [18], a qualitative approach was considered most
appropriate in this phase. Also, since these types of
self-management technol ogies may well be used by consumers
without the supervision of health care professionals, itiscrucial
to tap into the perspectives of potential usersasearly aspossible.

The aim of this exploratory pilot study was twofold. First, we
sought initial user insights into the appropriateness of the
concept, feasibility of use in daily life, and desired system
functionality. Second, we sought indications of relevant
approaches for future developments of monitoring and
messaging systemsin disease self-management. In thisformative
stage of development, our concern was to better understand the
psychosocial issues potentially involved in the use of this type
of technology in families. Thisisuseful asabasisfor designing
systems, as well as the process and outcome studies that are
ultimately needed for determining appropriate rolesfor mobile
ICT in family health management.

Methods

The prototype was developed at the Norwegian Centre for
Telemedicine, apublicly owned non-profit national competence
center. Using a Bluetooth connection, the prototype
automatically transfers blood glucose readings from a blood
glucose monitor (OneTouch Ultra from Lifescan) to a mobile
phone after measurements are taken. The mobile phones (Nokia
7650) were programmed to automatically send the measurement
results by means of the text messaging Short Message Service
(SMS) to the parents’ mobile phone. The mobile phone sends
the SMS without intervention from the user (in this case, the
child) aslong as the phoneis within Bluetooth range (10 m) of
the blood glucose monitor at the time of the blood glucose
reading (Figure 1). When this range is exceeded, the blood
glucose readings are sent in batches of five the next time the
units are within range of each other.
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Figure 1. Blood glucose readings are sent to parent’s mobile phone

Prior to the project, three pilot users tested the prototype for a
period of 3 months, during which improvements were made.
Based on this, 17 prototypes were devel oped, 15 of which were
provided to the participants in the project and 2 of which were
kept as backup and reference.

Participants

Invitations to participate in the pilot study were sent to all 55
families of children with type 1 diabetes who, at the time, were
being followed by the University Hospital of North Norway.
The first 15 parent-child dyads (N = 30) who responded
positively were accepted as participants (thus, we do not know
how many nonresponders may have refused, had they been
pursued). The group of children consisted of 11 boysand 4 girls,
aged 9 to 15 years. The disproportionate number of boys may
reflect a greater interest for technical trials among boys since
gender distribution among the 55 approached parent-child dyads
wasfairly even. All of the children had received initial training
courses for management of their diabetes, but they differed
greatly in experience; duration of the disease ranged from 8
months to 6 years. For insulin injections, 13 reported using an
insulin pen while 2 used an insulin pump. Before the trial, all
of the parents and 11 of the children were frequent users of
mobile phones, 3 of the children were nonfrequent users, and
1 child had not previously used a mobile phone.

Procedure and I nstruments

All parents signed an informed consent form on behalf of
themselves and their children, and the intervention and methods
were approved by the Regional Ethics Committee. The children
were provided with the prototype-enhanced mobile phones,
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while all parents used their existing mobile phones to receive
the SMS. They weretrained in use of the system during aroutine
hospital visit and used it for approximately four months between
October 2003 and February 2004. The participants were
requested to use the system a minimum of three times a day,
but they were reimbursed for the equivalent of 10 messages per
day (approximately US$1.40) regardless of use. At their own
cost, they were free to use the phone for private purposes during
thetrial. A diabetic nurse at the hospital handled any questions
from users, channelling technical problems to the project
manager.

At the completion of thetrial, all 15 children and their parents
completed separate questionnaires about use and satisfaction.
A semi-structured guide for parent interviews was designed to
elicit experiences and ideas regarding the potential benefitsand
pitfalls and further system developments. The interview posed
open-ended questions addressing three overriding issues: stress
and coping, the parent/child relationship, and system
functionality. Parents were encouraged to freely share
experiences and thoughts. All but one of the interviews were
conducted over the phone. The interviewer, who was
unacquainted with the parents, interviewed those parents that
were available during alimited period, that is, 9 mothersand 1
father of children ranging in age from 9-14 years. After
interviewing 10 parents, no new information emerged (“data
saturation” [19]), and further interviews were deemed
unnecessary for our preliminary purposes. Of the 10 interviews,
1 was lost due to afaulty audio recorder.
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Analysis and Presentation

The questionnaires were anayzed and reported as
straightforward frequencies. For interviews, rigorous adherence
to qualitative analysis procedures was deemed premature for
our preliminary purposes, athough efforts were made to comply
with the basic principles of qualitative research [20]. Two
co-authors (psychologists) independently read the transcripts,
noting emerging themes and corresponding quotes that
reoccurred across interviews thus allowing a broad range of
possible interpretations and/or misunderstandings. These were
then condensed to the nine themes presented asinterview results.
Presentations rely heavily on quotes from parents. These are
edited to faithfully reflect what was said and meant, while at
the same time ensuring readability [21].

Table 1. Questionnaire responses regarding child and parent satisfaction

Gammon €t d

Results

The families used the system as requested, on average 3 to 4
times daily, mostly when the children were at school or away
from home. As indicated by questionnaire responses in Table
1, both children and parents reported that automatic transfer of
blood glucose measures was definitely a good thing (80% and
93%, respectively), that living with diabeteswas at | east to some
extent easier (73% and 80%, respectively), and that the system
helped parentsfeel reassured (100%). While children were split
as to whether they wanted to decide themselves about sending
glucose measures rather than having them sent automatically
(40% yes and 53% no), most parents (93%) did not think
children should make the decision to send measures.

Questionsto children (n = 15)

Was it positive that your parents received your blood glucose measures?

Did living with diabetes become easier with the system?

Would you like to decide yourself whether the blood glucose measure should be sent

or not?

Questionsto parents (n = 15)

Was it positive to receive the blood glucose measures from your child?
Did it become easier to manage your child’s diabetes with the system?
Did receiving the blood glucose measure help you feel reassured?

Did receiving the blood glucose measures add to your worry?

Would you like for your child to decide whether the blood glucose measure should be 1 (7)

sent or not?

Yes, definitely  To some extent* No, not at all (%)

%) %)

12 (80) 3(20) 0

2(13) 9 (60) 4(27)

6 (40) Undecided 8 (53)
1(7)

14 (93) 1(7)

6 (40) 6 (40) 3(20)

14 (93) 1(7) 0

1(7) 1(7) 13 (86)
Undecided 14 (93)
0

" For two questions, the middle category was formulated as “undecided.”

The qualitative interviews among parents provided additional
information and shed light on questionnaire responses. The nine
interviews resulted in the following themes that reoccurred
across interviews. (1) sense of security and reassurance, (2)
nagging and scolding, (3) control, responsibility, and
independence, (4) surveillance and opposition, (5) learning and
age-phased appropriateness, (6) focus upon illness, (7) if it's
not automatic, forget it, (8) system type and functionality, and
(9) it depends on how you useit.

Sense of Security and Reassurance

The parents almost unanimously expressed appreciation for the
security of knowing whether or not their children had measured
their blood glucose and that they could intervene immediately
if the valueswere alarming. Several expressed awishto continue
use. This was particularly apparent for newly diagnosed and
younger children and when children were away from home or
when the parent was traveling.

Both she and we slept better.... Without the system
you can go around for hours saying to yourself,
“What's happened; What hasn’t happened; Should
we call? No, maybe she's measured” It’'s stupid to
call and hassle her, you know. And then she’ll come

http://www.jmir.org/2005/5/€57/

home and hasn't measured...while [during the trial]
if wedidn't get an SMSwe could just call right away.

When parents did not receive an SMS measure as expected,
various interpretations were triggered. These could range from
technical failure, to their child's forgetfulness, to passiveness
bordering on conscious sabotage on the part of their child.
Parents describe this asa stressfactor that had always been there
on one level but was now dispersed throughout the day, as
illustrated by two parents:

You didn't [ before the system] get stressed when you
didn’t know she hadn’t measured. Now, the minute
you expect it to come and it doesn't, you start
worrying, which maybe is negative, but not worse
than you can live with.

| went around checking my phoneall thetime. | didn’t
gowithit in my pocket, but | checked my purse pretty
often. That was pretty...what shall | say...but | guess
it wastolerable.

This increased vigilance may help explain the feeling of one
parent who responded in the questionnaire that the system added
toworry. In general, both questionnaire and interview responses
suggested that parents were more inclined to view the SMS
message as reassuring.
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Nagging and Scolding

Some parentsreported that their nagging increased, while others
reported a decrease. This appeared to depend upon whether
children monitored their blood glucose regularly. For example,
one parent who received the updates on her child’s blood sugar
regularly reported that

| feel safer, so | pester himless.

In contrast, another parent whose child did not monitor regularly
reported that

Maybe | nag and scold more after seeing how
negligent he can be.... | call him at school and say,
“Why haven't you measured as we agreed?” which
I’'m sure annoys him.... Yes, I'm worse after we
started with this system.... But, as| tell him, it's for
his own good.... He can avoid calls from me by
remembering to measure.

Severd parents described making conscientious effortsto remind
their children in ways that would not be perceived as nagging,
for example, by finding other excusesto call and thustriggering
measures indirectly.

Control, Responsibility, and Independence

Regardless of system use, parents described their struggle to
find a balance between the control they felt necessary to ensure
the health of their child, while at the sametime allowing for the
child to develop their own sense of responsibility and
independence. System use appeared to tip the balance in both
directions. While one informant thought “...it clearly placed
more responsibility with the child,” another said, “I1t’s obvious
that we're the ones that have increased our responsibility.”

Thosewho felt that their children’sresponsibility was enhanced
through use argued that they were provided with a safe
framework within which the child could learn to make their
own decisions with parental guidance.

He can feel secure knowing that others are part of
this and see, but that he can figure things out and do
his own thing anyway.

Another noted

There were a couple of times | forgot my phone, so
he called me wondering whether or not I'd seen his
measures, and if he should take something. So | think
it worked well.

Those who felt that the parents' responsibility was increased
sensed that their child could be pacified. One parent described
her child’s likely thought process:

| don’'t need to bother [measuring], since Mom will
start calling to hassle me pretty soon, and then | can
doit.

This parent was neverthel ess uncertain about the degreeto which
the system was to blame, since her child was “sick and tired”
of her illness long before the system was introduced. As she
put it,

It could well be that the system undermines children’s
responsibility for their illness, but during the period

http://www.jmir.org/2005/5/€57/
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weused it...inthe situation shewasin...it wasa help
for us.

One parent aluded to adistant form of presence.

She always takes more responsibility when she's
alone, than when she'swith us.

The meaning the system had for this child in this respect was,
however, unclear for the parent.

She knew it happened [that parents saw her
measures|, but it happened so automatically, | don't
think she thought about it.... At least it didn’t pacify
her.

Surveillance and Opposition

One concern is that the system may create a negative sense of
surveillance and thus fuel oppositional behavior. For older
children, and those with preexisting levels of conflict, the system
appeared to represent an additional source of tension.

This parent related episodes before the trial where their boy had
consciously deceived them:

Of course we' ve wondered if he'd measure a buddy
rather than get hassled by us. So who knows? But |
don't think he'sdoneit [ sent a buddy’ s blood glucose
reading].

Another parent alluded to the possibility of her child consciously
refraining from measuring when she knew her measureswould
trigger areaction from the parent.

If she doesn't want me to know she's high or low,
she'll refrain from measuring. She'd know she'd get
a message or phone fromme, but she could elude me
anyway by not taking the phone or just turning it off.
S0 she escapes me regardless.

Parentsdiffered in the degree to which they reported discussing
thisissue with their child.

L earning and Age-Phased Appropriateness

Parents indicated that the potential of the system to facilitate
knowledge and skills about BGM and regulation was greatest
at the onset of disease. Parents were also fairly consistent in
their view that the appropriateness of the system tapered off
with the onset of adolescence. One indicated that the system
would have been particul arly useful during the period when the
child was newly diagnosed and in preschool.

However, parents differed in their perceptions of when the child
became too old for the system. A parent with a 14-year-old
stated

He hasn’t really taken much responsibility himsalf....
| feel he's a little too young.... He's quite good at
following up, but | still prefer to be in control...so
this[system] has been positive.

Another parent with ayounger child said

The messages are positive for us [parents] ...for our
reassurance. But | don’t feel it'sright for himwho's
11 years old and should manage himself. It gets too
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controlling, | think. But he'll have to speak for
himself.

Several parents appeared uncertain about age-appropriate
expectations of their children, suggesting that it may be helpful
to assist familiesin sharing experiences about how other parents
deal with thisissue.

Focuson IlIness

Can system use exacerbate or reduce the dominance of illness
as the focus of parent-child interaction? The parents who
explicitly commented on thistended to think that their focuson
illness was the same or less but that this depended on the way
it was used.

One parent didn’t think it made any difference since they had
no choice but to constantly focus on theillness:

We have to hang over her all the time anyway or else
things would fall apart. The system just helped usto
follow up, it didn’t make us more focused [ on illness]

than we were already.

Another appreciated the system because it allowed focusing on
other issuesin their relationship:

It was wonderful! We started talking about other
things—you know, mother-child dialogue—not blood
sugar and setting insulin that had been the main
content of our communication for a period, which
was bad. It was absol utely fantastic, especially inthe
beginning [ of thetrial] when we noticed it so clearly.
And | think he experienced it too.

This parent underlined the importance of not responding to
every SMS, which could trigger an unnecessary focus on
disease.

If 1t’s Not Automatic, Forget It

Parents were adamant about the measures needing to be
transferred automatically, and they used expressionslike“Alpha
Omega,” “extremely important,” and “very thankful for it” to
underline their view. They had no faith in a concept requiring
aconscious effort on the part of their kidsto trigger the transfer
of measures to parents, arguing that they had enough to
remember as it was. Also, although schools made exceptions
to the mobile phone ban in class for these children, it was
appreciated that the phones could remain unhandled and hidden
in their bags.

Suggested Functionality

Suggestionsfor improving functionality included automatically
generated dietary and insulin dosage advice. One parent argued
for developing the same concept for the insulin unit, but only
for transmitting irregular doses. One time his child had taken
20 insulin units in response to high blood sugar, but a few
minutes later, heforgot he had doneit and set 20 more, sending
him into a coma.

If we'd known, we could have prevented him getting
so traumatized.... These cases are about life and
death.
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None of the parents thought the system would be useful in
interaction with their heath care provider, except if
automatically generated historical graphics could be transferred
to their provider in preparation for their ordinary quarterly
checkups.

Dependson How You Useit

In varying ways, parents indicated that it was more the way
they used the system than the system itself that was important.
For example, one parent underlined how routines for system
use could limit the dominance of the system in interaction with
her child.

| think it's very important that you have it on all the
time, even though it isn't economically smart. You
get a message, and you just think “ OK? Of course,
if one talks about every single message, or sends a
response, that's different. It [degree of interference
by the system] has to do with how one uses the
information and the system.

Discussion

The ultimate objective of the system tested isto improve health
and quality of life by supporting daily blood glucose monitoring
and regulation processes in families. In this study, we sought
an understanding of the tested system’s potential role, feasibility
of use in daily life, desired functionality, and approaches that
may be relevant for future developments and research.

Potentials and Concerns

Knowledge of their children’sblood sugar status eased parental
concerns. This appeared to lessen parental intrusions in those
cases where children measured regularly. For those who
measured irregularly, parental reminders (eg, “nagging”)
appeared to increase. While an increase in parent reminders
could be considered a positive outcome in light of studies
underlining theimportance of parent involvement in monitoring
[2,4], it must be acknowledged that this can potentially increase
parent-child conflict, particularly among adolescents and those
with existing tensions. Discrepancies between parents and
children asto whether or not the measures should be automatic
underscore the need for more in-depth inclusion of children’s
perspectivesin future studies.

Some parental responses could be construed to suggest that
receiving automatic measures throughout the day could be
experienced as an invasion in their lives that they would rather
be without, but that they could not or would not admit it (*...but
| guessit's tolerable” “...but it's not worse than you can live
with"). Obvioudly, the disease itself is an unwanted “invasion”
both in the lives of their children and themselves. Presumably,
parentsfeel morally obligated to tolerate whatever is necessary
to ensure the health of their child, thus denying themselves more
“egoidtica” reactions. If thevirtua presence of children (through
expectations of regular SMS messages demanding attention)
exacerbates the existing burden of care among parents, it could
inadvertently undermine their long-term involvement and/or
fuel parent-child conflict. The concept of “constant vigilance”
[3] associated with the burden of diabetes care may be useful
in further exploring how system use may add to or relieve the
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burden of care. This should aso include other caretakers (eg,
family, pre-school and school staff) and how system use may
influence their willingness to accept responsibility for care.

Concept Suitability and System Functionality

Parents suggested that the system might be most beneficial for
those who are younger and newly diagnosed. Our pilot users
were aged 9 to 15, having lived with the diagnosis of diabetes
from 8 monthsto 6 years, thus limiting our ability to shed light
on the appropriateness for younger (eg, pre-school) children.
One study found that mothers with pre-school children claim
lack of confidencein other caregivers asamajor reason for not
having placed their childrenin day care[3]. The possibility that
system use could support involvement of other caregivers in
relieving the burden of carefor parents of younger children may
be worth pursuing.

Suggested functionality included a similar concept for alerting
parents of irregular insulin dosages, as well as automatically
generated dietary and insulin dosage advice. Combinations of
information, decision support, and socia support are core
dements of existing Internet-based self-management
applications [10,12]. Merging these types of applications with
mobile monitoring and messaging functionality may enable
relevant support whenever and wherever needed [14]. By
building on daily life technologies (eg, blood glucose meters
and mobile phones) the threshold for use should be relatively
low, as our study suggests.

Historical graphs of measures were also suggested. We are
currently working to enable such graphs, which may be used
in conjunction with follow-up consultations. This can enhance
both system evauation and give health care providers an
opportunity to supervise system use.

Future Developments and Research

The enthusiasm expressed by interviewed parents is worth
noting, despite the weaknesses of our sample (see below). It
may very well be that such systems find a consumer market
regardless of whether or not they ultimately succeed in
improving health outcomes. Parents of children with chronic
health problems can face “life and death” issues, as one parent
put it. Some may find that relief from some of the worries
associated with chronically ill children is sufficient motivation
for system use, even if the way they use it inadvertently
exacerbates family tensions, and possibly also blood glucose
control. This providesall the more reason to take the technol ogy
seriously and pursue more rigorous approachesto devel opment
and evaluation. Asistypical of eHealth innovations[9], we are
nowhere near reliable answers to very basic questions such as
for whom, under what conditions, and how monitoring and
messaging systems may relate to health outcomes.

Broader perspectives, two of which are suggested here, may be
helpful in guiding future devel opments and evaluations. First,
it may be useful to view these systems as an element of
parenting, rather than a simple monitoring and messaging
device. As illustrated by the parents in our study and others
[1,4,8], the ordinary challenges of parenting are compounded
when children have achronic disease. Our findings suggest that
system use may merely intensify ongoing parent-child
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interaction patterns—for better or worse—unless incorporated
into conscientious efforts to improve such patterns. Thereisa
growing body of evidence that behavioral family intervention
approaches are effective at reducing parent-child conflict,
increasing parents competence and monitoring skills, and
increasing child compliance, including familieswhose children
have chronic health problemg[22,23]. As such, evidence-based
approaches to parenting practices may be useful in informing
both system design choices and guidelines for use. These
approaches incorporate various types of counseling and social
support, which we believe our pilot users could have benefited
from in conjunction with system use. As technologies such as
those described in this paper become more available, it would
seem important for health care providers to introduce them as
an element in more holistic, empirically supported approaches
to family interaction, coping skills, and child-rearing practices
in disease self-management.

Another perspective suggested for guiding further developments
relatesto the dilemmas faced when introducing technology into
interpersonal (eg, child-parent, doctor-patient) relationships.
The parents in our study voiced some of these dilemmas. On
the one hand, they valued the security of knowing that they
could intervene if their child’'s blood glucose values were
alarming. At the same time, they expressed concerns that the
system could inadvertently undermine the child’sindependence
and confidence in their own coping skills and that a sense of
surveillance might fuel oppositional behavior, particularly
among adolescents. One potentially fruitful approach to such
dilemmasisoutlined in Spearsand Lea's SIDE (Social Identity
and Deindividuation) model [24]. This model of
computer-mediated communication suggests how we might
anticipate and interpret experiences of surveillance, virtual
presence, and balances of power in e-mediated interpersonal
relationships. They remind us of the need to critically examine
assumptions about the role of technology and the implications
of use.

Study Limitations

The limitations of this study (beyond our exploratory and
formative purposes) are obvious. Our sample is quite possibly
biased since it is not random. Those who responded first to our
invitation may, for example, be particularly technology savvy.
The experiences of the five parents (one-third of pilot users)
who were not interviewed may have deviated consistently from
our respondents, although we have no reason to believe this
was the case. However, even if the last five were all negative
or al positive, our conclusions would remain the same.

Conclusion

The mobile monitoring and messaging system tested isfeasible
to use in daily life. While system use eases parental worries,
and as such shows potentiad as an ad in disease
self-management, it is unclear if or how this will improve
child-parent interactions and/or health outcomes. User
enthusiasm suggests that such systems might find a consumer
market regardless of whether or not they ultimately improve
health outcomes. Thus, more rigorous studies are warranted to
clarify these issues and inform appropriate use. Potentialy
fruitful approaches include integrating such systems with
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theory-based parenting interventions and approaches that can  virtual presence, and balances of power in e-mediated
aid ininterpreting and responding to experiences of surveillance, relationships.
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Abstract

Background: The rating tool DISCERN was designed for use by consumers without content expertise to evaluate the quality
of health information. There is some evidence that DISCERN may be avalid indicator of evidence-based website quality when
applied by health professionals. However, it is not known if the tool is avalid measure of evidence-based quality when used by
consumers. Since it is alengthy instrument requiring training in its use, DISCERN may prove impractical for use by the typical
consumer. It is therefore important to explore the validity of other simpler potential indicators of site quality such as Google
PageRank.

Objective: This study aimed to determine (1) whether the instrument DISCERN is a valid indicator of evidence-based Web
content quality for consumerswithout specific mental health training, and (2) whether Google PageRank isan indicator of website
content quality as measured by an evidence-based gold standard.

Methods: This was a cross-sectional survey of depression websites using consumer and health professiona raters. The main
outcome measures were (1) site characteristics, (2) evidence-based quality of content as measured by evidence-based depression
guidelines, (3) DISCERN scores, (4) Google PageRank, and (5) user satisfaction.

Results. There was a significant association between evidence-based quality ratings and average DISCERN ratings both for
consumers (r = 0.62, P =.001) and health professionals (r = 0.80, P <.001). Consumer and health professional DISCERN ratings
were significantly correlated (r = 0.77, P <.001). The evidence-based quality score correlated with Google PageRank (r = 0.59,
P = .002). However, the correlation between DISCERN scores and user satisfaction was higher than the correlation between
Google PageRank and user satisfaction.

Conclusions: DISCERN has potentia as an indicator of content quality when used either by experts or by consumers. Google
PageRank shows some promise as an automatic indicator of quality.

(J Med Internet Res 2005;7(5):€55) doi:10.2196/jmir.7.5.e55

KEYWORDS
Depressive disorder; medical informatics; consumer participation; evaluation studies

Onerating tool that shows particular promise is DISCERN, an

Introduction

There has been widespread concern about the quality of
Web-based health information designed for consumers [1]. In
response to this, a number of initiatives have been developed
to assist consumers in locating quality health information on
the Web. These include the use of quality labels based on
compliance with codes of conduct (eg, HON code), portal sthat
provide a gateway to websites of “high quality” (eg, OMNI),
and rating tools designed for consumer use [2].

http://www.jmir.org/2005/5/e55/

instrument designed for use by consumers and providers “to
judgethe quality of written information about treatment choices”
[3, p. 106]. This tool is widely recommended and used by
authoritative sources for the evaluation of websites. However,
it has not yet been convincingly established that DISCERN,
particularly when used by consumers, is a valid indicator of
quality when compared against an evidence-based gold standard.

Three studies have investigated the relationship between the
DISCERN ratings of expertsand “ scientific” quality [4-6]. Two
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of the studies reported a significant association between
DISCERN and scientific accuracy [4,5], but the authors of the
third study found “ no clear rel ationship between methodol ogical
(DISCERN) and medical-scientific quality” [6]. Unfortunately,
except for the Griffiths and Christensen study [4], it is unclear
if the standard against which the DISCERN ratings were
compared was based on systematic reviews of the evidence.
Moreover, in each study, ratings were made by heath
professionals. To date, to our knowledge, there has been no
assessment of the validity of DISCERN as measured by an
evidence-based gold standard when used by consumerswithout
technical expertise.

Although the devel operstrialed DISCERN with self-help group
usersin aresearch context, it is alengthy instrument, and it is
not clear if individual consumers would use DISCERN in
practice. Other simpler potential indicators of site quality include
those based on the link structure of the World Wide Web. For
example, Google PageRank is an automatically computed
measure of the importance of a website based on the number
and importance of Web pages linking to it. However, there is
little evidence as to the validity of link structure as an indicator
of quality.

The current study, therefore, sought to determine the following
for depression information websites: (1) whether DISCERN is
a valid indicator of evidence-based content quality for
consumers without specific mental health training, and (2)
whether Google PageRank is an indicator of content quality.
Depression websites were selected because depression is a
leading cause of disease burden [7], there is a high level of
unmet need among people with depression [8], depression is
one of the most common reasons consumers access health
information on the Internet [9], and evidence-based guidelines
for depression management are available.

Methods

Website Selection

Twenty-four depression websiteswith aGoogle PageRank were
selected from the Depression Directory of the DMOZ Open
Directory Project website (n = 127). Three sitesfor each Google
PageRank scorewithin the range O to 7 were randomly selected
using the R Project statistical package [10] to ensure arange of
sites were represented. Each of the selected sites was then
captured (in April 2003) and electronically archived for
assessment using purpose built software. External links from
these sites were excluded.

Site Assessment

Siteswererated online by four researchers/health professionals
with expertisein depression and three consumerswith ahistory
of depression but no professional experience in mental health
or research. Two of the health professionals (KG, HC) rated the
site using an evidence-based gold standard. They also rated the
characteristics of each website. The other two health
professionals (AJ, RK) and the three consumers rated the sites
using the DISCERN measures. All raters provided satisfaction
measures for each site. Sites were presented in a different
random order for each rater, and each rater was supplied with
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a pro formarating sheet. The consumer raters were employed
as casual research assistants during the study.

Site Characteristics

Each sitewasrated on arange of attributes, including ownership
structure, scope, editorial arrangement, and legal policies(Table
1).

Evidence-Based Guideline Score

Evidence-based quality was assessed using the depression
guidelines produced by the Centre for Evidence Based Mental
Health (CEBMH) at Oxford [11]. The guideline score was the
number of CEBMH items (maximum 20) correctly endorsed
by the website [4]. In the current study, the correl ation between
evidence-based guideline scoresfor the two health professional
raters was 0.94 (P < .001). An average guideline score was
therefore computed for the two raters.

DISCERN Scores

The DISCERN instrument comprises 15 items (each rated from
1 to 5) and an additiona “overall quality” item (rated 1 to 5)
[3,12]. Raters in the current study were informed that the
DISCERN questionnaire was designed to assess the quality of
information about medical treatments and that “In this study
we are focusing on the quality of web sites related to the
treatment of depression.” Each rater was provided with the
DISCERN instrument, which includes hintsfor rating each item,
and the DISCERN handbook, which contains detailed
information about the scoring of DISCERN items. Items in
DISCERN include questions about the reliability of the
publication (eg, are information sources specified, is it clear
wherethese information sourceswere produced, degreeto which
the discussion is balanced) and the quality of information on
treatments (eg, description of the mechanism, benefits, risks of
possible choices and inclusion of multiple treatment options).

Previous research has demonstrated acceptable inter-rater
agreement on individual items of the instrument when used by
expert health professionals and “fair” agreement among
consumers[3]. The original version of the test used the overall
quality score asthe measure of quality. However, subsequently,
anumber of studiesemploying DISCERN have used ameasure
of quality based on a tota DISCERN score derived by
cumulating scoresacrossthefirst 15 DISCERN items (minimum
score = 15; maximum = 75) (eg, [4,5,13,14]). This measure
shows acceptable inter-rater agreement (r = 0.88 [4], r = 0.82
[14]) and has been reported to correlate with the overall quality
rating (r =0.8[14]). Inthe current study, the correl ation between
thetotal DISCERN score and the overall quality item scorewas
0.91 for consumersand 0.92 for experts. The DISCERN results
reported in the primary analyses are therefore confined to the
total DISCERN measure.

The correlation between the DISCERN ratingsfor thetwo health
professionals was 0.86 (P < .001). Intercorrelations between
DISCERN ratingsfor the three consumer raterswere 0.78, 0.77,
and 0.68 (P < .001). An average score was therefore computed
for the health professional s and the consumers. The DISCERN
ratings for the hedth professionals and consumers were
significantly correlated (r = 0.77, P < .001). A paired t test

JMed Internet Res 2005 | vol. 7 | iss. 5 |e55 | p.53
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

demonstrated that mean DISCERN scores for the two types of
rater did not differ significantly across the 24 websites (ty; =

0.64, P = 53).

Satisfaction

Website satisfaction was measured using a series of 9 items
devel oped for the purpose of the study. Itemsincluded questions
about the target website's perceived usefulness, relevance to
people with depression, trustworthiness, author knowledge,
esthetics, and whether the site could be easily understood, easily
navigated, and would be recommended. A total satisfaction
score was calculated by computing the total number of
sati sfaction items endorsed by the rater (minimum 0, maximum
9). The correlation between satisfaction ratings for the two
evidence-based guideline health professional raters was 0.86
(P <.001) and for the two DISCERN health professional raters
was 0.83. Intercorrelations between satisfaction measures for
the three consumer raters were significant in two of the three
cases (rater 1vs2: r = 0.60, P =.002; rater 2vs 3:r =0.58, P
=.003; rater 1vs 3: r = 0.26, P = .22). Therefore, athough the
satisfaction measure for the evidence-based guideline health
professional raters was based on their average score, and an
average score was also computed for the DISCERN health
professional raters, the satisfaction measures for the three
consumer raters were treated separately.

Google ToolBar PageRank

Google PageRank is employed by the Google search engine as
ameasure of the “importance” of a\Web page. These PageRank
values can range from 0 to 10, with higher values indicating
greater importance. PageRanks are based on an iterative
algorithm developed by Google founders Brin and Page [15]
that takes into account the number and importance of pages
which link to awebsite. The importance of pages linking to a
siteisassessed according to the number and importance of sites
linking to those pages. The PageRank score on the Google
toolbar isatransformed function (conjectured to belogarithmic
or distributional) of araw Google PageRank score. The latter
arevery small positive numberswhich sumto 1.0 over theentire
Web and are known to be power-law distributed [16]. Google
PageRank differsfrom the ranking order in Google search results
in that PageRank is query independent, whereas the ranking
order in Google search results takes into account many other
variables, such as frequency of occurrence of search terms on
apage, anchor text used to link to sites, and alarge number of
other tuning variables not disclosed by the company, aswell as
PageRank.

The Google PageRank for each site was obtained by
downloading the Google toolbar and recording the integer
number attached to thetoolbar. Thelowest and highest identified
page ranks in the DMOZ depression directory were 0 and 7,
respectively.

Analyses

Intercorrelations between evidence-based scores, DISCERN,
and overall satisfaction were computed using Pearson r tests.
(Note that when these analyses were recomputed using
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non-parametric Spearman rho tests, similar patterns of results
were observed.) Site quality was assessed as a function of site
characteristic using independent t tests (with L evene' scorrection
in the case of unequal variances). Differences between
evidence-based scores as a function of individual satisfaction
itemswere analyzed separately using independent t tests except
that no analysis was performed for items for which the sample
sizes in a cell were very small (less than 6 sites). Multiple
independent t tests were also used in analyzing the effects of
site characteristicsand for individual satisfaction items because
the data were not amenable to an overall multivariate analysis
such as a multiple regression or a MANOVA followed by
contrasts corrected for multiple comparisons. For example, there
were insufficient websites given the number of independent
predictors to apply multiple regression to the data. The
probability values cited in the results tables and text therefore
refer to error rate per comparison. Given that alarge number of
comparisons were conducted in this study, the chance of
reporting one or more spuriously significant resultsishigh. For
thisreason, patterns of results, rather than isolated findings, are
emphasized in reporting and interpreting the study results,
particularly with respect to the satisfaction items. With the
exception of tests of the significance of differences between
dependent correlations, which were carried out using the SISA
onlinecalculator [17], all analyseswere carried out using SPSS
version 13.0[18].

Results

Site Characteristics

Site characteristics are summarized in Table 1. Site ownership
was distributed relatively evenly between individuals and
organizations. Only aminority of the siteshad an editorial board,
and a health professional was involved in fewer than 40% of
the sites. The majority of the sites were focused specifically on
thetopic of depression as might be expected from sites selected
from adepression directory, although one-third contained more
general mental health or health content. Over 40% of the sites
promoted some type of product or service. Just under one-third
of the sites collected persona information, and one-quarter
required registration in order to obtain all of the site's
information. One-third of the sites did not publish a privacy
policy. Surprisingly, over 40% failed to include a disclaimer
(eg, astatement that the website was not intended as a substitute
for medical advice).

Level of Quality and Satisfaction

Overall, the mean evidence-based score was low (3.6, SD =
3.9), and the mean DISCERN ratings for both the health
professional and consumer raters fell in the poor to average
range (health professionals: mean = 37.8, SD = 17.0; consumers:
mean =36.3, SD = 10.6). Mean satisfaction scoreswere low for
the evidence-based raters (mean = 2.8, SD = 2.1), were average
for the health professional DISCERN raters (mean = 4.3, SD =
2.6), and average for the consumer DISCERN raters (rater 1:
mean = 6.1, SD = 2.3; rater 2: mean = 4.7, SD = 3.0; rater 3:
mean = 4.4, SD = 3.7).
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Table 1. Site characteristics and evidence-based quality scores

Griffiths & Christensen

Mean (SD) Evidence-Based Guideline Score

Site Characteristic Number of Sites (%) (max = 20)
Owner ship structure Individual 13 (54.2%) 15(2.1)
Organization* 11 (45.8%) 6.1(4.2)
t140** = -3.36, P =.005
Editorial board Yes 6 (25%) 7.7(3.2)
No 18 (75%) 2.2(3.1)
tyy =-3.67, P =.001
Scope T Depression specific 15 (62.5%) 24 (35)
Broad scope 8 (33.3%) 6.2 (3.7)
ty = -2.41, P=.03
Health professional involved Yes 9 (37.5%) 7.2(3.0)
No 15 (62.5%) 1.4 (2.6)
tpy = -4.94, P < .001
Promotion of products/services Yes 10 (41.7%) 4.1 (4.2)
No 14 (58.3%) 3.2(3.8)
tpy = —0.54, P = 596
Privacy policy Yes 9 (37.5%) 6.4 (3.6)
No 15 (62.5%) 19(3.1)
tpy = -3.23, P = .004
Disclaimer Yes 10 (58.3%) 7.0(3.7)
No 14 (41.7%) 1.2(L7)
t117** =-4.64, P= 001
Feedback mechanism Yes 22 (91.7%) N/AT
No 2(8.3%) N/AL
Register for all information Yes 6 (25%) 6.6 (4.0)
No 18 (75%) 2.6 (3.4)
tyy = -2.38, P = .03
Collect personal information Yes 7 (29.2%) 4.6(4.1)
No 17 (70.8%) 3.1(3.9)
tp,=-0.85 P = .41
All sites 24 3.6 (3.9)

* Commercial, consumer, or other organized group
" Levene's correction applied

T One site not depression related

* Not analyzed due to small sample size

Association Between Evidence-Based Quality and the
Potential Indicators of Quality

DISCERN

There was a strong correlation between the average
evidence-based score and the average DISCERN ratingsfor the
health professionals (r = 0.80, P < .001) and amoderately high
correlation for consumers (r = 0.62, P = .002). For health

http://www.jmir.org/2005/5/e55/

professionals, intercorrel ations between DISCERN ratings and
evidence-based scores for each of the items considered
separately ranged from 0.37 (P = .08) for Item 5 (Is it clear
when the information used or reported in the publication was
produced?) to 0.88 for Item 3 (P <.001) (Isit relevant? eg, Does
the publication address the questions readers might ask and are
the treatment recommendations realistic or appropriate?). For
consumers, this range was 0.18 (P = .40) for Item 5to0 0.68 (P
<.001) for Item 3.
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Google PageRank

There was a moderate correlation between the evidence-based
guideline score and Google PageRank (r = 0.59, P =.002). The
size of this correlation was almost the same asthat between the
consumer DISCERN ratings and evidence-based scores.

Site Characteristics

Table 1 showsthe evidence-based guideline scores asafunction
of site characteristics. Evidence-based quality was significantly
higher for organizations, siteswith an editorial board, siteswith
broad health content, and sites involving a health professional
than for their counterparts. Similarly, sites which posted a
privacy policy, sites which included a disclaimer, and sites
requiring registration to obtain all information were of
significantly higher evidence-based quality. There was no
significant difference in evidence-based guideline scores for
sites that promoted products or services or that collected
personal information on visitors.

http://www.jmir.org/2005/5/e55/

Griffiths & Christensen

Associations Between Quality M easures and
Satisfaction

Evidence-based ratings were significantly correlated with overall
rater satisfaction (r = 0.85, P < .05). Sites that were judged by
consumers to have useful treatment information, to describe
what a consumer might wish to know about depression, to be
trustworthy, and to be written by people who knew about
depression showed better evidence-based quality, at least for 2
of the 3 consumers (Table 2). There were no significant
differencesin evidence-based scoresfor consumersasafunction
of the judged attractiveness of the site or whether they would
recommend it to someone else. Sites judged by health
professional raters as useful, relevant, written by a
knowledgeabl e author, and worthy of recommendation were of
higher evidence-based quality. There were no significant
differences in evidence-based scores as a function of whether
the sitewasjudged by health professionalsto be navigable. The
pattern of findings for the health professionals who provided
evidence-based ratings was similar to the pattern of findings
for health professionals who conducted DISCERN ratings.

JMed Internet Res 2005 | vol. 7 | iss. 5 |e55 | p.56
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

Griffiths & Christensen

Table 2. Mean DISCERN scores for consumers and mean evidence-based and DISCERN scores for health professionals, as a function of individual

satisfaction items

Consumer Raters

Health Professional Raters

Evidence-Based DISCERN
Item Rater 1 Rater 2 Rater 3 Rater 1 Rater 2 Rater 1 Rater 2
Useful treatment
Yes 6.45(n=10) 6.17(n=9) 4.45(n=11) 8.93(n=7) 893(n=7) 750(n=9) 5.82 (n=11)
No 154(n=14) 214(n=7) 285(n=13) 1.38(n=17) 1.38(n=17) 1.23(n=15) 1.09 (n=11)
tpp=-3.83 t14=-248 t,,=-1.00 tpr = —9.46 trr = —9.46 t106* =-5.22 t1397* =3.75
P =.001 P=.03 P=.32 P <.001 P <.001 P <.001 P =.002
Useful overall
Yes 463(n=16) 523(n=11) 4.04(n=12) 7.33(n=9) 893 (n=7) 6.73(n=11) 6.89 (N=9)
No 150(n=8) 219(n=13) 3.13(n=12) 1.33(n=15 138(n=17) 92 (n=13) 1.08 (n = 13)
ty=-196  tp=-2.02 ty=-57 tggs* = —457 ty=-9.46 tia7* =-5.11  tyogf = —-4.92
P=.06 P=.06 P=.58 P=.001 P <.001 P <.001 P<.001
Relevant
Yes 6.94(n=8) 6.71(n=7) 3.88(n=13) 100(n=1) 9.90 (n=5) 8.75(n=6) 8.19(n=8)
No 1.90(n=16) 229(n=17) 3.22(n=11) 3.30(n=23) 1.92 (n=19) 1.86 (n=18) 1.28 (n=16)
tpp=—3.70 t»=-289 t1571* =-.39 - - ty, = -5.83 tpp ==7.58
P =.001 P =.008 pP=.70 P <.001 P<.001
Trustworthy
Yes 540(n=15) 6.71(n=7) 4.77(n=13) 7.20(n=5) 9.25(n=4) 6.22(n=9) 5.07 (n=14)
No 56(n=9) 229(n=12) 218(n=11) 2.63(n=19) 258 (n=19) 2.00(n=15) 1.88(n=38)
t17.14% = t17=-314  tp»=-1.68 tor = -2.96 too =—1.96
—4.57 P =.006 P=.11 P =.007 P=.07
P<.001
Knowledgeable
Yes 458(n=18) 5.81(n=11) 4.93(n=15) 857(n=7) 857(n=7) 5.82(n=14) 5.34 (n=16)
No 58(n=6) 183(n=12) 150(n=8) 153 (n=17) 153 (n=17) 45 (n=10) .08 (n=16)
th197° = tp1 =-278 tp;=-2.16 tpr=-7.15 tpr =-7.15 t154* =-5.23 t150* =-5.70
—3.76 P=.01 P=.04 P <.001 P <.001 P <.001 P <.001
P =.001
Under standable
Yes 358(n=24) 3.74(n=23) 4.55(n=10) 227 (n=13) 4.08 (n=19) 390 (n=22) 438 (n=17)
No —-(n=0) 0(n=1) 2.89 (n=14) 5.14 (n=11) 170 (n=5) 0(n=2) 164(n=7)
- - ty, =-1.024 tiugs* =180 - - tpoo* = -2.07
P=.32 P=.09 P=.05
Navigable
Yes 33(n=23) 395(n=21) 3.79(n=12) 3.2 (n=16) 3.84(n=16) 3.08(n=18) 2.98 (n = 20)
No 10(n=1) 1(n=3) 3.38(n=12) 43(n=9) 350(n=7) 5.08 (n=6) 6.63 (n=4)
- - tor = —.26 tyr = .64 tpy =-.19 tyr = 1.09 trr =178
P=.80 P=.53 P=.85 P=.29 P=.09
Attractive
Yes 3.74(n=23) 392(n=13) 3.93(n=7) 6.80 (n=5) 1.83(n=3) 6.42(n=7) 425 (n=4)
No 0(n=1) 3.18(n=11) 344 (n=17) 281 (n=18) 3.92(n=19) 241 (n=17) 3.45 (n=20)
- ty=-46  tyy=-.27 - - tyy = -2.55 -
P=.65 P=.79 P=.02
Recommended
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Consumer Raters

Health Professional Raters

Evidence-Based DISCERN
Item Rater 1 Rater 2 Rater 3 Rater 1 Rater 2 Rater 1 Rater 2
Yes 539(n=9) 4.65(n=10) 4.04(n=12) 10.83 (n=3) 425(n=2) 8.75(n=6) 736 (n=7)
No 25(n=15 219(n=13) 3.13(n=12) 2.60 (n=20) 3.39(n=19) 1.86 (n=18) 1.83(n=15)
tp=—184 1ty =-166 ty,=-.57 - ty, = -5.83 tog =-4.00
P=.08 P=.11 pP=.58 P <.001 P =.001

" Levene's correction applied

Consumer DISCERN ratings were strongly correlated with
satisfaction ratings (rater 1: r = 0.74, P < .001; rater 2: r = 0.85,
P <.001) aswere expert DISCERN ratings (r = 0.95, P <.001).
By contrast, PageRank was correlated with consumer
satisfaction for one rater only (rater 1: r = 0.45, P = .03; rater
2: 1 =035, P> .05; rater 3: r = 0.21, P > .05) and was only
moderately correlated with expert satisfaction ratings (r = 0.50,
P =.01). This difference in correlation for the DISCERN and
PageRank conditions was significant for two of the consumers
and also for the health professionals (consumer rater 1:
difference in r = 0.29, 95% CI = -0.02 to 0.60); rater 2:
differenceinr = 0.50, 95% CI = 0.18t0 0.82; rater 3: difference
inr = 0.64, 95% CI = 0.26 to 1.02; heath professionals:
differenceinr = 0.45, 95% Cl = 0.23t0 0.67)

Discussion

This study provides the first published demonstration that
DISCERN is an indicator of evidence-based website quality
when used by consumers. It also confirms our previous finding
[4] that DISCERN is an indicator of evidence-based quality
when used by health professionals.

Thefinding that DISCERN may beavalid meansfor consumers
toidentify websites of high quality and satisfaction has practical
implications for consumers. It is unlikely that individua
consumerswill invest thetimerequired to use DISCERN solely
for their own purposes. However, used with caution and an
understanding that it is not a perfect predictor of evidence-based
quality, DISCERN may be relevant to consumer organizations
interested in assembling lists of links to high quality websites
for their membership or for visitorsto their website. Moreover,
the finding that DISCERN may be useful for consumers raises
the possibility that DISCERN might also be validly applied by
other nontechnical experts, an observation of potential relevance
to any organization or Web constructor interested in
inexpensively assembling quality portals.

Interestingly, in the case of consumers, Google PageRank is as
strong an indicator of evidence-based quality as DISCERN.
Thus, this measure may be a simple and practical means by
which individual consumers can evaluate, albeit imperfectly,
the likely quality of mental health sites. Apart from the time
required to download the Google toolbar in the first instance,
its use requires minimal expertise and time. In addition,
PageRank is likely to be convenient for users seeking health
information on the Web since they typically do so by means of
asearch rather than via directories or portals[19,20]. Since the
Google PageRank was correlated less highly with satisfaction

http://www.jmir.org/2005/5/e55/

than was DISCERN, the latter may be the preferred rating tool
for organized groups for whom the overhead in learning to use
DISCERN can bejustified. However, even in this circumstance,
itispossiblethat Google PageRank could be used asa screening
deviceto eliminatelikely sites of low quality and the moretime
consuming DISCERN instrument then applied to the remaining
sites. Alternatively, the reduction in sites may render the task
of assessment by a content expert feasible.

It is encouraging that sites regarded by consumers as more
useful, trustworthy, and relevant are, on average, sites of higher
evidence-based quality. This suggests that consumers own
judgment of and satisfaction with website content may be a
useful indicator of appropriate sites. Finally, consumers might
be guided by the finding from this and two of our previous
studies[4,21] that sites produced by organizations and sites that
have an editorial board are of above-average quality. In addition,
consumers may be able to place more reliance on sites that pay
attention to factors such as a privacy policy, a disclaimer,
feedback mechanisms, and on sites that involve health
professionals. By contrast, stylistic attributes (eg, judged
attractiveness) do not appear to be a useful basisfor identifying
higher quality sites.

Limitations

This study suffers from several limitations. First, considerable
caution is needed in applying the results given that the
correl ations between the evidence-based scores and DISCERN
and Google PageRank were of the order of 0.6 for the
consumers. Although considered a strong relationship in the
behavioral sciences [22], correlations of this magnitude will
result in misclassifications, including false positives and false
negatives. Second, the number of consumers employed in the
study was small. Third, the study was confined to the field of
depression. Fourth, a study of the psychometric properties of
the satisfaction measure has not been undertaken. It istherefore
difficult to determine if the lower agreement between
satisfaction and DISCERN among consumersreflectsinadequate
reliability of the measure for consumers or a greater variability
among consumers than heath professionals as to what
constitutes satisfaction. In addition, consumer scores on this
measure may have been influenced by their concurrent use of
DISCERN. Similarly, satisfaction ratings provided by the
evidence-based health professional raters may have been
influenced by their prior coding of site characteristicsand ratings
of evidence-based quality. It would therefore be appropriate to
repeat the study with alarger number of consumers and health
professionals, to employ a design in which the ratings on
different instruments, such as DISCERN and satisfaction, were
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each provided by different consumers and health professionals  Conclusions
using a validated, reliable measure of satisfaction, and to
determine if the findings are robust across a range of mental
health and other health domains. In addition, although a number
of site characteristicswere associated with better evidence-based
quality, the website sample size was insufficient to conduct

These results represent afirst step toward identifying tools that
consumers who are not content experts can use as vaid
indicators of the evidence-based quality of websites. Further
research is required to explore the utility of DISCERN and
X X > Google PageRank. In particular, it is important to determine
analyses to identify the independent effects of these ,imag cutoff points for identifying higher quality sitesand to
characteristics on quality. It is possible, for example, thal o\ ore the sensitivity and specificity of the measures. Itisalso
organizationsare more ikely to both produce high-quality Stes ¢ jterest to document the relative utility of DISCERN for
and incorporate a privacy policy, disclaimer, and feedback  hontechnical raters of differing educational backgrounds,
mechanism. Finally, none of the raters—professiond or o pevience with the instrument, and Web experience. Finally,
consumer—were experienced in the use of the DISCERN  given that not one but many indicators may be useful in

instrument. The findings may therefore underestimate the  jgentifying high-quality sites, there may bevaluein identifying
usefulness of DISCERN as an indicator of quality when used  oima) combinations of multiple indicators of quality. There

by an experienced rater. is also much to be gained by further identifying automatic
indicators of the type that could be factored into the relevance
algorithms of a specialized focused search engine.
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Abstract

Background: Since health information on the World Wide Web is of variable quality, methods are needed to assist consumers
to identify health websites containing evidence-based information. Manual assessment tools may assist consumers to evaluate
the quality of sites. However, these tools are poorly validated and often impractical. There is a need to devel op better consumer
tools, and in particular to explore the potential of automated procedures for evaluating the quality of health information on the
web.

Objective:  This study (1) describes the development of an automated quality assessment procedure (AQA) designed to
automatically rank depression websites according to their evidence-based quality; (2) evaluates the validity of the AQA relative
to human rated evidence-based quality scores; and (3) compares the validity of Google PageRank and the AQA asindicators of
evidence-based quality.

Method: The AQA was devel oped using a quality feedback technique and a set of training websites previoudly rated manually
according to their concordance with statements in the Oxford University Centre for Evidence-Based Mental Health's guidelines
for treating depression. The validation phase involved 30 websites compiled from the DMOZ, Yahoo! and LookSmart Depression
Directories by randomly selecting six sites from each of the Google PageRank bands of 0, 1-2, 3-4, 5-6 and 7-8. Evidence-based
ratings from two independent raters (based on concordance with the Oxford guidelines) were then compared with scores derived
from the automated AQA and Googl e algorithms. There was no overlap in the websites used in the training and validation phases
of the study.

Results:  The correlation between the AQA score and the evidence-based ratings was high and significant (r=0.85, P<.001).
Addition of a quadratic component improved the fit, the combined linear and quadratic model explaining 82 percent of the
variance. The correlation between Google PageRank and the evidence-based score was lower than that for the AQA. When sites
with zero PageRanks were included the association wasweak and non-significant (r=0.23, P=.22). When siteswith zero PageRanks
were excluded, the correlation was moderate (r=.61, P=.002).

Conclusions: Depression websites of different evidence-based quality can be differentiated using an automated system. If
replicable, generalizableto other health conditions and deployed in aconsumer-friendly form, the automated procedure described
here could represent an important advance for consumers of Internet medical information.

(J Med Internet Res 2005;7(5):€59) doi:10.2196/jmir.7.5.659
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Introduction

At least 50% of households in the United States, the United
Kingdom and Australia are connected to the Internet [1-3]. In
addition, many people have access to the Internet outside the
home (eg, at work and in publiclibraries). A recent survey found
that 79% of American Internet users have searched for health
information online [4]. Moreover, there is evidence that online
health information can improve health knowledge and health
outcomes[5, 6].

To date, however, few health information websites have been
subjected to rigorous assessment of their effectiveness in
improving health outcomes. In the absence of such evidence, a
minimum requirement for a high quality health information
website should be that its content i s evidence-based; that is, that
its content and recommendations are consistent with evidence
from a systematic review of the available medical literature. A
non-evidence-based site would recommend treatments that are
not supported by the evidence as effective, oppose the use of
beneficial treatments of demonstrated benefit or fail to mention
some effective treatments at all. For example, a depression
webpage on the official site of the Church of Scientology claims
that Dianetics is “the only proven effective technology of the
human mind” [7] and fails to mention other medical,
psychological and alternative treatments of demonstrated
effectiveness. Elsewhere on the site, Zoloft and Prozac are
described as “even more damaging than street drugs’ [8].

Evidence-based health information isroutinely disseminated to
health professionals with the aim of assisting clinical decision
making, improving healthcare and thereby improving health
outcomes. Such evidence, when provided to consumers, hasthe
potential to improve health outcomes by assisting consumers
to select effective, rather than ineffective self-help techniques
and by supporting shared decison making and
consumer-provider collaborative care[9]. Unfortunately, reviews
of the content of health websites have demonstrated that their
quality, when assessed relative to evidence-based standards, is
variable [10-13]. People seeking health information may
therefore require assistance to filter out lower quality websites.

Various mechanisms have been proposed for assisting
consumers to access high quality health websites [14]. These
include the use of quality portals (such as OMNI in the United
Kingdom and Healthinsite, Australia), pledges of webmasters
to adhereto codes of conducts (such asthe HON code[15]) and
the use of consumer tools for assessing a site (for example
DISCERN [16]). However, the criteriafor inclusionin aquality
portal typically do not include an evidence-based assessment,
so their validity as guides to quality material is uncertain.
Moreover, since such portals require time, effort and training
tomaintain, it may be difficult to update the database in atimely
fashion. Similarly, codes of conduct and consumer tools employ
accountability criteria (such as the identification of the author,
their affiliations and qualifications) which are typically not
validated against an evidence-based standard [11, 17, 18]. One
exception is DISCERN, atool designed to assist users without
technical expertise to assess the quality of health information
users. We have reported some preliminary evidence that
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DISCERN may be a valid indicator of the evidence-based
quality of websites when used by consumers [19]. However,
the tool may not be valid for all consumers. Moreover,
DISCERN requirestraining and is lengthy, involving 15 items
and requiring assessment of all the pages on the target website.
In practice, individual consumers may lack the time and
motivation to undergo the necessary training or to apply the
tool to individual websites.

A potential solution to these problemsisto devel op assessment
tools based on algorithmsthat automatically evaluate the quality
of health information websites. To date there has been little
work directed to this possibility. There is some evidence of a
relationship between Google Page Rank and evidence-based
quality from two recent studies [19, 20]. However, the
association appearsto be only of moderate strength, suggesting
that amore valid automatic indicator of website quality may be
required.

This paper describesthe development of acomputer algorithm,
the Automatic Quality Assessment procedure (AQA), designed
to automatically rank depression websites according to the
evidence-based quality of their treatment information. In
addition, it describes the results of an evaluation of the validity
of the AQA as an indicator of human-rated evidence-based
quality of treatment content. It al so comparesthe validity of the
AQA and Google PageRank as indicators of evidence-based
quality.

The study focused on the evaluation of treatment information
in depression websites since depression is a primary source of
disability burden [21] and it has been reported to be a condition
for which users commonly seek information on the Internet [4].
Thereis aso a high degree of unmet need in the treatment of
depression [22].

Methods

This section comprises two parts. The first describes the AQA
and its development. The second describes the methodol ogy
used for the validation of the AQA as an indicator of
evidence-based treatment quality. The evidence-based rating
scale[12] employed in devel oping and validating the AQA was
based on clinical practice depression guidelines developed by
the Centre for Evidence-Based Mental Health in Oxford from
asystematic review of the evidence [23].

The Automatic Quality Assessment Procedure (AQA)

In the following we present the procedure for calculating AQA
scores and note its dependence upon two learned queries and
three numerical parameters. We then describe the devel opment
phase during which the queries were learned and the parameter
values chosen. The development phase employed
websites/webpages not in the validation set but for which we
had collected human-rated rel evance or evidence-based quality
measures from our previous studies [12, 19, 24].

The AQA assumes the availability of search engine software
that incorporatesaweb crawler and hasthe ability to effectively
score the relevance of documentsto a query. The current study
employed the Panoptic search enginefor this purpose. However,
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we believe that other similar search engines could be substituted
with similar results. A set of computer scripts were written to
learn queries, to set values of tuning parameters and to collect
and analyze output from the search engine. These scripts are
not part of the Panoptic search engine.

The Procedure
The AQA procedure comprised six steps as follows:

1. The target websites were downloaded using web crawler
software;

2. These downloaded pages were aggregated with alarge set
of arbitrarily chosen general English language web pages
and the resulting collection indexed using the search engine.
This was necessary to avoid the extremely biased term
frequency distribution of a depression-only collection;

3. A previously learned relevance query (see below) was
processed over the collection created in Step 2 using the
search engineto produce relevance scoresfor all documents.
Therelevance query consisted of many words and phrases,
each with a numerical importance weighting. Documents
with non-zero scores were not retrieved. For each site to
be evaluated, the number of retrieved documents |R| were
counted and the mean relevance score (r) computed.

4. A previously learned quality query (see below) was
processed in the same fashion asin Step 3, yielding |Q| and
g.

5. Siterelevance and site quality scores were computed using
Equations (1) and (2). These scores were normalized such
that the highest S; became 1.0 and the highest S, was also
1.0.

6. An overal site score was computed using Equation (3).
Gamma is a scaling parameter designed to make scores
comparable with those from the human rating scale.

Equation 1: S=a x r + (1-a)% |R|
Equation 2: §;= a x g + (1-0) |Q)]
Equation 3: S=y x (B x §; + (1-B)xS)

The following sections describe how relevance and quality
gueries were learned and the values of a, 3 and y chosen.

L earning Relevance and Quality Queries

Relevance and quality queries were learned using an extension
and novel application of the relevance feedback technique from
the field of information retrieval. In the relevance feedback
approach, acomplex query consisting of weighted terms (words
and phrases), isautomatically generated by comparing theterm
frequency distributions of sets of relevant and irrelevant
documents. Good terms occur frequently in relevant text but
seldom otherwise. Theresulting query isused by atext retrieval
system to derive rel evance scores for documents. We extended
this method to learn a'quality’ query from sets of high and low
quality webpages.

Relevance query: During development of the relevance query,
guery termswere sel ected by computing Term Selection Values
(TSVs) [25] for each candidate term, ranking them in descending
order and taking all the terms above a cutoff. Numerical weights
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were applied to the selected terms using the Robertson-Sparck
Jones formula[26].

Using 347 documents previously judged relevant to the topic
of depression [24] and 9000 documents with very low
probability of relevance to that topic, we generated arelevance
guery consisting of the wordswith the 20 highest TSV sand the
two-word phrases with the 20 highest TSVs. The cutoff of 20
was arbitrary but consistent with past information retrieval
practice.

Quality query: We generated aquality query inthe samefashion,
using 110 documents judged to be relevant to depression and
of high quality asthe“relevant” set and 3002 documentswhich
were judged either irrelevant or relevant but not of high quality
[24]. In this case the number of words (29) and phrases (20) in
the query was the minimum number needed to ensure the
inclusion of the names of all the evidence-based depression
treatmentslisted in our previously published systematic review
of the effectiveness of medical, psychological and aternative
treatments for depression [27].

Choosing Parameter Values

All the documents from 29 training sites for which we had
human evidence-based (Oxford) ratings from previous studies
[12, 19] werefetched using the Panoptic crawler and combined
with 10000 documents from the Yahoo! Directory which were
not in the depression category, as per Step 2 of the AQA
procedure.

In following Steps 3 and 4 of the procedure during training, we
computed |R|,r,|Q| and g based on scores obtained using the
Okapi BM25[28] relevance scoring mode of the Panoptic search
engine. Okapi BM25 takes into account the frequency of
occurrence of query terms in a document, the discriminating
power of each query term, and the length of the document in
calculating arelevance score.

The parameter adjusts the balance between the average
document score and the coverage of a site. We then arbitrarily
chose a = 0.75. The parameter 3 adjusts the balance between
the relevance and quality scoresfor a site. We stepped through
the range of values between 0.0 and 1.0 and chose the value
which, when used in Equation 3, maximized the correlation
between the computed site scores and the human-assigned
quality scores. The best combination found, a = 0.75and 8 =
0.70, yielded a correlation of 0.94 on the training data. It is
possible that better values could be found with a more
exhaustive optimization of parameters.

The parameter y does not affect the correlation but scales the
rav AQA scores to match the range of the human assigned
scores. We chosey = 17.27 which caused the highest AQA score
to be the same as the highest human-rated score.

The values determined in training (a = 0.75, 3 =0.70 and y =
17.27) were used in the validity testing phase.

Validity of the AQA ver sus PageRank

Here we describe the methodology used in a comparative
validation study of the AQA and the Google PageRank
procedures as an indicator of evidence-based treatment website
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quality. Each of two judges provided evidence-based ratings of
30 new depression websites. Theseratingswere compared with
automated scores derived from the AQA and Google PageRank.

Selection of Sites

The 30 depression information test websites were selected in
the following manner.

First, we compiled amaster list of all depression websitesfrom
the Open Directory (http://dmoz.org), Yahoo
(http://www.yahoo.com) and L ookSmart
(http://www.looksmart.com) main and personal and treatment
depression subdirectories as of September 2004. DMOZ, Yahoo
and LookSmart are the three magjor human-compiled search
engines on the World Wide Web. The human-compiled
directories of many major crawler-based search engines such
as Google are derived from Open Directory and the
human-compiled content of the Lycos Directory is currently
supplied by LookSmart.

After excluding websites that were no longer accessible,
websitesthat were asubdirectory of an already included website,
or “websites’ that were actually links to an individual article,
208 websites remained.

Using the Google Toolbar, Google PageRank scores were
recorded for each of these 208 websites. Siteswere then pooled
into 5 PageRank bands (0, 1-2, 3-4, 5-6 and 7-8) and, from each
of the 5 PageRank bands, 6 websites were randomly selected
(using acomputer generated random number function) to form
aninitial set of 30 depression websites. Siteswere stratified by
PageRank prior to sampling to avoid generating a spuriously
low correlation due to restricted range effects. A further 3
websites were excluded because the content was not free, there
was no depression information on the primary site, or the site
comprised only asingle clinical tool for clinicians. These sites
were each replaced from the equivalent PageRank band using
the same computer generated random function.

Site content for each of the 30 websites was printed out in its
entirety by systematically following al internal links. Any audio
or video material content on a site was accessed online by the
evidence-based raters and incorporated into the overal
evidence-based score.

Content within asite wasincluded for evaluation if it was free,
written in the English language, comprised core informational
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material and focused on unipolar depression. Since the
evidence-based rating scale employed in the current study was
based on systematic guidelines for the treatment of major
depressive disorder, pages in a site were excluded from
evaluation if they focused on bipolar disorder, premenstrual
syndrome, premenstrual dysphoric disorder or seasonal affective
disorder. In addition, thefollowing content on the target websites
was excluded from the evaluation: news sections, videos of
research conferences, book reviews, collections of PubMed
abstracts, poetry, message board and chatroom content. This
content was excluded because it was often unmanageably large
(eg, poetry archives and chatrooms) and peripheral to the core
educational material contained on thewebsites. General clinician
assessment instructions and survey databases were excluded as
they were not relevant to the study. Non-English content was
excluded for practical reasons.

Site Assessment

Site Characteristics

Test sites were coded independently by 2 raters according to
their ownership structure (individual vs organization); whether
or not they had an editoria board; whether or not the site was
depression specific, was somewhat broader in scope, or
comprised a clearinghouse; whether a health professional was
involved; and whether the site promoted products or services
(see Table 1). Where the two coders disagreed, the final
categorization was assigned by athird rater (KG).

Evidence-Based Score

Each test site was rated independently by 2 raters using a
20-item rating scale previously developed by us [12] (see
Textbox) from statementsin the evidence-based, systematically
developed clinical practice guidelines for the management of
depressionin primary care published by the Oxford University’s
Centrefor Evidence-Based Mental Health guidelines[23]. Only
statements directly relevant to treatment were incorporated in
the 20-item scale. The 30 test sites were rated in a different
computer generated random order by thetwo raters. Thisrating
scale has previously shown high interrater reliability [12, 19].
In the current study, interrater reliability was also very high
(r=.93, P<.001) and there was no significant difference between
scores for the two raters (mean difference= 0.17, 95%
Confidence Interval (Cl)=-0.96-0.62, P=.67).
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Textbox 1. Evidence-Based Rating Scale for Human Raters

The evidence-based rating scale [12] was developed from statements in the treatment section of A systematic guide for the management of depression
in primary care published by the Centre for Evidence-based mental health, Oxford [23]

« Antidepressant medication is an effective treatment for major depressive disorder.
« Antidepressants are all equally effective.

«  Theeffectiveness of antidepressantsis around 50 to 60%.

«  Full psychosocial recovery can take several months.

«  Drop out rate is same for different antidepressants.

«  Theside effect profile varies for different antidepressants.

«  Thechoice of antidepressant should depend on individual patient factors (eg presence of co-morbid psychiatric or medical conditions, previous
response to a particular drug, patient preference regarding the desirability of specific side-effects, concurrent drug therapy, suicidal risk)

«  Antidepressants are not addictive.

o Atria of 6 weeksat full doseis needed before a drug can be considered to have failed and another tried.
« A second-line drug should probably be from a different class of antidepressant.

«  Onceimproved continuation treatment at the same dose for at least 4-6 months should be considered.

«  Discontinuation syndrome may occur with abrupt cessation of any antidepressant so antidepressants should not be stopped suddenly. Where
possible antidepressants should be withdrawn over a 4 week period, unless there are urgent medical reasons to stop the drug more rapidly. [To
score 1, need to make general points that abrupt cessation can cause discontinuation syndrome and that antidepressants should not be stopped
suddenly]

« St John's Wort appearsto be as effective astricyclic antidepressants and causes fewer side effects, but little is known about any long term adverse
effects.

«  Cognitive therapy can be an effective treatment for depression.
«  Cognitive behaviour therapy is at least as effective as drug treatment in mild-to-moderate depression.

«  Cognitive behaviour therapy may be valuable for people who respond to the concept of Cognitive behaviour therapy, prefer psychologica to
antidepressant treatment, have not responded to antidepressant therapy. [Score 1 if mention at least one of these]

«  Problem-solving may be effective for depression.

« [Generic] counselling is probably no more effective than treatment as usual from the GP for depression.

«  Written information (usually based on a cognitive model of depression) can improve mild-to-moderate depression. [Score 1 if cognitive model]
«  Exercise can be effective - alone or as an adjunct to other treatments.

For each item, score 1 if the site information is consistent with the statement. Cumulate item scores across the scale to yield a total evidence-based
score for the site.

Statistical Analysis

The sampl e size was considered sufficient to justify meaningful
parametric analysis of the data. Intercorrelations between
variables were computed using Pearson correlation tests. The
validity of the automatic measure as an indicator of
evidence-based quality was evaluated using hierarchical multiple
Google PageRank regression. These analyses were performed using SPSS 12.0.1
The Google PageRank was recorded for each home page. [30]. Te;ts of the significance of.differenc& betwgen dependent
Google PageRank isameasure employed by the Google Search correlations were computed using the SISA online calculator
Engine company to evaluate the reputation of a webpage. The [31].

PageRank is based on a computer algorithm that computes

iteratively the number and importance of links to a webpage Results

and in turn the number and importance of links to these linking Site char acteristics
pages [29]. As noted above, we identified the PageRank for

each test site by downloading the Google Toolbar and recording ~ The characteristics of the 30 depression test sites used in the
thei nt@er value (rangeo to ]_0) on thetoolbar for the homepage validation are summarized in Table 1. Two-thirds of the sites
of the site. were depression-specific, alittle over one-half were owned by
an individual, and a health professional was involved in
approximately half of the sites. One-fifth of the sites had an

Computing AQA Scores for the Test Sites

AQA scores were computed for the test websites by following
Steps 1 to 6 of the AQA procedure using the relevance and
quality queries and the values of a and 3 that were derived
during training.
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editorial board and over half of the sites promoted products or
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services or both.

Table 1. Characteristics of the websites employed in the test phase of the study

Site characteristic

n (%) of sites (N=30)

Owner ship structure
Individual

Organization*

Unknown

Editorial board

Yes

No

Scope

Depression specific

Broad scope

Clearing house

Health professional involved
Yes

No

Promotion of products/ services
Yes

No

17 (56.7%)
12 (40.0%)
1(3.3%)

6 (20%)
24 (80%)

20 (66.7%)
9 (30.0%)
1(3.3%)

16 (53.3%)
14 (46.7%)

19 (63.3%)
11 (36.7%)

* Commercial, consumer or other organized group

Quiality scores

The mean (and standard deviation) of the evidence-based,
Google PageRank and AQA scores were 5.92 (SD = 5.46; n =
30), 3.67 (SD = 2.59; n = 30) and 8.07 (SD = 5.22; n = 29)
respectively. AQA scores were available for 29 test sites only

http://www.jmir.org/2005/5/e59/
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asonewebsiteincluded arobots.txt exclusion, an indicator that
the administrator of the site prohibited external crawlers from
accessing the website.

Therelationship between the AQA score and the evidence-based
ratings is shown in Figure 1. The linear correlation between
these two measures was high and significant (r=0.85, P < .001).
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Figure 1. The relationship between the AQA and evidence-based scores
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Table 2. Summary of hierarchical regression anaysis for predicting evidence-based quality from automatic quality
Variable B SE(B) B P
Modd 1
AQA .85 .10 .85 P<.001
Model 2
AQA -22 .30 -22 P=.45
AQA2 .07 .02 111 P=.001

Note: Model 1: R? = .71 ; Model 2: AR? = .10 (P = .001)

Visual inspection of the scatterplot in Figure 1 indicated a
possible quadratic component to therelationship. A hierarchical
multiple regression analysis was therefore performed to
determine if adding the square of the AQA score to the linear
solution improved the prediction (see Table 2). A substantial

http://www.jmir.org/2005/5/e59/
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71.4% of the variance in the evidence-based quality score was
explained by the automatic quality score alone. Addition of the
quadratic component significantly improved thefit (AR? = 0.10,
FA (1,26) = 14.3, P = .001), the combined linear and quadratic
model explaining 82 percent of the variance.
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By contrast, the correl ation between Google PageRank and the
evidence-based score was small and non-significant (r = 0.23,
P = .22, n = 30; see Figure 2). Excluding the missing case for
which AQA could not be computed, this association between

Griffiths et &

Google PageRank and the evidence-based score was
significantly lower than the association between the AQA score
and the evidence-based score (r(difference) (df = 26) = .64, t =
4.82, P =.0001).

Figure 2. The relationship between the Google PageRank and evidence-based scores.
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based

rating
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Google PageRank

Sinceit has been argued by some members of the search engine
optimisation community that PageRanks of 0 may constitute a
specia subset of PageRank values (see Comment below), the
above analyses were recomputed after excluding sites with
PageRank of 0. The association between the PageRank and
evidence-based scores for remaining sites was significant (r =
0.61, P =.002, n = 24), but remained significantly lower than
the association between the AQA and evidence-based quality
scores (r(difference) (df = 20) = 0.22,t = 2.61, P = .02).
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Discussion

Principal Results

A recent article concluded that “quality benchmarking of
health-related resources will always depend on ahuman assessor
..." [32]. We have demonstrated that an algorithm based on
relevance feedback (and involving no human judgment) is a
vaid indicator of evidence-based quality of the treatment content
of depression sites. To our knowledge, thisisthefirst published
study of the validity of a custom designed automated tool for
identifying the evidence-based quality of healthinformation. If
replicable and generalizable to other health conditions, the
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current findings may have major practical implications for
e-health, consumer empowerment and self-managed healthcare.

Previous researchers have developed search systems designed
to identify medicine-specific Web-based information [33].
However, these systems focus on identifying material that is
relevant to the medical domain rather than selecting sites of
high content quality.

One published study has described a prototype system for rank
ordering Web-based health information by quality [34].
However, this paper used accountability criteria (eg, presence
of authorship information, detection of an HONcode logo,
detection that the page included information about the date it
was last updated) rather than content accuracy as a benchmark
of quality. Thereislittle or no evidence that these accountability
measures singly or together correlate with evidence-based
content quality [10, 11, 17, 18]. Moreover, the researchers did
not evaluate the content quality of the retrieved pages in order
to validate their system of ranking against an evidence-based
standard. Finally, in contrast to the procedure described in the
current study, the system focused on individual pages rather
than on the entire website on a topic. It may be that only by
examining al the content of a site is it possible to gain a
comprehensive picture of its quality.

The finding in this study that websites can be automatically
evaluated for content quality is of considerable practical
significance. Suitably adapted, refined and integrated into or
used to post-process websites retrieved by a general search
engine, this system could assist consumersto identify websites
of higher quality. In the shorter term, the system can be used to
compile lists of websites for usein afocused search engine for
depression, such as that used on the BluePages Depression
Information website (http://bluepages.anu.edu.au). In addition,
the system may prove useful as a screening device for the use
of web developers interested in maintaining quality health
portals or links of high quality. Once filtered by the automatic
quality evaluator, devel opers could eval uate the remaining sites
manually to confirm accuracy of content, and to assess sites
according to other dimensions of quality (eg, usability) and
according to the needs of the organization and its users.

Consistent with previous studies[ 19, 20] we have demonstrated
in the current study that Google PageRank may be an indicator
of evidence-based quality. However, the fact that Google
PageRank was unable to provide a meaningful quality
assessment for siteswith azero scoreisasignificant impediment
to its practical use. Moreover, even with zero PageRanks
excluded, the associ ation between PageRank and content quality
is less strong than the association between the AQA score and
content quality. Thissuggeststhat relevance feedback (employed
by our AQA) may be superior to link structure (employed by
Google PageRank) as a method for identifying evidence-based
quality for a specific health domain. It also provides evidence
that a specialized tool such as the AQA is warranted. It might
be argued that a combination of relevance feedback and link
structure methods could improve the validity of the AQA
further. However, the preliminary indications are that thisis not
the case. Supplementary analyses showed that when the Google
PageRank was added into the regression model along with the
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AQA scores, it did not improve the fit of the model. This was
the case whether zero page rankswereincluded (explained 71%
of the variance compared to 82% in the origina model) or
excluded (explained 65% compared to 82%).

The current tool is relevant only for identifying the quality of
depression websites. However, the relevance feedback method
used inthe AQA islikely to generalize to other areas of mental
health and medicine. To apply the AQA in aternative health
domainsrequiresthat the procedureistrained to learn new terms
and parameter values specific to the new domain. The validity
of the techniquein these other domainsisamatter for empirical
investigation.

Limitations

There are some limitations of the system described here. First,
some minor changesto the AQA scaling procedure are necessary
beforethe systemisused in practice (particularly for evaluating
asinglewebsite at atime). Applying anon-linear transformation
to the raw AQA scores (rather than linear scaling) might result
in abetter prediction of the values of the evidence-based scores.
However, given that the base (linear) correlation coefficient is
already very high (0.85), the scope for improvement is limited.
Secondly, the AQA scores could be compromised if publishers
use“spamming” methodsfor optimizing their automatic quality
scores. General search enginesarefaced with asimilar problem
when website developers attempt to artificially inflate the
relevance rankings for their websites. This problem is not
peculiar to automated methods for processing websites. It is
likely that website devel opers also use strategies to maximize
their scores on manually applied quality evaluation tools while
leaving unchanged the substantive content. Public search engines
incorporate a gorithmsfor detecting attemptsto distort rankings.
It is likely that the AQA could be refined to do the same. The
third limitation of the AQA system is that it is focused on
treatment information (as indeed is DISCERN) and does not
necessarily reflect the quality of other information on asite. In
addition, the system may not adequately rate siteswhich present
only one treatment type. The system will be most useful in
identifying sites containing high quality, comprehensive
treatment information. Another limitation relates to the gold
standard employed for rating the evidence-based quality of the
sites. It might be argued that to be considered valid, the rating
system should be validated against health outcomes or another
scale that has been thus validated. No such scales exist, and
given the paucity of efficacy studies of websites, such validation
exercises are not currently practical. Finally, one of the
evidence-based raters had been involved in the initial selection
of the sites which may have led to biasin the findings from the
validity studies. However, the pattern of results and conclusions
is identical if the findings are recomputed using the blinded
rater’sdataonly. Thisisnot surprising given the higher interrater
reliability in this study for the evidence-based scale.

Conclusion and Future Work

The time has come to acknowledge that consumers do and will
continue to use the Internet as a source of health information.
We need to provide them with convenient, effective tools that
optimize the usefulness of this process. This study demonstrates
that automated methods offer considerable promise in this
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respect. The task before us now isto refine these methods, and  and to evaluate whether the techniques generalize across health
to test the usahility, robustness and generalizability of the domains. We must also construct a user interface for the
systems we develop. In the process we need to test alternative  procedure, and conduct consumer user and satisfaction studies
strategies for quality filtering, to identify if multiple methods on the resulting system.

when combined improve thevalidity of the automatic algorithm,
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Abstract

Background: Working together efficiently and effectively presentsasignificant challengein large-scale, complex, interdisciplinary
research projects. Collaboratories are anascent method to help meet this challenge. However, formal collaboratoriesin biomedical
research centers are the exception rather than the rule.

Objective: The main purpose of this paper is to compare and describe two collaboratories that used off-the-shelf tools and
relatively modest resources to support the scientific activity of two biomedical research centers. The two centers were the Great
Lakes Regional Center for AIDS Research (HIV/AIDS Center) and the New York University Oral Cancer Research for Adolescent
and Adult Health Promotion Center (Oral Cancer Center).

Methods: In each collaboratory, we used semistructured interviews, surveys, and contextual inquiry to assess user needs and
define the technol ogy requirements. We evaluated and sel ected commercial software applications by comparing their feature sets
with requirements and then pilot-testing the applications. Local and remote support staff cooperated in the implementation and
end user training for the collaborative tools. Collaboratory staff evaluated each implementation by analyzing utilization data,
administering user surveys, and functioning as participant observers.

Results: The HIV/AIDS Center primarily required real-time interaction for devel oping projects and attracting new participants
to the center; the Oral Cancer Center, on the other hand, mainly needed tools to support distributed and asynchronous work in
small research groups. The HIV/AIDS Center’s collaboratory included a center-wide website that also served as the launch point
for collaboratory applications, such as NetM eeting, Timbuktu Conference, PlaceWare Auditorium, and iVisit. The collaboratory
of the Oral Cancer Center used Groove and Genesys Web conferencing. The HIV/AIDS Center was successful in attracting new
scientists to HIV/AIDS research, and members used the collaboratory for developing and implementing new research studies.
The Oral Cancer Center successfully supported highly distributed and asynchronous research, and the collaboratory facilitated
real-time interaction for analyzing data and preparing publications.

Conclusions: The two collaboratory implementations demonstrated the feasibility of supporting biomedical research centers
using off-the-shelf commercial tools, but they also identified several barriersto successful collaboration. These barriersincluded
computing platform incompatibilities, network infrastructure complexity, variable availability of local versusremote I T support,
low computer and collaborative software literacy, and insufficient maturity of available collaborative software. Factors enabling
collaboratory use included collaboration incentives through funding mechanism, a collaborative versus competitive relationship
of researchers, leadership by example, and toolswell matched to tasks and technical progress. Integrating el ectronic collaborative
toolsinto routine scientific practice can be successful but requires further research on the technical, social, and behavioral factors
influencing the adoption and use of collaboratories.
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Introduction

Collaborating across geographic and disciplinary boundaries
presents research initiatives with an unprecedented challenge
in terms of communication and collaboration [1-3]. Meeting
these challenges successfully requires unconventional toolsand
novel scientific work practices[4,5]. The “collaboratory” [6-8]
has emerged as aconcept for an infrastructure that supports new
methods for collaboration using electronic communication
networks. In a National Science Foundation workshop held in
1989, William Wulf proposed that “integrated, tool-oriented
computing and communications systems to support scientific
collaboration...can be called ‘ collaboratories. Collaboratories
[are]...centers without walls, in which the nation's researchers
can perform their research without regard to geographical
location, interacting with colleagues, accessing instrumentation,
sharing data and computational resources, and accessing
information in digital libraries’ [7].

Since the concept was initially proposed, collaboratories have
become morewidely known and adopted in biomedical research
[9,20]. Examples of current and past biomedical research and
development projects that included formal collaboratories
include the following:

- the Biomedical Informatics Research Network (BIRN),
which enables data sharing across neuroimaging databases
throughout the United States [11]

- the Biological Collaborative Environment (BioCoRE),
whichisacollaborative research environment for molecular
modeling and simulation [12]

- the Molecular Modeling Collaboratory, which is centered
around the development, deployment, and use of a highly
extensible, interactive molecular modeling software [13]

- the National Laboratory for the Study of Rural
Telemedicine, which established the Virtual Hospital, a
digital health sciences library and multimedia information
integrator providing just-in-time access to information for
medical practice, continuing education, and patient
education [14]

- theVisible Human Project (VHP), which created complete,
anatomically detailed, three-dimensional representations
of the norma male and female human bodies [15]

In this paper, we report on the implementation and evaluation
of two collaboratories funded by the National Institutes of Health
(NIH) that were created to support distributed research centers
in biomedicine. We use the term “center” to refer to the center
grant as a whole, and the term “collaboratory” to denote the

http://www.jmir.org/2005/5/e53/

electronic infrastructure that supports communication and
collaboration within each center. In contrast to the projects
referenced above, most biomedical research centers do not
include a formal collaboratory. Many center directors, being
unfamiliar with electronic collaborative tools, simply expect
traditional methods, such as phone, fax, email, and occasional
face-to-face meetings, to support effective and efficient work
toward the project objectives. While centers using more
traditional communication methods reduce the technical
complexity of operating the center, opportunities for more
efficient, effective, and novel collaboration through new
electronic tools are lost.

The main purpose of this paper is to evaluate comparatively
two collaboratories that used off-the-shelf tools and relatively
modest resources to support the scientific activity of two
biomedical research centers. We first describe the two centers,
their goals, and their institutional participants and personnel.
Next, we discuss the requirements for collaboration and
communication within each center and how we supported these
requirements using commercially available electronic tools.
Finally, we present selected utilization and outcomes data and
conclude with adiscussion of barriers and enablersthat affected
the technology adoption within each collaboratory.

The main goa of this report is to help stakeholders in
geographically distributed research centers understand the
potential applications of a collaboratory and how to implement
one using off-the-shelf tools. Two secondary goals are (1) to
provide collaboratory architects with guidance on requirements
definition, tool selection, implementation, and evaluation, and
(2) to contributeto the growing literature on collaboratory design
and implementation [16-18].

The collaboratories we describe were funded as part of the Great
Lakes Regional Center for AIDS Research (HIV/AIDS Center)
and the New York University (NY U) Oral Cancer Research for
Adolescent and Adult Health Promotion Center (Oral Cancer
Center). Both centers were large-scale, cooperative research
projects funded by the NIH that focused on a single, complex,
biomedical research problem. The HIV/AIDS Center, which is
no longer operating, focused on HIV biology, immunology,
vaccines, therapeutic trials, and behavioral science, and it
included four academic institutions in the Midwestern United
States. The Oral Cancer Center is currently addressing the
reduction of health disparitiesin oral cancer and encompasses
ten institutions. Table 1 provides an overview of both research
projects.
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Table 1. Summary of the Great Lakes Regional Center for AIDS Research (HIV/AIDS Center) and the NYU Ora Cancer Research for Adolescent

and Adult Health Promotion Center (Oral Cancer Center)

Center HIV/AIDS Center

Oral Cancer Center

Research topic HIV/AIDS

Major organizational compo- « 7 research areas

nents .

8 cores (administrative, clinical research, nonhuman primate .
model, genomicsand proteomics, single-cell imaging and analysis,

Health disparitiesin oral cancer

e 4research studies
3 cores (administrative, biostatistics, and
collaboratory)

immunology resource, biocomplexity, and collaboratory)

Research studies 1. HIV molecular biology 1. Risk factorsfor ord epithelial dysplasia
2. HIV/AIDS pathogenesis research 2. Oral cancer detection: current and
3. Epidemiology and natural history emerging technologies
4. Opportunistic infections and AIDS-related malignancies 3. Cancer screening and research subject
5. Vaccine and other prevention research and development participation by minorities
6. Therapeutic research and development 4. Personalized risk feedback indental clinic
7. Disease manifestations and metabolic complications smokers
Number of
o principal investigators 12 (cores) 7 (4 studies and 3 cores; one study and one
(Pls) core are directed by the same PI)
« research personnel (in- 117 15
cluding Pis)
o administrative personnel 4 9
Participating institutions 1. Northwestern University 1. Boston University
2. University of Michigan 2. Howard University
3. University of Minnesota 3. Johns Hopkins University
4.  University of Wisconsin 4. Memoria Sloan-Kettering Cancer Center
5. New York University
6. Puerto Rico Health Department
7. Tuskegee University
8. University of Alabama/Birmingham
9. University of Pittsburgh
10. University of Puerto Rico
Project duration 9/1998 to 8/2003 8/2001 to 7/2008
Budget $6.75 million $8.3 million
(including $559000 for collaboratory) (including $604000 for collaboratory)
Funded by National Cancer Institute and National Institute of Allergy and Infec- National Institute of Dental and Craniofacial

tious Disease

Research

The HIV/AIDS Center was comprised of eight cores engaged
in seven research programs. The center’'s mission was to
promote multidisciplinary AIDS research and to engage more
scientistsin devel oping more effective measuresto prevent and
treat HIV infection. Based on several proposed research areas,
the center created an infrastructure in which new projects were
developed and supported. The program was originally funded
for four years (1998-2002) and received an additional year of
bridging fundsin 2003. Competitive renewal applicationswere
unsuccessful, leading to the dissolution of the center in
September 2003.

In contrast to the more developmental focus of the HIV/AIDS
Center, the Oral Cancer Center clearly defined four research
studies prior to the start of the project; a fifth study will be
devel oped later in the project period. Each of the study proposals
clearly framed research questions and methods and described
participating research personnel, infrastructure, and budgets.

http://www.jmir.org/2005/5/e53/

The four research studies are supported by the administrative,
biostatistics, and collaboratory cores. While some of those
institutions are geographically close (such as the Memorial
Sloan-Kettering Cancer Center and NYU), others are quite
remote (such as the University of Puerto Rico). The project is
funded until 2008.

Both centers had a similar governance structure. They were
administered by alead ingtitution (Northwestern University for
the HIV/AIDS Center and NYU for the Oral Cancer Center)
and were guided and managed by the group of principal
investigators. Each center was advised by an external advisory
committee composed of leading scientists in the field and a
representative of the funding agency. The principal investigators
wereresponsiblefor the day-to-day operations of their respective
projects.

Unlike most research centers, both the HIVV/AIDS Center and
the Oral Cancer Center proposed aformal collaboratory intheir
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grant application. The principal investigator for the HIV/AIDS
Collaboratory was S. Teasley (University of Michigan), and for
the Oral Cancer Collaboratory, T. Schleyer (University of
Pittsburgh). Both individuals participated in their respective
centers as full members of the scientific and administrative
leadership.

In summary, the centers resembled each other in the following
ways: their multidisciplinary approach to a single, complex
research question; the involvement of several geographically
distributed institutional participants; theinclusion of adedicated
collaboratory core; the size of the budget; and the length of the
funding period. The major difference was that the HIV/AIDS
Center built a platform to develop projects, while the Oral
Cancer Center is focusing on the completion of predefined
projects.

Methods

NeedsAssessment and I nitial Requirements Definition

Both collaboratories were developed by conducting a needs
assessment and defining requirements; researching, evaluating
and selecting off-the-shelf collaboration tools; creating custom
resources, such as websites, when needed; and implementing
and evaluating the collaboratory. To understand the specific
needs of investigators and projects, the collaboratory staff in
each center reviewed the grant application in detail and
interviewed each principal investigator and key research
personnel. These semistructured interviews addressed questions
about tasks rel ated to projects, interaction between project teams
and center members, the project-related information generated
and/or managed, and other center characteristics. In addition,
we assessed the local computing infrastructure as well as the
software applications used by each investigator, both for desktop
computers and persona digital assistants. In both centers, we
also conducted contextual inquiry [19] sessions with selected
personnel.

Tool Evaluation and Implementation

Once the requirements for a collaborative activity were
sufficiently defined, technical staff researched and evaluated
existing tools. This typically involved compiling lists of
commercial and open-source applications, matching product
features against requirements, and testing selected products.

Once a product that satisfied a set of requirements was found,
we implemented it in a pilot installation with selected center
members. This approach allowed us to address most
implementation and functionality issues before a large-scale
rollout. Typically, the technical staff of each collaboratory
worked with remote technical support to install and configure
the tools on scientists' desktops, conduct site-to-site pilot
sessions or tests to ensure smooth functioning, and to train the
research personnel. In this phase, technical staff members used
collaborative tools, such as Timbuktu Pro (Netopia, Inc.,
Emeryville, CA, USA) and NetMeeting and Remote Desktop
Connection (both Microsoft, Inc., Redmond, WA, USA).
Scientists were given enough practice and on-site technical
support to become comfortable with each tool as it was rolled
out.

http://www.jmir.org/2005/5/e53/
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Collaboratory Evaluation

The evaluation of the collaboratory implementation used three
main approaches. First, we collected utilization data through
manual and automatic data collection methods (such as Web
logs). For example, for Web conferencing, we tracked
parameters such as the number of sessions, participants, and
participating computers; for collaborative applications, the
utilization dataincluded the number of participants, their usage
of tools (such as calendars and meeting tools), and the number
of shared files. Second, we conducted brief surveys to assess
participants’ experience with and attitudes toward the tools.
Third, we evaluated each collaboratory as participant observers
[20] and engaged in repeated discussions with principal
investigators and other research personnel, gaining valuable
contextual data. As afinal step in the evaluation, we identified
barriersand enablersthat affected the outcomes of the respective
collaboratory implementations. The behavioral research within
the HIV/AIDS Center was approved by the University of
Michigan (IRB Protocol #B803-00001782) and, within the Oral
Cancer Center, by the University of Pittsburgh (IRB Protocols
#020722 and #0309076).

Results

Needs Assessment and I nitial Requirements Definition

None of the investigators, research staff, or administrators in
either center had experience with collaborative tools except
email and locally shared data stores. Some individuals had
participated in videoconferences, typically using PolyCom
(Polycom Inc., Pleasanton, CA, USA). Therefore, early in Year
1 in both centers, we conducted educational sessions for the
principal investigators and key research staff on the
collaboratory concept and corresponding tools.

Within the HIV/AIDS Center, the needs assessment identified
two activities as most important for supporting existing
collaborations and getting new collaborations started. First, the
scientists needed to run distributed lab meetings that would
allow conversation over shared data, including, for example,
images from a specialized microscope located at only one of
the sites. The expectation for this activity was that it be fully
interactive so that participants, from few to many, could interact
with each other in real time. The importance of high-quality,
real-time interactions has been shown to be important for
scientific research [21]. Second, the scientists wanted away to
broadcast seminars to share information from experts inside
and outside the center.

The needs assessment of the Oral Cancer Center suggested that
the requirementsfor its collaboratory were different. One main
objectivewasto facilitate interaction and tasks among the center
participants at large, mostly from an administrative perspective.
The second objective was to support the work in each project
group. In this case, the requirements centered on facilitating
small group communication; sharing protocols, raw research
data, and analyses; and aiding workflow. The four research
projects, however, differed significantly in their goals and
objectives, operations, and personnel roles within the groups.
For instance, in the research project on cancer screening and
research subject participation by minorities, the initial work
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was highly sequenced and was either performed by one or two
individuals at atime or by a group of research personnel (such
as telephone interviewers) who required no support with
collaborative tools. By contrast, the research project on
personalized risk feedback in dental clinic smokerswas highly
interactive and data intensive. In this project, the research
personnel at Memoria Soan-Kettering Cancer Center (MSKCC)
(who designed the study and analyzed the data) and the clinical
personnel a NYU (who handled all patient interactions)
interacted frequently and intensively through email, telephone,
and face-to-face meetings. The other two groups suffered
operational delays, partialy due to several regulations of the
Health InsurancePortability and Accountability Act coming into
effect, and were therefore less active during the first phase of
requirements definition.

Our contextual inquiry sessions with the project participants at
MSKCC, NY U, and the University of Puerto Rico provided a
detailed picture of information management across participating
ingtitutions. In general, information was managed in a highly
fragmented fashion and in several different computing
environments/applications. Members typically worked on
several computers (such as home, office, and laptop) and
maintained project-related and other work-related information

Schleyer et a

in several places (such as Yahoo Calendar [Yahoo! Inc.,
Sunnyvale, CA, USA], personal digital assistants, application
programs such as Netscape Communicator [AOL Inc., Dulles,
VA, USA], and corporate email servers). While all subjects
used MS Windows, they did not all use the same applications
for the same tasks (eg, Netscape Communicator and Outlook
were both used for email). We observed several breakdownsin
theway information was shared among individuals. For instance,
group meetings were not aways recorded in al personal
calendars, creating scheduling and coordination problems. In
Puerto Rico, the unreliability and limited bandwidth of network
connections made it routinely necessary to work around these
obstacles.

It isimportant to note that needs assessment and reguirements
definition extended (and, in the case of the Oral Cancer Center,
are extending) throughout the centers funding period.
Collaboratory staff closely monitored how the activitiesin their
respective center evolved and continualy evaluated
opportunities for support through collaborative software.

Tool Evaluation and I mplementation

Table 2 provides a summary of representative collaborative
requirements and the selected tools.

Table 2. Collaborative requirements, sample tasks, and corresponding collaborative tools for the centers

Requirement Center Representative Tasks Products | mplemented
HIV/AIDS Oral Cancer
Provide acenter-wide X X* «  publishreports, announcements,and « HTML
website member database PHP
launch collaborative applications mySQL
Install and support col- X X install software gpplicationsremotely Microsoft NetM eeting, Timbuktu Pro
|aboratory tools train end users one-on-one Microsoft Remote Desktop Connec-
troubleshoot end user problems tion (Oral Cancer Center only)
Traingroupsinuseof X X introduce participantsto tool concept Microsoft NetM eeting, Timbuktu Pro
collaboratory tools and functionality CentraNow, Genesys Web/tel ephone
practice using features of tools conferencing (Ora Cancer Center
only)
Manage group meetings X schedule meetings Groove Meetings tool
and associated informa- record agenda and minutes
tion
Conduct real-time, X X share textual and numerical data NetMeeting, Timbuktu Conferencing,
small group meeting share analysisresults (eg, SPSSfiles) Virtual PC (HIV only)
view histology slides through Genesys Web/telephone conferencing
telemicroscopy (HIV/AIDS Center (Ora Cancer Center only)
only)
Manage study patient X schedule patientsfor multipleclinical Groove Caendar tool
appointments appointments
Access research X manage research datain MS Access Groove File Sharing tool
database and study-rel at- database
ed documents co-author study protocols

Broadcast seminars X

Share prepublication data and study
progress

Placeware Auditorium
iVisit

) Implementation of requirement suspended
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HIV/AIDS Center

Based on the initia set of requirements, the HIV/AIDS Center
implemented a comprehensive public/private website, several
toolsfor synchronous collaboration, and Web conferencing for
virtual seminars. The website offered progressreports about the
research collaborations, descriptions of core services, and a
searchable database of all existing members. The website was
also used for administrative tasks (eg, registering members,
making announcements of upcoming events, distributing
applications for developmental grants, archiving center
presentations, and providing help documents for the
collaboratory tools), launching collaboratory applications for
meetings and presentations, and eval uating the center’s activity
(eg, collecting survey data, recording observations, and creating

usage logs).

Schleyer et a

Point-to-point, real-time document, image, and equipment
sharing was supported by Microsoft NetMeeting (Microsoft,
Inc., Redmond, WA, USA). Because NetMeeting was not
available on the Macintosh platform, Macintosh users used
Timbuktu Conference (Netopia, Inc., Emeryville, CA, USA),
and later, Virtual PC (Microsoft, Inc., Redmond, WA, USA).
PlaceWare Auditorium (now owned by Microsoft, Inc. and
marketed as L ive Meeting), a Web-based presentation tool, was
selected for virtual presentations. Since the quality of
voice over |P (VolP) connections was insufficient at the time
of the HIV/AIDS project, we used telephones for audio during
online sessions. On occasion, we used iVisit (iVisit, Santa
Monica, CA, USA) to provide video in conjunction with
NetMeeting and PlaceWare (Figure 1).

Figure 1. Screenshot of avirtual lab meeting in the HIV/AIDS collaboratory (the bottom left window displays the tissue sample being discussed by

the participants shown in the four video feeds in the window at the right)
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In order to implement thesetools, the HIV/AIDS Collaboratory
staff identified and trained alocal support person at each of the
four participating institutions. Although there was great
variability in the expertise of the local support staff, the tools
were successfully installed and tested before the project principal
investigators used them. In addition, the regional nature of the
HIV/AIDS collaboratory (including the fact that the
collaboratory staff resided at one of the four member

http://www.jmir.org/2005/5/e53/
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institutions) allowed collaboratory personnel to visit sites
relatively easily when needed.

Oral Cancer Center

Just likethe HIV/AIDS Center, the Oral Cancer Center initially
focused on supporting communi cation and collaboration among
members of the Oral Cancer Collaboratory as a whole. Based
on the discussions with project personnel and the review of the
Oral Cancer Collaboratory grant application, the collaboratory
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core personnel had a good understanding of the structure and
workings of the center at large. On the other hand, gaining an
understanding of each research project required a much longer
period of time. In addition, because the individual research
projects were just starting, their personnel, operational
procedures, and infrastructure were still in development. We
therefore developed a prototypical website that could function
asthe administrative“hub” for the center. After aninitial period
of highinterest, it became clear that interaction among all center
participants became less important than the increasingly
intensivework on the research projects. We therefore suspended
work on the center-wide websitein order to focus on supporting
each individual research group.

We evaluated several groupware applications, such as Lotus
Notes(IBM, Armonk, NY, USA), eRoom (EM C Documentum,
Pleasanton, CA, USA), Groove (Microsoft, Inc., Redmond,
WA, USA), and Hyperwave (Hyperwave AG, Minchen,
Germany). We chose Groove (Figure 2) for a pilot
implementation with the MSKCC/NYU research group for
several reasons. Groove is secure, peer-to-peer collaborative

Figure 2. Screenshot of a desktop with two open Groove workspaces (the
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software that integrates a wide variety of collaborative tools
(such asfile sharing, threaded discussions, Web links, document
review, and calendar) into a single workspace (see Figure 2).
An administrator can choose which tools are available in a
particular workspace and therefore match the festure set to group
requirements. Groove is relatively well integrated with the M S
Office suite (Microsoft, Inc., Redmond, WA, USA), the
application environment used by al of the Oral Cancer Center
members. Due to its peer-to-peer architecture, Groove's
administrative overhead is much lower than that of some
server-based applications (eg, Lotus Notes). Using NetMeeting,
we trained the study personnel remotely in Groove functions
relevant to their project tasks. The shared file area was the
repository for patient data, and both M SKCC and NY U accessed
and modified the same database. The shared calendar served as
atool to record past, current, and future clinical appointments
for study participants. Groove's meeting tool was intended to
provide a facility for organizing and recording meetings. A
member of the collaboratory core managed the group workspace
in Groove, monitored feature usage, and took weekly snapshots
of the workspace.

window on the right shows all available workspaces on this computer; the

top window displays the calendar tool of the DERT(New) workspace; the background window shows the file sharing tool of the PMS Analysis Group

workspace; the bottom center window contains the Groove M essage History

; messaging allows users to exchange short messages and can be configured

to display notifications such as the one displayed in the lower right corner of the screen)
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In Year 3, we evaluated Web conferencing software applications
for usein joint project meetings for research groups, aswell as
for monthly updates of project and core principal investigators,
and NIDCR personnel. We evaluated and pilot-tested
CentraNow (Centra, Inc., Lexington, MA, USA), Elluminate
(Elluminate, Inc., Calgary, AB, Canada) and Genesys Meeting
Center (Genesys Conferencing, Inc., Reston, VA, USA). All
three tools adequately satisfied our synchronous collaboration
requirements, which included the ability to present PowerPoint
dlides, share applications, manage participation (eg, turn-taking
for question-and-answer periods), and record online sessions.
However, only Genesys could work through a firewall
configured with standard ports, and thus was the default choice.
To date, the research group for cancer screening and research
subject participation by minorities has used Genesys for
collaborating on survey data analysis.

In contrast to the HIV/AIDS Center, local support for
collaboratory toolswas problematic in the Oral Cancer Center.
Since the collaboratory personnel were not co-located with any
of the project principal investigators or research groups, they
often had to interact directly with the principal investigators
and research personnel. At some institutions, local IT support
was not available; at others, IT support staff did not consider
supporting the collaboratory toolsasfalling within their purview.
Support issues frequently had to be solved remotely, often
through screen-sharing tools. Occasional ly, we provided support
on-site during visits to member institutions.

Collaboratory Evaluation

HIV/AIDS Center

Membership in the HIV/AIDS Center was open to anyone
engaged in AIDS and AIDSrelated research at the four
participating institutions. By Year 4, there were 117 registered
members of the HIV/AIDS Collaboratory (ranging from 16 to
42 members per site), representing significant growth in
membership from the approximate 11 scientists involved in
writing the center grant application. During the total funding
period, the center sponsored the development of seven major
research studies and funded pilot projects for nine junior-level
scientists. The research portfolio of the center members
increased by 64% in a period when the overall NIH budget for
HIV/AIDS increased by 33%.

Virtual Lab Meetings

In the HIV/AIDS Center, a series of virtual lab meetings was
established after theinitial technical demonstration in the third
quarter of Year 1. In the first six months of operation, the
collaboratory was used seven times for virtual lab meetings, a
rate of about once per month. The average attendance was 4.6
principal investigators (range 3-6) located at three to five
computers spread over three of the sites. The principal
investigators were typically joined by a number of members
from their labs, as well as occasional guests, including NIH
administrators, scientific advisory board members, and members
of the press.

The scientists valued the virtual lab meetings for the ability to
have real-time discussion accompanied by a shared view of a
screen and ashared pointer. Specifically, the scientists discussed
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tissue sample images that were broadcast from a microscope
located at one of the sites (see Figure 1), other summary patient
datarepresented asgraphics, research protocols, and co-authored
documents. The tissue samples and patient data were gathered
at severa sites, but the expertise for analyzing these samples
was located at only one site. As a novel form of collaboration
for these scientists, viewing the data together gave them the
opportunity to seethe data collected at all sites, discuss analyses
in real time and, for the tissue images, in the presence of the
pathology expert. The scientists also used these meetings to
initiate joint studies. The director of the center characterized
thisasachange from “little science to big science.” By bringing
in members of their lab groups to these meetings, senior
scientists made their scientific practice more accessible to the
junior members of their research teams [22,23].

After theinitial use of NetMeeting in the first six months after
collaboratory deployment, larger group meetings occurred with
less frequency. Specifically, there were five meetings over a
16-month period, organized when individuals generated research
results that they wanted to share. However, more one-on-one
use of the collaboratory tools emerged to support specific
research projects, representing several new cross-site
collaborations between pairs of scientists who had not worked
together before the center grant began.

Virtual Seminars

The method of broadcasting seminars using the PlaceWare
Auditorium software combined with a conference call wasalso
used as a mechanism for sharing pre-published data among the
center members. The first virtual seminar occurred at the
beginning of Year 2 of the grant. In total, there were nine
seminars, four in Year 2 and five in Year 3. Two HIV/AIDS
Center members and seven speakers from outside the center
presented these seminars. There were an average of 13
computers (range 5-19) logged into each presentation, located
at three to four sites. This figure greatly underestimates the
number of partici pants because people weretypically assembled
in groups around monitors and projection screens. A more
accurate picture of seminar participation isderived from asurvey
administered to the full membership, showing that 73% of
HIV/AIDS Collaboratory memberswho responded to the survey
attended at least one, and on average three, virtual seminars.
The primary reason for nonattendance was scheduling conflicts
(78% of survey respondents), and only 5% reported not
attending due to technical difficulties.

The collaboratory personnel inthe HIV/AIDS Center attempted
to introduce asynchronous data sharing (such as file sharing)
to support group work. Thiseffort was not successful, however,
because the application deployed, Docushare (Microsoft, Inc.,
Redmond, WA, USA), was agnostic about content, and the
scientists primarily wanted to use acommon clinical database.

Oral Cancer Center

Shared Workspaces

The Personalized Risk Feedback in Dental Clinic Smokers study
performed by MSK CC and NY U offered multiple opportunities
for collaboratory support. A utilization analysis of the Groove
workspace after 20 months of use (Table 3) showed that group
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members used the workspace to collaborate on files and to
coordinateclinical appointments. After rapidinitial growth, the
increase in Word and Excel files leveled off. Recorded patient
appointments grew at a steady pace because the clinical
personnel used them to closely coordinate their day-to-day work.
The group discontinued its use of the meeting tool to organize
and record meetings because it did not integrate with the
calendar tool in Groove or with the group members' personal
calendars. The number of tools used within Groove changed

Schleyer et a

periodically as group members explored new tools and adopted
only those that provided value. The number of membersin the
workspace fluctuated in the first five months, mainly because
of technical problems (which led two senior group membersto
discontinuetheir use of Groove) and staff turnover. Subsequent
to the pilot implementation with the MSKCC/NY U research
group, the implementation of Groove with two other research
groups is now in progress.

Table3. Summary analysisof the use of the Groove workspace in the Personalized Risk Feedback in Dental Clinic Smokers study (all numbers represent

the total number of objects at the time the workspace snapshot was taken)

Year Month Number of Word Excel Patient Appointments Other Appointments  Mestings Tools
Members Files Files Used

2003 May 3 7 0 0 0 2 4
June 5 14 0 15 0 4 4
Jduly 2 22 4 64 1 4 6
August 7 41 10 106 9 5 7
September 4 45 11 143 10 6 7
October 6 46 11 228 14 7 7
November 6 46 11 318 19 8 6
December 6 52 11 419 25 8 6

2004 January 6 54 11 512 25 8 6
February 6 60 13 582 25 8 6
March 7 63 15 647 26 8 6
April 7 64 15 661 28 8 6
May 7 66 15 674 28 8 6
June 6 65 15 685 30 8 6
Jduly 6 60 17 701 30 8 6
August 6 62 17 712 30 8 6
September 6 64 17 719 30 8 6
October* 4 40 7 722 30 8 6
November 7 42 7 725 30 8 6
December 7 45 9 729 30 8 6

" In October 2004, the loss of apassword resulted in the temporary loss of members and Word and Excel files.

Web Conferencing

Sofar, the Cancer Screening and Research Subject Participation
by Minorities project has used Genesys five times with six
participants each for biweekly meetings. The group isworking
on analyzing a survey data set and has been using Genesys for
sharing analysis strategies and results. To date, the hour-long
meetings have typically included three activities. Technical
startup, which includes the time until all attendees have logged
into the meeting and are ready to participate, initially took
between 15 and 20 minutes, and has declined to between 5 and
10 minutes. The time dedicated to discussing shared visual
artifacts hasincreased from about 10 minutesin thefirst meeting
to an average of about 30 minutes. Telephone conference—only
phases, which address the analysis strategies, the work plan,
and organizational matters, consume the remainder of thetime.

http://www.jmir.org/2005/5/e53/

RenderX

The lengthy technical startup phase is due in part to the low
general computer literacy of some participants, limited facility
with the Genesys client software, and software usability
problems. However, the added value of Web conferencing
outweighsthe current technical drawbacks. The project director
commented, “I don't care that it takes us ten minutes to
connect—the tool still allows us to do something which we
could not do otherwise”

Discussion

Asthis evaluation has shown, the two collaboratories described
in this paper exhibited some similarities, but they also differed
in fundamental ways both in terms of organizational issuesand
technical needs. Table 4 briefly summarizes those aspects.
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Table 4. Comparative overview of the HIV/AIDS Center and the Oral Cancer Center, as well astheir collaboratories

HIV/AIDS Center

Oral Cancer Center

Membership open
Specification of research projects

Collaboration emphasis

Need for

o instrument sharing high

«  real-time collaboration high

« datasharing emerged late

Central collaboratory support

Remote I T support

Computing platforms

loose, developmental

general, cross-site

1 research assistant, 75% of collaboratory Pl

predefined and dedicated
MS Windows, Macintosh, UNIX

closed
predefined
individua project group

none
low
high

1 research assistant, 20% of collabora-
tory Pl
sporadic

MS Windows, Macintosh

The open membership and developmental nature of the
HIV/AIDS Center werethe primary reasonsfor the collaboratory
focus on enabling general, cross-site collaborations with the
capability of both one-on-one and group interactions. In contrast,
the Oral Cancer Center wasinitiated with amuch more specific
work plan, and, therefore, the collaboratory emphasis was on
supporting group work within individual projects. Real-time
collaborationinthe HIV/AIDS Center used arich array of tools,
resulting in types of collaboration that would not have been
possible otherwise (for instance, the real-time discussion of
tissue samples among pathol ogists and clinicians). For the Oral
Cancer Center, making sure that the information for working
on aparticular project was available and up-to-date wasinitially
more important than real-time interaction between co-principal
investigators. The need for real-time collaboration only emerged
when the first project transitioned to data analysis and
interpretation.

Barriersto and Enablers of Collaboration

The comparison of collaboratoriesalso identified severa barriers
and enablers that affected the outcomes of the respective
implementations. These aspects should be addressed through
further research. The barriers included the following:

« Multiple computing platforms. Cross-platform issues
were more problematic in the HIV/AIDS Center (with MS
Windows, Macintosh, and UNIX platforms) than in the
Ora Cancer Center (MS Windows and Macintosh only),
but the collaboratory staff of both centers had to use various
workarounds (eg, Virtual PC on the Macintosh) to allow
certain members to participate.

« Network infrastructure complexity: A major hurdle for
the Oral Cancer Center was to find Web conferencing
software that worked with the firewall configurations of all
participants. For the HIV/AIDS Center, firewalls were less
of an issue as the local technical support staff could
negotiate with systems administrators to provide access as
needed.

« Variableavailability of local versusremotel|T support:
The availability of local IT support personnel facilitated

http://www.jmir.org/2005/5/e53/

the installation and use of collaboratory tools in the
HIV/AIDS Center. On the other hand, limited remote
support wasamajor impediment for the Oral Cancer Center.

« Low computer and collaborative software literacy:
Limited computer literacy with groupware tools hindered
participants’ collaboratory adoption and usein both centers.
While many scientists had some experience collaborating
with distant colleagues, these collaborationstypically relied
on face-to-face meetings and email. Scientists in both
centers needed strong incentives and low risk for adopting
new ways of conducting their work.

- Insufficient maturity of collaborative software: Many
collaborative software applications are relatively new
products, and sometimes functional limitations, poor
interface design, and bugs negatively affected the scientists
perceptions of the value of these tools.

- Lack of integration with existing application
environments: Collaborative tools should, as much as
possible, integrate seamlessly with a user's existing
application environment [17]. This barrier was especially
obvious for users of Groove in the Oral Cancer Center, as
Groove provided stand-alone calendar and messaging
functions which did not integrate with other applications.
Similarly, in the HIV/AIDS Center, the need to use Virtual
PC significantly decreased Macintosh users enthusiasm
for several collaboratory applications.

Despite the problems described above, the comparison of the
two collaboratories also identified several factorsthat promoted
collaboratory adoption:

- Collaboration incentives through funding mechanism:
In both centers, the funding mechanism promoted
collaboration, albeit in two different forms. For the
HIV/AIDS Center, funding was predicated on the
development of projects and new collaborations, while for
the Oral Cancer Center, it depended on adequate progress
of predefined research projects.

- Collaborative versus competitive relationship of
researchers: In neither center did competitive pressures
among researchers inhibit their readiness to collaborate
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with other center members. The HIV/AIDS Center involved
researchers with complementary expertise, and the Oral
Cancer Center funded research projects with
non-overlapping scientific questions. This structure ensured
that each scientist’s own individual work did not threaten
to “scoop” the work of a center colleague.

« Leadership by example: In the HIV/AIDS Center, the
director led by example as he was an early adopter and one
of the highest users of the collaboratory technology in his
own center. In addition, several senior scientists not only
quickly adopted the technology for their work within the
center, but also began to use the tools for other
collaborationsaswell. In the case of the Oral Cancer Cente,
the director actively sought out opportunities for the use of
collaborative tools and strongly encouraged members to
participate.

- Tools matched to tasks: In genera, tools in both
collaboratories were relatively well matched with project
tasks. For instance, Groove provided the capability to reduce
or expand the feature set of a workspace depending on the
current needs of a project. On the other hand, in the
HIV/AIDS Center, the general functionality of the document
sharing application did not match the specific clinical needs,
and the tool was therefore not adopted.

« Technical progress: During the lifetime of the HIV/AIDS
Center, VolP had not matured sufficiently to be a viable
option for multicast audio of acceptable quality. By the start
of the Oral Cancer Center, however, Vol P applicationswere
feasible. Conversely, the bandwidth of Internet connections
was sufficient to satisfy the performance demands of the
collaboratory applications in the HIV/AIDS Center where
the research sites were interconnected via Internet2.
Members who suffered from “the last mile problem” [24]
(eg, wiring in their buildings was not modern enough to
capitalize on the bandwidth enabled by Internet2) often
solved the problem by participating in the virtual meeting
in a colleague’'s office or in their lab located in a newer
facility on campus.

Schleyer et a

Judging Success of a Collaboratory

Applying the collaboratory model for distributed biomedical
research will require further research on the factors related to
successful application of the tools to the scientific activity. It
isclear from thefailure of the HIV/AIDS Center to be refunded
that the presence of acollaboratory does not ensure collaboration
between all participants. The success of thiscenter inleveraging
Waulf’s “collaboratory opportunity” [7] was judged differently
by the NIH review panel and the center participants. A number
of center membersfelt that their research benefited tremendously
from the collaboratory and that they produced work with others
with whom they would otherwise not have collaborated. An
analysis of the scholarly output of 10 of the scientistswho were
the original principal investigators for the grant showed that 7
of the 8 new grants funded in the first three years of the center
involved collaborators who had not previously been funded
together. However, the NIH reviewers believed that the
collaborations produced were not enough to merit the level of
funding provided by acenter. This question of what constitutes
enough productivity to justify center-level funding is one that
is very much unresolved at the current time and that has been
articulated most recently by the National Science Foundation
[25]. Itisalso unclear if the presence of acollaboratory increases
the expectation for productivity that may lead to such centers
being evaluated with more stringent success criteriathan centers
that employ more traditional mechanisms for collaboration.

Conclusions

As collaboration technology continues to mature and become
more commonplace in scientists’ everyday lives, the challenge
will be to figure out how to integrate these tools into routine
scientific practice in order to increase scientific efficiency and
productivity. Disciplinary social normswill undoubtedly drive
the pace and breadth of adoption of collaboratory tools [26].
For example, the rise in popularity of bioinformatics tools and
the emphasis on exploiting cyber infrastructure for data
archiving and management suggest that the capacity for sharing
data is an important functionality for collaboration tools.
However, without changes in the current reward structure for
scientific advancement, incentivesfor contributing to and using
such applications are unclear [27].
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Abstract

Background: Itisincreasingly difficult for clinicians to keep up-to-date with the rapidly growing biomedical literature. Online
evidence retrieval methods are now seen as a core tool to support evidence-based health practice. However, standard search
engine technology is not designed to manage the many different types of evidence sourcesthat are available or to handle the very
different information needs of various clinical groups, who often work in widely different settings.

Objectives. Theobjectivesof thispaper are (1) to describe the design considerations and system architecture of awrapper-mediator
approach to federate search system design, including the use of knowledge-based, meta-search filters, and (2) to analyze the
implications of system design choices on performance measurements.

Methods: A trial was performed to evaluate the technical performance of afederated evidence retrieval system, which provided
access to eight distinct online resources, including e-journals, PubMed, and electronic guidelines. The Quick Clinical system
architecture utilized a universal query language to reformulate queries internally and utilized meta-search filters to optimize
search strategies across resources. We recruited 227 family physicians from across Australia who used the system to retrieve
evidenceinaroutine clinical setting over a4-week period. Thetotal search timefor aquery wasrecorded, along with the duration
of individual queries sent to different online resources.

Results: Clinicians performed 1662 searches over the trial. The average search duration was 4.9 + 3.2 s (N = 1662 searches).
Mean search duration to the individual sources was between 0.05 s and 4.55 s. Average system time (ie, system overhead) was
0.12s.

Conclusions: Therelatively small system overhead compared to the average time it takes to perform a search for an individual
source shows that the system achieves a good trade-off between performance and reliability. Furthermore, despite the additional
effort required toincorporate the capabilities of each individual source (to improvethe quality of search results), system maintenance
requires only a small additional overhead.

(J Med I nternet Res 2005; 7(5):€52) doi:10.2196/jmir.7.5.652

KEYWORDS
Evidence-based medicing; clinical decision support systems; information retrieval; meta-search filters

exponentialy [1,2]. As a result, the effort required to find a
specific piece of evidence increases year after year [3].
Clinicianstypically work under time pressure, which compounds
the problem. The need to develop robust methods and tools to
support evidence access is now widely recognized. Online
evidence retrieval methods are increasingly seen as a core tool

Introduction

Clinicians need to keep up-to-date with the biomedical literature
in order to practice according to the best available evidence.
However, this has become increasingly difficult as the amount
of medical literature a clinician needs to consider grows
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in support of evidence-based health care [4]. In the traditional
model of online evidence services, clinicians have access to a
number of online information sources, such as journals,
databases, and Medline, each with its own idiosyncrasies and
search interfaces. This means users need to know which
resources are most suitable for their current question and how
the search query must be formulated for a given resource.
Interoperability standards for the efficient dissemination of
content are being developed (eg, the Open Archive Initiative
[5]), but until the majority of content adheresto such standards,
thereis till aneed to search through heterogenous data sources.

The meta-search engine approach [6,7] addresses many of the
limitations of these model s by providing amechanismto search
all the available resources at one time and by trandating user
gueries into the respective query languages of each resource.
This typically uses a least-common-denominator approach,
directly passing on user keywords to different information
sources without regard for the specific capabilities or limitations
of these resources. For example, a meta-search engine often
disregardstherich query language avail able with someresources
in order to simplify the overall meta-search process.
Consequently, while the user expects the meta-search to return
an integrated set of search results, the reality is that some
resources would have been able to perform much better had
they been queried individualy; the user is unaware of the
variations in search quality across the different resources that
have been queried for them. Variants of the standard meta-search
engine approach have been shown [8] to provide search
capabilities beyond the least common denominator but still
require users to select the resources they wish to search. One
solution to this problem isto “federate” the different resources
so that they more genuinely behave as one uniform data source.
A federated search system may perform a syntactic
reformulation of a user query, trandating it into queries that
have been optimized for the native query language of individual
evidence sources. Semantic reformulation is also possible [9].
For example, user keywords may be translated into equivalent
keywords or phrases using aterminological system.

However, a federated search can still produce an excessive
number of candidate documents, or hits, many of them failing
reasonable tests of relevance. One way to improve the chance
of retrieving clinically relevant information is to pre-program

http://www.jmir.org/2005/5/e52/
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a search system with specialist bibliographic knowledge using
search filters. Search filters capture expert strategies for
searching that are known to improve the precision of searches.
For example, Medline offers a small set of “clinical queries,’
which are pre-defined and validated search filters optimized to
retrieve documentsthat are most likely to beclinically relevant,
emphasizing disease etiology, diagnosis, therapy, or prognosis
[10,11]. Such search filters are necessarily highly customized
to the capabilities of individual information sources and their
native search engines. For a federated search system to
consistently use search filters, it would need to develop a
generalized approach to search filters, or meta-search filters.
Quick Clinical (QC) [4] isafederated evidenceretrieval system
designed to meet the specific needs of clinicians. Its design
incorporates the novel use of meta-search filters to optimize
search strategies, and it is based upon a wrapper-mediator
architecture built around auniversal query language. This paper
describes the system architecture of QC and the technical
challenges to the design of online evidence retrieval systems,
and it reports on the technical performance of the system from
aclinical trial with primary care physicians.

Methods
The Quick Clinical System

User Interface

In the QC user model, a user is presented with a single query
interface, which connects to an arbitrarily large humber of
federated knowledge sources and incorporates query specific
meta-search filters called “profiles” QC guides users to first
consider the purpose of their search through selection of a
profile, and it then asks them to provide specific keywords
related to that search task. As a consequence, users are guided
through a process that structures their query for them and
improves the chances that they will ask a well-formed query
and receive an appropriate answer. Figure 1 depicts the QC
search interface. On the left hand is alist of search filters that
describe typical search tasks and that are customized to the
specific information needs of different user groups. Figure 1
shows filters specifically designed for use by primary care
physicians.
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Figure 1. The QC search query user interface
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In QC, individual profiles are able to define different keyword
types, such as “disease,” which describe the keyword classes
typically associated with that profile. Thus, on the right of the
interface are four fields where users can provide keywords
describing the specific attributes of their search. Selection of a
different profile may thus alter the keyword types requested
fromtheuser for agiven search. QC then translates and submits
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search queries to the sources specified in the chosen profile,
collects and processesthe results, and presents them to the user
as a list of documents (Figure 2). The title of a document is
followed by the link and a short abstract of the content. A user
can drill-down into a specific group of results by source type
(eg, journal articles or guidelines).
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Figure 2. Screenshot of a QC results page
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Quick Clinical System Architecture

Overview

Most information sources such as websites, online texts, and
databases have their own proprietary search interface, including
guery language and format for the display of results. Therefore,
afederated meta-search engine that wishes to query a number
of different information sources needs to first represent a user
query using someinternal query language[13] and then trandlate
that internal query into the specific query languages of the
relevant datasources. A well-documented [12] approach to this
problem is to use a “wrapper” (Figure 3), which acts as an
adapter between the proprietary language of individual
information sources and the internal language used within a
meta-search system. In QC, theinternal query languageiscalled
the unified query language (UQL). Each information source
known to QC has its own wrapper that trandlates queries from
UQL into the native language of the source. Asaresult, internal
components of QC only need to know UQL and not the

http://www.jmir.org/2005/5/e52/
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individual query languages of the data sources. System
maintenance is also simplified since the introduction of a new
data source to the system only requires one new wrapper
component to be generated. Once the results of a search are
returned by an information source, the information must again
be trandated into a standard output format for presentation to
the user, which, in QC, is called the unified response language
(UReL). UReL also allows other components in the system to
modify the presentation of search results without needing to
understand the presentation format of individual sources (eg,
to remove duplicate documents). In Figure 3, asearchisinitiated
from the user interface, which forwards a query (in XML) to
the mediator. The mediator splits the query into severa
subqueries and sends these to the appropriate wrapper (via a
capability manager if required). Finally, the wrapper translates
the query into the native query language of the data source (eg,
in HTML for Web data sources). Similarly, the result from the
data source gets trandated back into the system's XML
representation and sent back to the user interface.
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Figure 3. Architecture overview of Quick Clinical
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Unified Query Language

UQL is used to represent queries obtained from users in a
consistent internal way, and UQL statements identify query
elements such asthe external information sourcesto be searched
and a set of search attributes used to delimit the search. For
example, UQL expressions can store date range delimiters for
a search. UQL also contains statements that indicate whether
or not QC needs to process the query further. For example, we
may wish to remove duplicate items obtained from different
sources. In our current implementation, UQL is implemented
using XML. To define the structure of the datawithin the XML
document we use a data type definition (DTD), which allows
various internal components of QC to validate the XML data

http://www.jmir.org/2005/5/e52/
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received in the UQL query. The following example illustrates
how a UQL query might look in XML.
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<QUERY keyword = "iron AND deficiency"

profile = "treatnment"

dupl i cat eRenoval = "yes"
sortBy = "rank"

uselLexi cal Vari ants = "yes"
ti meout = "20"

dat eRangeBegi nDay = "1"
dat eRangeBegi nMonth = "1"
dat eRangeBegi nYear = "1999" >

<SOURCE nane = "PubMed" />

<SOURCE nanme = "Harrison’s online" />
<SOURCE nane = "Merck" />

<SOURCE nanme = "M Ms" />

</ QUERY>

Unified Response L anguage

Similarly to the UQL, the unified response language (UReL ) is
used internally to guide display of information to users, also
represented using XML . Each separateresult, or “article,” from
a source can be broken up into smaller chunks and given
meta-data |abels to represent the different sections of the data
(eg, abstracts from journal articles). Since the majority of
sources accessed by QC arejournals, the datathat are retrieved
typically contain document elements such as Title, Author(s),
Journal Name, Date of Publication, and the URL where the
electronic version of the paper is accessed. Other sources, such
as drug descriptions from pharmaceutical compendia, have
sections such as Drug Name and Manufacturer. These different
document elements, based upon the typical sources QC expects
to find, are defined as specific fields in the UReL definition.
The following example illustrates how a set of documents
retrieved by QC might be represented in UReL.

http://www.jmir.org/2005/5/e52/
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<RESULT>
<ARTI CLE>
<LI NK>
<HREF>
http://ww. ncbi.nl mnih. gov: 80
/entrez/query. fcgi ?cnd=Ret ri eve&db=PubMed
&l i st_uids=12198020&dopt =Abst r act
</ HREF>
<Ll NKNAME>ADbst r act </ LI NKNAME>
</ LI NK>
<AUTHORL| ST>Heat h AL,
Skeaf f CM
G bson RS.
</ AUTHORLI ST>
<TI TLE>
Dietary treatnent of
</ TI TLE>
<DATE>
<YEAR>2002</ YEAR>
<MONTH>9</ MONTH>
</ DATE>
<SQURCE>PubMed</ SOURCE>
</ ARTI CLE>
<ARTI CLE>
<LI NK>
<HREF>
http://mns. hcn. net. au
/i fmx-nsapi/ m ns-data/ ?M val =2M MS_abbr _pi
&product _code=288
&pr oduct _nane=Fer r umtH+l nj ecti on
</ HREF>
<LI NKNAME>Mor e | nf or mat i on</ LI NKNAME>
</ LI NK>
<AUTHORLI ST>
Si gma Pharnmaceuticals Pty Ltd.
</ AUTHORLI ST>
<TI TLE>Ferrum H I nj ecti on</ Tl TLE>
<SQURCE>M M5</ SOURCE>
</ ARTI CLE>
</ RESULT>

i ron deficiency

Wrappers

For every information source known to QC, there is a specific
wrapper that trandates a UQL query into the native query
language and format of the source. The wrapper also extracts
the relevant information from the HTML result pages returned
by the search engine and re-expresses it in UReL. Figure 4
shows the basic architecture of wrappersin our current system.
Each wrapper has three main components: a feeder, extraction
rules, and a sieve. The feeder converts the user query into the
native query language of the data source. The data source
responds to the query and returns HTML raw data. The feeder
passes the raw data to the sieve, which convertsit to UReL in
XML format by using the extraction rules for the data source.
The URelL is then sent back via other components to the user
interface, which can interpret the XML and display the results.
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Figure 4. Wrapper components
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M ediator

A key requirement of amultisourceinformation retrieval system
isthe ability to perform concurrent searches on multiple sources
with a single query [6,7]. The mediator addresses this
requirement. The mediator first analyzes aquery and determines
how many sources are to be searched. It then creates a separate
search job for each of these sources and forwardsthe search job
to other system components. Additionally, the mediator collects
individual results as they arrive and amalgamates them for the
user into asingleresult. By introducing parallelism, thetimeto
perform asearch across anumber of resources should be reduced
to the duration of the slowest source. However, the potential
drawback of parallel processing istheincreased administration
overhead of running multiple parallel processeswithin asystem.
As arule of thumb, we would expect the benefits of parallel
execution should increase with the number of sources queried,
asresponse timesfor Web resources can be many secondslong,

http://www.jmir.org/2005/5/e52/
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and computational execution of processes to manage parallel
search are typically much less than one second.

Connection speed and latency of response time from sources
are, for practical purposes, nondeterministic in an Internet
environment, and ameta-search engine can therefore experience
large fluctuations in responses from the same source under
different circumstances. Latency is subject to network traffic
conditions, making it impossible to guarantee that al resources
that are queried at a particular time will respond predictably
and equally. To counter this, the mediator has atime-out feature.
If aresponse is not received within the time-out specified by a
profile, the mediator will cancel asubsearch and forward al the
results currently available from other sources to the user
interface. This effectively guarantees a defined response time
irrespective of the state of the individual data sources and
provides some control over the speed/accuracy trade-off.
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Capability Manager

Search capabilitiesvary considerably between the search engines
that QC might wish to interrogate, and some sources will have
limitations in their ability to process search queries. One
approach to this problemisto try to raise all sourcesto as high
a level of common performance as possible by emulating
missing capabilities locally, usually by modifying the query
and/or search result [13]. A trivial example is mimicking the
ability to perform a Boolean search when a data source does
not have this capability. To emulate a Boolean AND, a
meta-search engine would perform two parallel individual
searches on the source and then itself perform the Boolean
operation on the two results.

In QC, acapability manager (CM) isresponsiblefor mimicking
a range of search capabilities and is located between the
mediator and wrapper. The CM may modify aquery and/or the
result depending on the capabilities of the sources about to be
queried. Capabilities of the CM within the QC system included
the following:

« Date-CM: search within a date range

«  Duplicate-CM: remove document duplicates

«  Sort-CM: sort results by title, author, document rank, or
date

+ Lexica-CM: expand a search term with lexical variants of
the term. A lexical variant is a synonym, pluralization,
hyphenation, or other modification that changes the text
but not its meaning. Lexical variants are particularly
important in the medical domain [14] because many
concepts can be expressed in Latin or English (eg, cardio
vs heart). Moreover, there is acommon confusion between
terms in American English versus British English (eg,
hemoglobin vs haemoglobin, epinephrine vs adrenaline).

QC uses a stacking mechanism to insert individual CMs into
the processing of queries for wrappers and the processing of
results from a source. A component called the search planner,
containing simple rules, is responsible for stacking the CMs.
This means that the sequence of CMs can be ordered to ensure
the correct outcome of query or result trangations. Theoretically,
this correspondsto acomposition of operations. A lexical variant
CM, for example, has to replace the search terms in the query
before the wrapper executes the search. The Date-CM, on the
other hand, can only perform its job after the successful
execution of the wrapper.

http://www.jmir.org/2005/5/e52/
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Search Filters

Expert searchers typically will use search strategies that are
more likely to accurately locate information, based upon an
understanding of the specific capabilities of an evidence source.
There is an increasing interest in the writing of search filters
which capture such strategies, usualy focusing on the major
evidence repositories like Medline [10,11]. Search filters are
designed for typical clinical queries such as “diagnosis’ or
“prescribing,” and they are crafted to find evidence most likely
to satisfy the query by first selectively searching resources
identified to be of high quality and, second, by automatically
adding specialist keywords to the general question posed by a
user. Within QC, search filtersare stored in the profiles function.
For example, if a clinician selects the “diagnosis’ filter and
enters the search term “asthma,” QC can add in the additional
terms when it queries Medline [10]:

sensitivity and specificity [MESH] OR sensitivity [WORD] OR
diagnosis[SH] OR diagnostic use [ SH] OR specificity [WORD]

These terms have been shown to significantly enhance the
quality of Medline results, but they are unlikely to be known to
atypical clinical user.

Unlike standard search filters, QC profiles are meta-search filters
because they encode search filtersfor multiple different sources.
Profilesthus encode expert search strategiesthat are most likely
to answer acertain class of query, and they encode, among other
things, the most appropriate content sources to search (Table
1). For aprimary care physician, these search profiles might be
for diagnosis, prescription, review, and treatment [4], but any
set of profiles can be created within QC to meet the specific
query types and search contexts of different users. In Table 1,
the Treatment profile describes a set of nine separate
source-specific search filters, which collectively describe the
search strategy believed most likely to retrieve an accurate
search result from each resource. The # symbol deimits
keyword variablesthat areto beinstantiated with user keywords.
For example, #1# represents the keyword type “disease,” and
QC's mediator component will substitute the user-provided
keywordsfor “disease” throughout the profile, prior to sending
the query to the individual wrappers for the different sources.
More than one search string can be created for an individual
source (eg, TGL 1 and TGL 2) as a single strategy may not
always retrieve al the relevant documents.
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Table 1. Quick Clinical meta-search filters
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Source Search String
TGL1 (#1# AND #2# AND #3# AND #4#) AND+ ("treatment” OR "therapy" OR "therapeutic use")
TGL2 (#1# AND #3#) AND+ ("treatment” OR "therapy" OR "therapeutic use")
Hedlthinsite3 #1# AND #2# AND #3# AND #4#
Hedlthinsite4 #1# AND #3#
PubMed5 (#1# ATTR+ [Title] AND #3# ATTR+ [Title] AND #4# ATTR+ [Title] ATTR+ /ther)
English 10 years Human
PubMed6 #1# ATTR+ [Title] AND (#3# ATTR+ [Title] OR #4# ATTR+ [Title]) ATTR+ /drug ATTR+ ther
English 10 years Human
Merck?7 ((#1# AND #3# AND #4#) OR (#1# AND #3#)) AND+ ("treatment" OR "therapy")
Harrison's3 Disconnected
Harrison’s9 Disconnected

System Platform

The system was constructed using Java, the Struts Web
application framework, and aMySQL database and is deployed
on a RedHat Linux platform. The user interface (JSP, serviet,
and HTML pages) is deployed through an Apache Web server
connected to a Tomcat servlet engine. The Apache-Tomcat
platformincorporates|oad balancing and fail-over and issuitable
for scalability and large-scale deployment.

Technical Evaluation

QC has undergone a series of clinical evaluations, which have
been reported separately [4,15,16].

Intotal, 227 family physiciansfrom across Australia participated
in atria of QC. Clinicians who had a computer with Internet
access in their consulting rooms were recruited and asked to
use QC for 4 weeks in routine care. Each participant was given
a personal username and password to access the system. All
clinicians completed an online pre-trial survey. QC was

Figure5. Search time metrics

configured to search a set of eight sources, including remote
sites such as PubMed, online journals such as BMJ and the
Medical Journal of Australia (MJA), and locally cached sources
such as The Merck Manual and Therapeutic Guidelines
Australia.

For every search, thetimefrom therequest arriving at the system
to the time when the results were sent back to the user was
recorded (Figure 5; search time = system time + slowest source
time). Note that there is a cap on search time when the time-out
cutsin. Time-outs are search-profile dependent and were set at
either 15 or 30 s. The time it took to conduct the search on the
individual sources was also recorded. The time taken to send
data between QC and the user’s computer (user time) is not
incorporated in these measurements.

In the following section we report on the technical performance
of the architecture and then reflect on its suitability for
supporting evidence retrieval in clinical practice.

Search time
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Results

In the pre-trial questionnaire, 40% of the clinicians reported
having a broadband (ADSL, cable, satellite) connection, while
43% used a56k or 64k modem connection. Theremaining 17%
either did not know the type of connection used or had a slower
connection. A total of 1662 searches were performed over the
trial.

Search Speed

Under local network conditions (LAN, 100MBit), the user time
(from starting the search on a client computer to displaying the

Figure 6. Distribution of search timefor all 1662 searches
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results) was approximately 1.5 s. However, since most users
accessed the system through the Internet, latency was
significantly longer and slowed down the overall search speed.

The average search time was 4.9 s, with a standard deviation
of 3.2 s(N = 1662 searches). Figure 6 shows the distribution
of all search times over the trial. There are four distinctive
featuresinthischart. Thefirstisasmall peak at 1 s(ie, searches
that took up to 1 sto complete). The second feature is a peak
around the mean value. Third, thereisasmall pesk at 15 s, and,
fourth, thereisasmall peak at 30 s.

Search duration histogram

(Mean 4.87+3.17)
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time to complete search (s)
System Time 7, it can be seen that for the majority of the searchesthe system

System time for a search was computed by subtracting the
duration of the slowest source in every search from the search
time (see Figure 5). From the system time histogram in Figure
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takes between 100 msand 130 ms(mean=117.9ms; SD =68.4
ms, N = 1614 [48 searches had missing data, hence 1614
searcheg]).
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Figure7. Distribution of the system time for 1614 searches
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System Time Versus Number of Individual Sources
I nvolved

Depending on the search profile selected, the system will query
acertain number of information sources and combinethe results.

Table 2. System time vs number of sources queried

To illustrate the dependency between system time and the
number of sources queried, Table 2 shows average system time
versus the number of sources queried in a search. The number
of sources queried is predefined by the search profile, and none
of the search profiles tested queried five, six, or eight sources.

Number of Sources Queried N Average System Time (ms)
1 48 18.1

2 9 318

3 15 733

4 7 59.7

5 0 -

6 0 -

7 1373 122.2

8 0 -

9 162 122.6

Speed and Reliability of Individual Data Sources

In addition to the performance measurements of the whole
searches, the speed and reliability of theindividual data sources
was measured. Reliability was measured asthe number of error

http://www.jmir.org/2005/5/e52/

cases (ie, queries that were not answered due to an error
condition, such as a network error, an HTTP error, or queries
that timed out). Reliability and speed figures are summarized
in Table 3.
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Table 3. Reliability and speed of data sources
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Source Type Number of Number of Error Mean Speed  SD (9) Min (s) Max (s)
Searches Errors (%) (9

Merck Local 2144 0 0.0 0.06 0.11 0.01 2.89
TGL Loca 2193 0 0.0 0.05 0.12 0.01 2.85
BMJ Remote 73 1 14 4.55 3.92 0.99 175
Hedlthinsite Remote 2993 55 18 3.09 1.08 1.08 223
MedlinePlus Remote 653 0 0.0 187 1.36 1.09 125
MIMS Remote 650 3 0.5 0.98 114 0.28 8.30
MJA Remote 58 1 17 0.25 0.31 0.10 173
PubMed Remote 3288 39 12 3.76 1.69 187 15.0
Total 12052 99

Mean 0.8 1.83 0.63* 0.68 104

" standard error of the mean

The most reliable sources were the locally indexed sources
Merck (The Merck Manual) and TGL (Therapeutic Guidelines
Austrdia), both which did not have any error cases. On the other
end of the scale are Healthinsite (a national consumer site for
health information) and MJA. The slowest source in the tria
was BMJ, with an average of 4.55 s to process a query (SD =
3.92s; N =73). Thiswasfollowed by PubMed, which returned
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resultsat an average of 3.76 s(SD = 1.69 s; N = 3288). Thetwo
locally indexed sources (Merck and TGL) returned search results
within an average of 0.061 sand 0.047 s, respectively. However,
the two local sources do have a relatively large standard
deviation. Figure 8 shows the distribution of query timesto the
eight individual data sources.
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Figure 8. Histogram of search times for each of the eight data sources (x-axis istime taken for a search, in ms; y-axisis number of searches)
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Discussion total search time. However, there are exceptions, namely when
local data sources are used exclusively. From a user's
System Time perspective this still would not be an issue as the overall user

time is greater by at least a factor of ten. It could, however,

From the results of the system time versus sourcetime, wecan  pcome a problem in a situation where many searches are

observe that system-processing time is only a fraction of the
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dependant on the result of a previous search and have to be
executed in series. System time has thus been kept relatively
short, removing theinitial reservation that too much parallelism
could slow down the system excessively. From Table 3 it can
be seen that the system time generally increasesin line with the
number of sources queried (with the exception of four sources
queried). However, the order of this increase does not appear
to be squared or even exponential, but rather linear.

Search Times

The four distinct features in the histogram of search times
described in Figure 6 are due to the nature of the data sources
and the value of thetime-outs. Thefirst small peak at 1 sisfrom
search profiles that use exclusively local data sources. The
second feature is a peak around the mean value and is caused
by the six Internet resources. The small peak at 15 sisdueto
the large number of search profiles that have this value as a
time-out. And finally, the tiny peak at 30 s is where the
remaining searches time out.

It was to be expected that local sources would be morereliable
and have a shorter latency in response time. Thisis due to the
controlled environment, compared to the uncontrolled Internet
environment of the external sources. It isinteresting to note the
difference between the six external data sources. While some
sources are very popular (eg, PubMed) and therefore are
expected to be busy, others might lack the resources to keep up
with demand. The time-out value of individual data sourcesis
a trade-off between speed and quality of results and is
determined by theintended usage of the system. However, under
certain circumstances there are optimizationsthat can be carried
out without affecting quality of results. For example, the search
duration histogram for Healthlnsite (Figure 8; top right) reveals
that if asearch has not completed within 10 sitishighly unlikely
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it will complete within 15 s. Therefore, atime-out value of 15
s can safely be reduced to 10 s without significantly
compromising search quality.

Future Work

The current QC architecture has demonstrated in trials that it
meets the technical design goals set for it, and it provides good
evidence that our general approach to federated searching is
sustai nable and maintainable. We intend to pursue research and
development in areas of current interest to meta-search engines,
information retrieval systems, and artificial intelligence. These
include automatic wrapper generation [17,18] so that new data
sources can be easily integrated into QC. Using this approach,
a component could automatically generate a wrapper from
knowledge of the data source query inputs and results. Another
area of continued research will be automated data source
consistency checking. Data sources often change in their
formats, and this needs to be monitored with either automated
or human intervention in order to modify wrappers accordingly.
A third areawill beintelligent search agents[19]. We envisage
incorporating an intelligent agent that will guide users through
the search process, using domain knowledge to help frame
clinical questions and choose search parameters. This agent
could learn to work with its user. An area of continued
development will be semantic understanding of result sets. We
would like QC to combine search results into a meaningful
coherent story that presents a concise, relevant, and digestible
response to the user [20]. These approaches, coupled with user
support, will allow us to develop and improve the system with
a view to it becoming an integral part of a clinician’s daily
practice. Even without these enhancements, we have
demonstrated that the QC framework is afunctional and useful
approach for the delivery of online, just-in-time clinical
evidence.
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Abstract

Background: In 2003, the National Health Service in England and Wales, despite its large investment in information and
communication technology, had not set a national research agenda. The National Health Service has three main research and
development programs: one is the Service Delivery and Organisation program, commissioned in 2003, and the others are two
parallel “scoping exercises’ to help set aresearch agenda. This paper reports on one of those projects. A parallel literature review
was carried out by others and has been reported el sewhere.

Objective:  The objective was to explore the concerns of stakeholders and to review relevant policy in order to produce
recommendations and a conceptual map of eHealth research.

Methods: There were two parallel strands. For the stakeholder consultation, 37 professionals representing 12 “stakeholder”
groups participated in focus groups or interviews. Discussion was prompted by eHealth “ scenarios’ and analyzed using thematic
content analysis. Subsequently, 17 lay participants, in three focus groups, discussed and prioritized these themes. For the policy
review, 26 policy makers were interviewed, and 95 policy documents were reviewed. Recommendations were subsequently
reviewed in a conference workshop. Recommendations for research from both strands were combined into a conceptual map.

Results. Themes from stakeholder consultation and policy review were combined as 43 recommendations under six headings.
Four of these headings (using, processing, sharing, and controlling information) describe the scope of eHealth research. The other
two relate to how research should be carried out (ensuring best practice is first identified and disseminated) and to the values
considered important by stakeholders (in particular, measuring improvement in health).

Conclusions: The scope of eHealth research (using, processing, sharing, controlling information) derived empirically from this
study corresponds with “textbook” descriptions of informatics. Stakeholders would like eHealth research to include outcomes
such asimproved health or quality of life, but such research may belong term while changesin information technology are rapid.
Longer-term research questions need to be concerned with human behavior and our use of information, rather than particular
technologies. In some cases, “modelling” longer-term costs and benefits (in terms of health) may be desirable.

(J Med Internet Res 2005;7(5):€54) doi:10.2196/jmir.7.5.e54
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Introduction

In 2002, the National Health Service (NHS) in England and
Wales planned to invest over £2 billion in information and
communication technology (ICT) [1]. Thisincludesinitiatives
such as electronic patient records, electronic prescribing, the
NHS Direct Telephone and Internet Service, and the National
Electronic Library for Health [1,2]. Researchers from multiple
disciplines in the UK and elsewhere had been investigating
health informatics, but the NHS, despiteitslarge investment in
ICT, had not set a national research agendafor ICT.

A one-day conferencein 2002 on Health Informatics Research
and Development, sponsored by the research councils,
Department of Health, and Department of Trade and Industry,
concluded that the“lack of national strategy, capacity and career
paths in health informatics have been weaknesses and remain
threats to realising the informatics potential of the National
Health Service.... [L]arge investment in the National Health
Service and e-Science is unlikely to achieve its objectives
without radical improvement in support for academic health
informatics.... [ Thisemphasizesthe] importance of ...clarifying
the academic agendafor health informatics’ [3]. The short- and
medium-term challenges were seen as the following: (1)
establishing the foundations of a knowledge infrastructure, (2)
innovations in the clinician computer interface, (3) workable
privacy protection, (4) more creation of knowledge from
routinely collected data, and (5) finding the metrics of success
for health informatics.

The NHS has three main national NHS research and
development programs: Health Technology Assessment, New
and Emerging Applications of Technology, and Service Delivery
and Organisation (SDO). The SDO was launched on March 30,
2000, to consolidate and develop the evidence base on the
organization, management, and delivery of health care services
[4]. To respond to the needs of the “ stakeholders’ (service users,

http://www.jmir.org/2005/5/e54/
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health professionals, and policy makers), the NHS, through its
SDO research program, undertook an initial “listening
exercise’[5] to produce a document outlining its overall
priorities for research. It has continued to use this approach to
develop and commissionresearch [6]. It commissionsa* scoping
exercise” (normally a literature review and a stakeholder
consultation) and then uses that in subsequent calls for
proposals.

This study explored the concerns of professional and lay
stakeholders regarding future developments of eHealth and
reviewed relevant policy to produce recommendations for
eHealth research. A parallel literature review was carried out
by others and has been reported elsewhere [7-9].

Methods

Study Design

The study was reviewed and approved by the SouthWest
Multi-Centre Research Ethics Committee and the University of
Plymouth Faculty of Health and Social Work Ethics Committee.
Data collection was carried out between November 2003 and
June 2004. There were two parallel strands (Figure 1):

1. Stakeholder consultation: Focus groupsand interviewswith
“professional” stakeholders generated themes that were
subsequently prioritized by lay participants.

2. Policy context review: Policy makerswereinterviewed and
policy documents were reviewed in order to produce
recommendations that were subsequently reviewed in a
conference workshop.

Thethemes and research questionsarising from the stakehol der
consultation and policy context review were compared, and
recommendations from policy context were adapted to take
account of stakeholder concerns. Diagrams were developed to
bring together stakeholder and policy maker views of the scope
of eHealth research.
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Figure 1. Parallel methods of stakeholder consultation and policy review
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Stakeholder Consultation

Inall, 12 groups (30 in each group) of professional stakeholders
were contacted viaemail. Potential participants were identified
by Web searches and by “snowballing” from existing contacts,
trying to get geographical coverage within England.
Stakeholders were defined as the following:

«  NHS eHealth innovators and implementers
« University researchersin health informatics
« NHSgtaff in primary care

«  NHS dtaff in secondary care

«  NHS primary care trust managerial staff

«  NHS acute trust managerial staff

http://www.jmir.org/2005/5/e54/

RenderX

« Suppliersof ICT tothe NHS

«  Professional organizations and royal colleges
« Informaticstrainers

«  Governance and other regulators

«  Charities and other information providers

«  Other NHS managers

These 360 people were sent an email inviting them to take part
in the study, with a consent form to return to the researcher via
email or post if they agreed to take part in the study. We asked
professional participants to rank themselves on a four-point
scale (from “I am pretty sceptical that eHealth will have any
benefits at all” through to “I am very positive that eHealth can
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help improve the NHS if used appropriately”) asarough guide to attitudes toward eHealth (Table 1).

Table 1. Professional participants: locations and eHealth attitudes

Stakeholder Group (number of participants) Location in England Self-Rating on eHealth*
Innovators and implementers (5) South West
South East
South East
South East
South West
Academic researchersin eHealth (4) Midlands
Midlands
South West
South East
NHS staff in primary care (3) South West
South West
South West
NHS staff in secondary care (4) South East
South East
South West
South East
Primary care managerial staff (1) South West
Acute care manageria staff (1) South East
Suppliers (3) South East
South West
North
Royal colleges (3) South East
South East
South East
Informatics trainers (5) South East
Midlands
Midlands
Midlands
South East
Governance (3) South East
South East
South East
Charities and other providers (2) Midlands
South East
Other NHS managers (3) South East
South West

w A W W W WA, WW W W W W PDW WD LOWLW W DD WD W W W W W DWW L

North

) Self-ratings: (1) | am pretty sceptical that eHealth will have any benefitsat all. (2) | think that there could be some possible benefits to eHealth methods
but on balance think that it is unlikely that the benefits will outweigh the costs. (3) | think that there are definitely benefits to eHealth but that we need
to choose and develop methods carefully. (4) | am very positive that eHealth can help improve the NHS if used appropriately.
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A convenience sample of lay participants was recruited via
snowballing from contacts in a local children’s nursery and
from older friends of the research team. Potential participants
were sent study information sheetsand consent formseither via
email or post. Two groups of older people and one group of
parents took part in the study.

Scenarios depicting the current or future use of eHealth
technologies were constructed to prompt discussion among the
professional groups of the relevant themes regarding the use of
eHealth technologies. Subject matter of the scenarios was
developed from the content of news reports, informatics
conference proceedings, and general Web searches. Both patient-
and professional-centered scenarios were developed in order to
achieve abal ance of perspectives. The research team devel oped
and discussed 32 scenarios: 15 were omitted, 7 were added, and
anumber were reworded to ensure neutrality in presentation.

In total, 24 scenarios (see Multimedia Appendix 1) were
allocated to the 12 professional groups using a balanced

Jones et al

incomplete block design [10]. Each group had four scenarios,
and each scenario was used twice. A semistructured schedule
based on the scenarios was constructed for use either as focus
group or interview prompts. Some scenarios described patients
being monitored by an implanted device that sent physiological
information to hospital, a family doctor booking a hospital
appointment during consultation in primary care, and awoman
having an antenatal ultrasound in the community with expert
diagnosis from abroad. Textbox 1 provides four examples of
scenarios used as promptsin telephone focus groups. Thetopics
covered in the scenarios included patients' use of the Internet
to order prescriptions, arrange doctor’s appointments, or join
patient discussion forums. Other topics were about patients
accessing their own health record, assessing the quality of a
website, using a digital interactive television for a program on
multiple sclerosis, or using a public access touch screen health
information point.

Textbox 1. Four examples of scenarios used as prompts in telephone focus groups

1

Ordering prescriptions; Sam, 45, drops off a repest prescription for his high cholesterol medication every month and has a check-up routinely
every three months. Recently, the local pharmacy and Sam’s family doctor have started a scheme whereby patients can order their repeat
prescriptions online, thereby relieving the burden on administrative staff at the surgery (primary care health center). Following an order being
made by a patient, the pharmacy provides the doctor with alist of repeat prescriptions, which the doctor approves or not. The pharmacy then
sends an email to Sam when his medication is ready for collection.

Use of implanted device: James, a diabetic, has an implanted device that measures his blood glucose level and transmits this reading to the
hospital. If the reading is below a certain level, James is contacted on his mobile phone by an automated system. Recently, the hospital received
asignal that James's blood glucose had dropped to 1.5. The doctor was alerted and visited the patient to review his medication.

e-booking: Peter, aged 45, attends an appointment with his doctor about his recent weight loss. His doctor decides that Peter should be referred
for an appointment at the hospital and uses the new e-booking system. Upon inputting Peter’s detail s into the system, an appointment was set up
immediately, and Peter was able to |eave the surgery with his hospital appointment arranged.

Wireless technology: Ann Young is adistrict nurse who uses a palmtop with wireless access to theinternet and PCT intranet. Ann regularly uses
her palmtop in order to ask advice of her colleagues or to obtain test results, and she now views her palmtop as an invaluable resource. At the

next practice meeting, Ann intends to present the benefits of using a palmtop to her colleagues.

Policy Context

A pardlel, two-stage process was used to review the policy
context. First, policy makers were interviewed and policy
documents were identified and reviewed. The contents of
documents and interview noteswere categorized under English
policies on ICT specific to heath, English health policies
influencing eHealth, nonhealth policies influencing eHealth,
and European Union policiesinfluencing eHealth. Thereviewers
focused on seven specific topics: (1) birth to death records, (2)
country-wide access to quality health advice, (3) application of
ICT to pharmacy, (4) telemedicine, (5) reduction of adverse
incidents, (6) confidentiality, and (7) health data cards. In a
second stage, 28 recommendations from the policy makersand
documents were reviewed in a health informatics conference
workshop by 60 participants using discussion and an interactive
voting system. Participants scored each recommendation for
relevance to the needs of the NHS (using a nine-point scale
from “not relevant” to “highly relevant”). Recommendations
with “middle scores” were discussed with the audiencein more
detail to obtain their views and decide if the recommendation
needed to be worded more clearly.

http://www.jmir.org/2005/5/e54/

Synthesis and Conceptual Mapping

Two members of the research team (RJ and L C) independently
ranked the correspondence between the stakeholder concerns
and the policy context recommendations on a scale of 1 (no
correspondence) to 3 (strong correspondence). Analysis showed
there to be strong agreement between the researchers.
Stakeholder concerns, particularly of “technology meeting needs
and improving health and quality of life,” were not consistently
addressed by the policy context recommendations.
Recommendations were adapted to take stakeholder concerns
into account and were regrouped from “source-oriented” to
“research-oriented” groupings. The new policy context
recommendationswere agreed upon between team members by
telephone conference discussion. The two lists, one from
stakeholder consultation and the other from the policy context
review, were then reviewed again and similar areas of research
were grouped. Reference was also made to the work of the
Scottish Consumer Heath Informatics Network [11]. We
concluded that the scope of eHealth research could be described
by asimple block diagram with four elementswith linked areas
of “best practice” The recommendations were regrouped
according to this “ conceptual map.”
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Results

Subjectsand Sources

In total, 37 (10%) professional stakeholders consented to take
part in the study and were consulted either viatelephone focus
group (25), telephone interview (6), videoconference (4), or
in-person interview (2). There were 17 lay people (12 older
people and 5 parents of young children) that took part in
in-person focus groups. We interviewed 26 policy makers and
identified and reviewed 95 policy documents.

Validity of M ethods

One of the limitations of stakeholder consultation is that
participants have to be sufficiently interested in the topic to take
part. None of the 37 professional participants were “sceptical

Figure 2. Scope of eHealth research
Principles of
research and
develo pment

[dentification of best
practice and barriers

to implementation using information

Involvement of all

Scope of new research in e-health

Jones et al

that eHealth will have any benefits at all,” and none thought
“there could be some possible benefits to eHealth methods but
on balance think that it isunlikely that the benefitswill outweigh
the costs” On the other hand, 27 thought “that there are
definitely benefits to eHealth but that we need to choose and
develop methods carefully,” and 10 were “very positive that
eHealth can help improve the NHS if used appropriately.”

Scope of eHealth

The research questions identified by stakeholders and policy
review fell into six groups. Four of these (using, controlling,
processing, sharing information) were used to describe the
“scope” of eHealth. The other two groups of research questions
fal under principles of research and development and
stakeholder hierarchy (Figure 2).

Stakeholder hierarchy

Nrmproved health
and
Jquality of life

responsibility, reliability,
regulation, confidentiality,
security, awnership
accessibility

Principles of Research and Development

Both stakeholders and policy makersreferred to many examples
where, before innovative approaches are introduced, best

stakehaolders including processing sharing
the public infarmation infarmation
Appropriate

timescales

processes that support
effective use of e-health

practice procedures and barriers to implementation should be
identified, and where professional and public stakeholders
should be involved in research and development. A number of
areas were suggested (Textbox 2).

Textbox 2. Seven research aims related to the identification and implementation of best practice in eHealth

a A~ W DN

coding for medication management, and robotic dispensing

IS

outcomes could be improved through the use of ICT

1. Informaticstraining for health professionals, identification and exploration of examples of best practice to see how these can be disseminated to
achieve improved health care, exploration of the attitudes of health professionals toward such training and use of the skills acquired in practice

Working practicesin other sectors (eg, e-business) to identify best practice and barriersto similar uses of ICT in the health sector
Web-based services for citizens in other sectors to see what lessons can be learnt on when to implement eHealth solutions for patients
Research on telemedicine (eg, using coronary heart disease or cancer services) and barriers to its implementation

The costs and benefits (including improved patient safety) of hospital systems that combine e-prescribing, order entry, decision support, bar

NHS procedures that aim to safeguard confidentiality of patient data and disseminate best practice

7. Assessment of the experience of UK citizens accessing health carein other countries (and vice versa) and identification of where health and other
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Scope of New Research in eHealth services, for reassurance of professionals and patients, and in

Using Information

information-based therapies. Four research aims (Textbox 3)
from the policy context review concerned the use of information

Information is used in decision support, in the organization of  in decision support.

Textbox 3. Four research aims related to the way information is used

1

To assess clinicians’ and patients’ perceptions of the benefits and barriers to using decision support tools—in particular, to compare clinicians
who use decision support tools with clinicians who do not

To assess the quality of information available from repositories of health data and to assess how it can be legally, ethically, and cost-effectively
aggregated for public health policy and decision support

To explore the costs and potentia benefits of birth to death recordsin relation to decision making and other aspects of health care and to identify
policy changes required to achieve them

To review decision support and expert systems used in the NHS to ascertain their impact on patient services

Sharing Information

should be shared across sites (eg, between hospital and home),
across sectors (eg, between social services and NHS), and

Both stakeholders and the policy context review identified a  petween different professional (and patient) groups (eg, between
large number of research questions related to sharing doctors, nurses, dentists, patients).
information (Textbox 4). These included how information

Textbox 4. Thirteen research aims related to the way information is shared

1
2.
3.

10.

11
12.

13.

To examine how the NHS can work with other information and education providers to facilitate patient involvement in eHealth
To explore patient attitudes toward initiatives of patient involvement in eHealth

To identify the extent to which implanted or wearable technology removes patients’ control of their condition and to identify how ICT may best
be used to encourage and facilitate patients to take responsibility for their health

To investigate the extent to which recently introduced information technol ogy—based systems (such as e-booking) increase patient expectations
and consequently decrease satisfaction if those expectations are not met

To investigate the efficacy of developing a code of collaboration under which organizations can explicitly share data and input to health records
consistently, unambiguously, and sensitively

To determine how we can best deal with combining multiple sources of data, dealing with apparently conflicting information from different
sources, with minimum patient risk, minimum cost, and patient consent and confidence

To examine the costs and benefits of cross-sectoral records and patient safety issues associated with cross-sectoral working
To investigate how ICT can best contribute to pharmacy clinic services sharing data between the NHS and patient

To investigate the potential of eHealth to enable effective interfaces, for example, between health and socia care, local specialists and specialist
services, care givers and professionals

To investigate the costs and benefits of using different technologies to support community-based staff (eg, notepad computers, electronic links
to supporting organizations, teleconferencing in cancer services)

To explore the changes in work patterns, the potential for patient involvement, and legal issuesin home care (eg, for older people)

Toinvestigate ICT usein multisitework in relation to such issues as culture change, governance, health professional training, patient expectations,
and changes to health outcomes

To determine the costs and benefits of the use of health data cards

Controlling I nformation

of control, accessibility, reliability, confidentiality, security,
ownership, and regulation.

This group of concerns was ranked second most important by
stakeholders. Ten research aims (Textbox 5) incorporated i ssues
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Textbox 5. Ten research aims related to the way information is controlled

1
2.

© © N o

To investigate how health professionals and patients discriminate between reliable and unreliable information

To examine the circumstances in which regulation of information provision and useis necessary and, further, when education and empowerment
of professionals is a more effective option—additionally, what are health professional and patient attitudes toward the regulation of health
information?

To investigate the extent to which health professional s advise patients of reliable sources of information on the Web, television, and other media,
and further, to examine the level of preparation and support that health professionals require to provide such advice and to examine patients’
expectations of this advice

To determine the site of responsibility if health care errors are made as a result of information transfer

To explore how social organization and different technol ogies can be used to help prevent inequity of access to information for both patients and
professionals, and to identify initiatives whereby groups traditionally considered to have restricted access have successfully achieved training
and access to new technologies

To explore health professional and patient attitudes toward ownership and sharing of data
To develop and test guidance on regulation and responsibility
To examine the costs and benefits of different ways of addressing equity to inform citizens

To investigate ways (quality marks, portals, patient and health professiona training) to assist the public in obtaining quality information from
the Web

To investigate patients' knowledge and views on confidentiality and their attitudes as to how their data should be used (eg, in research) in terms
of potential benefits to health and quality of life

Processing I nformation

[push], or should it wait until the user seeks it [pull]). It aso
includesthe coordinated integration of information derived from

This covers a range of issues, including how best to present
information (eg, should it be tailored for different users) and
where it might be presented (eg, should it be sent to the user

Textbox 6. Seven research aims related to the way information is processed

avariety of sources, as demonstrated in the electronic ordering
and home delivery of medicines (Textbox 6).

1
2.

To identify what extent health information should be tailored to the needs of certain groups of patients, professionals, or individuas

To examine the costs and benefits of providing information in different locations (eg, mobile versus static for professionals, NHS versus home
for patients)

To investigate how information can be better integrated so that patients can, for example, access their own medical record on the Web, obtain
relevant and validated information about it, and order a prescription

To identify instances or circumstances when patients want to enquire about health information through known professionals (eg, family doctor)
and when they want to use an anonymous source

Toinvestigate what services patients desire for electronic ordering and home delivery of medicine and how they can be delivered safely, equitably,
and cost-effectively

Toidentify how eHealth technol ogies can enable or improve family support for seriously ill children and provide just-in-time information tailored
toindividuas

To examine the costs, benefits, attitudes toward, and the use of, ICT support in their homes for patients with severe chronic disease (eg, video
linksto NHS and voluntary services, smart cards with patient records)

Hierarchy of Stakeholder Concerns

The overriding concern of stakeholderswasthat spending money
on eHealth should be worthwhile and should lead to improved
health and quality of life. Particular research aims suggested by
the data included “to review the costs and benefits of a range
of recent eHealth applications, including the modelling of new
forms of care made possible by ICT support,” and “to present
those examples of eHealth applications, shown to have a
demonstrable effect on improved health and quality of life, to
professional and public stakeholdersto obtain their views asto
the nature of the most appropriate investment in eHealth.” In
addition, the stakeholders identified themes concerned with
controlling information (responsibility; reliability; regulation;

http://www.jmir.org/2005/5/e54/

RenderX

accessibility; confidentiality, security, and ownership) as being
particularly important, and so placed them on the second level
of ahierarchy of concerns.

Discussion

In the context of the British health service, whichismostly free
at the point of delivery, the overriding concern of stakeholders
was that spending money on eHealth should be worthwhile and
should lead to improved health and quality of life. At first this
appears an unremarkable finding. However, athough such an
aim is part of the political rhetoric and may be an unstated
assumption of policy documents in the United Kingdom, it is
not often explicitly addressed in service development and use
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of information and communication technology. It issignificant,
for example, that the NHS recently funded aprogram originally
called the National Programme for Information Technology,
rather than a program for eHealth. (Subsequently, the program
has been renamed Connecting for Health).

On the other hand, we know that doing research that can show
a difference in health as aresult of an eHealth intervention is
difficult, partly because partia implementation of an e-booking
system or a hospital information system is difficult. Gold
standard randomized trialswhose results can be generalized for
widespread implementation are very difficult. In addition, to
see changes in health or to measure cost benefit is slow and
expensive, made more so now in the United Kingdom by the
time needed for increased levels of ethical and research control
and approval [12,13]. Thirty years ago, Blum noted that half
the papers about computer applications concerned systemsthat
were no longer operational [14]. We all know that ICT changes
become ever more rapid. Research, therefore, has to be more
about human behavior and how we use information and less
about specific organizational or technological environments. It
is essential to recognize the difficulties of addressing
stakeholders' needs by measuring change in health outcomes.

In some cases, modelling the longer-term costs and benefits (in
terms of health) may be desirable. As systems continue to
evolve, the health benefits may be seen not in the immediate
change, but in a future evolution made possible by the initial
change [15-17].

Many of the recommendations derived from both the stakehol der
consultation and policy review confirmed the need to identify
best practice and the barriers to implementation of that best
practice. There are many examples of medical informatics
research with demonstrable benefit which decades later still
wait to be implemented more widely. For example, computers
have been used successfully for patient interviews for nearly
30vyears. Slack et a first reported on acomputer-based medical
history system in the New England Jour nal of Medicinein 1966
[18]. Yet, despite numerous research reports [19], the method
has not been routinely adopted.

Rogers’ description of the diffusion of innovations [20] is well
known, but stakeholders and policy makers want to see this
process accelerated. The recommendations included, for
example, identifying and exploring examples of effective
informatics training for health professionals to see how these
can be disseminated, or investigating working practicesin other
sectors (eg, e-business) to identify best practice and barriersto
similar uses of ICT in the health sector.

In discussion, professional stakeholders often reverted to their
role as patient or consumer rather than, for example, speaking
asasupplier of ICT or from the point of view of primary care.
Thus, although we sampled from all segments of the stakeholder
population, there were no obvious differences between the
different types of stakeholder. (Our samplewas small, however,
making our power to detect differenceslimited.)

Thefour categorieswhich emerged asthe grouped themesfrom
the data are similar to classifications and descriptions found in
textbooks of health informatics (eg, [21]). Blum, in a personal
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review of Medical Informaticsin the United States, 1950-1975,
presents a historical table of the Scope of Medical Computing
from 1950 to 1980 using the three headings Data, Information,
and Knowledge Applications[14]. He said, “ Within acategory,
research begins only after the supporting technology is mature
enough to support it beyond the conceptual level.” His table
showed that he viewed data applicationsin the 1980s asrefined,
information applications as mature, and knowledge applications
as prototype.

Four limitations of our study are the following: (1) We were
not able to recruit people who were very sceptical about the
potential of eHealth. However, we think that a more sceptical
samplewould belikely to have expressed similar concerns about
improved health and value for money. (2) We did not have equal
representation for the 12 predefined groups. However, we
achieved coverage (although, in some cases, only one member;
see Table 1) for all groups. Furthermore, as most participants
often “reverted” to their role as patient in the discussion, our
origina idea that different professional groups might have
certain biases and try to put forward ideas to their advantage
seemed wrong (although numbers were small to detect any
differences between groups). (3) Our lay sample was recruited
only in the South East and the South West of England and did
not include any people from ethnic minorities. We have no
knowledge or hypotheses about how views may differ in groups
not represented. (4) An eHealth agenda derived from policy
review and stakeholder consultation in acountry with astate-run
health service may not transfer well to countries with private
or insurance-based systems.

The purpose of our study wasto produce a conceptual map and
research agenda for eHealth based on stakeholder views and
policy review. In a paralel SDO project, Pagliari et al [7-9]
developed recommendations based on a review of existing
academic and wider evidence sources, indicating the scope of
the eHealth concept, the effectiveness of eHealth innovations,
issues for implementation, and future directions for eHealth.
Their research evidenceis grouped by four broad technol ogical
categories:

1. Decision support tools for patients and clinicians

2. Networked digital technologies (Internet) used by patients
(eg, for information, self-management, or peer support) and
professionals (eg, for interprofessional communication,
education, or communication with patients)

3. Computerized patient records, including issues relating to
patient access and confidentiality and influences on health
care delivery

4. Telemedicine and telecare

Their results are also interpreted with respect to the following
broad content areas:

1. Specific research needs (evidence of effectiveness in
specific areas)

2. Generic research needs (eg, methodological challenges to
eHealth research, factors affecting implementation, effects
on behavior and relationships, educational interventions,
health inequalities, alternative delivery media, risks to the
health service and society, role in self-care, and consumer
empowerment)

JMed Internet Res 2005 | val. 7 | iss. 5 |e54 | p.109
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH Jones et a

Challenges for implementation (demonstrating impact, While differences in emphasis were expected due to the
high-level support, strong project management, stakeholder methodology of each study, the clear parallels between the
engagement, the digital divide, ensuring credibility and results offer support for our recommendations. Our conceptual
quality, ethical, security and privacy issues, standards) map, which has come from stakeholder discussion and policy
Emerging trends and future directions (eg. personalized review, also helps to put both our own and other detailed
and tailored systems, new technological advances for the recommendationsinto aframework concerned with information
information management and carefacilitation, and delivery  and how we use it.

modes)
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